\0A 


DEPARTMENTS  OF  LABOR,  HEALTH  AND  HUMAN 

SERVICES,  EDUCATION,  AND  RELATED  AGENCIES 

APPROPRIATIONS  FOR  1996 

Y4.AP  6/l:L  11/996/PT. 7    ^^" " " = 

Departments  of  Labor,   Health  and  Hu. . .    j^rpq 

BEFORE  A 

SUBCOMMITTEE  OF  THE 

COMMITTEE  ON  APPROPRIATIONS 
HOUSE  OP  REPRESENTATIVES 

ONE  HUNDRED  FOURTH  CONGRESS 
FIRST  SESSION 


SUBCOMMITTEE  ON  THE  DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  EDUCATION,  AND  RELATED  AGENCIES 

JOHN  EDWARD  PORTER,  Illinois,  Chairman 
C.  W.  BILL  YOUNG,  Florida  DAVID  R.  OBEY,  Wisconsin 

HENRY  BONILLA,  Texas  LOUIS  STOKES,  Ohio 

ERNEST  J.  ISTOOK,  Jr.,  Oklahoma  STENY  H.  HOYER,  Maryland 

DAN  MILLER,  Florida  NANCY  PELOSI,  California 

JAY  DICKEY,  Arkansas  NITA  M.  LOWEY,  New  York 

FRANK  RIGGS,  California 
ROGER  F.  WICKER,  Mississippi 

NOTE:  Under  Committee  Rules,  Mr.  Livingston,  as  Chairman  of  the  Full  Committee,  and  Mr.  Obey,  as  Ranking 
Minority  Member  of  the  Full  Committee,  are  authorized  to  sit  as  Members  of  all  Subcommittees. 

S.  Anthony  McCann,  Robert  L.  Knisely,  Susan  E.  Quantius,  Michael  K.  Myers, 
and  Joanne  L.  Orndorff,  Subcommittee  Staff 


PART  7 

TESTIMONY  OF  MEMBERS  OF  CONGRESS  AND  OTHER 
INTERESTED  INDIVIDUALS  AND  ORGANIZATIONS 


***** 


Printed  for  the  use  of  the  Committee  on  Ap 


*8$&& 


DEPARTMENTS  OF  LABOR,  HEALTH  AND  HUMAN 

SERVICES,  EDUCATION,  AND  RELATED  AGENCIES 

APPROPRIATIONS  FOR  1996 

HEARINGS 

BEFORE  A 

SUBCOMMITTEE  OF  THE 

COMMITTEE  ON  APPROPRIATIONS 
HOUSE  OF  REPRESENTATIVES 

ONE  HUNDRED  FOURTH  CONGRESS 

FIRST  SESSION 


SUBCOMMITTEE  ON  THE  DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  EDUCATION,  AND  RELATED  AGENCIES 

JOHN  EDWARD  PORTER,  Illinois,  Chairman 
C.  W.  BILL  YOUNG,  Florida  DAVID  R.  OBEY,  Wisconsin 

HENRY  BONILLA,  Texas  LOUIS  STOKES,  Ohio 

ERNEST  J.  ISTOOK,  Jr.,  Oklahoma  STENY  H.  HOYER,  Maryland 

DAN  MILLER,  Florida  NANCY  PELOSI,  California 

JAY  DICKEY,  Arkansas  NITA  M.  LOWEY,  New  York 

FRANK  RIGGS,  California 
ROGER  F.  WICKER,  Mississippi 

NOTE:  Under  Committee  Rules,  Mr.  Livingston,  as  Chairman  of  the  Full  Committee,  and  Mr.  Obey,  as  Ranking 
Minority  Member  of  the  Full  Committee,  are  authorized  to  sit  as  Members  of  all  Subcommittees. 

S.  Anthony  McCann,  Robert  L.  Knisely,  Susan  E.  Quantius,  Michael  K  Myers, 
and  Joanne  L.  Orndorff,  Subcommittee  Staff 


PART  7 

TESTIMONY  OF  MEMBERS  OF  CONGRESS  AND  OTHER 
INTERESTED  INDIVIDUALS  AND  ORGANIZATIONS 


Printed  for  the  use  of  the  Committee  on  Appropriations 


U.S.  GOVERNMENT  PRINTING  OFFICE 
89-504  WASHINGTON  :  1995 

For  sale  by  the  U.S.  Government  Printing  Office 
Superintendent  of  Documents,  Congressional  Sales  Office,  Washington,  DC  20402 
ISBN  0-16-047197-4 


COMMITTEE  ON  APPROPRIATIONS 

BOB  LIVINGSTON,  Louisiana,  Chairman 


JOSEPH  M.  McDADE,  Pennsylvania 

JOHN  T.  MYERS,  Indiana 

C.  W.  BILL  YOUNG,  Florida 

RALPH  REGULA,  Ohio 

JERRY  LEWIS,  California 

JOHN  EDWARD  PORTER,  Illinois 

HAROLD  ROGERS,  Kentucky 

JOE  SKEEN,  New  Mexico 

FRANK  R.  WOLF,  Virginia 

TOM  DELAY,  Texas 

JIM  KOLBE,  Arizona 

BARBARA  F.  VUCANOVICH,  Nevada 

JIM  LIGHTFOOT,  Iowa 

RON  PACKARD,  California 

SONNY  CALLAHAN,  Alabama 

JAMES  T.  WALSH,  New  York 

CHARLES  H.  TAYLOR,  North  Carolina 

DAVID  L.  HOBSON,  Ohio 

ERNEST  J.  ISTOOK,  Jr.,  Oklahoma 

HENRY  BONILLA,  Texas 

JOE  KNOLLENBERG,  Michigan 

DAN  MILLER,  Florida 

JAY  DICKEY,  Arkansas 

JACK  KINGSTON,  Georgia 

FRANK  RIGGS,  California 

RODNEY  P.  FRELINGHUYSEN,  New  Jersey 

ROGER  F.  WICKER,  Mississippi 

MICHAEL  P.  FORBES,  New  York 

GEORGE  R.  NETHERCUTT,  Jr.,  Washington 

JIM  BUNN,  Oregon 

MARK  W.  NEUMANN,  Wisconsin 


DAVID  R.  OBEY,  Wisconsin 

SIDNEY  R.  YATES,  Illinois 

LOUIS  STOKES,  Ohio 

TOM  BEVILL,  Alabama 

JOHN  P.  MURTHA,  Pennsylvania 

CHARLES  WILSON,  Texas 

NORMAN  D.  DICKS,  Washington 

MARTIN  OLAV  SABO,  Minnesota 

JULIAN  C.  DDCON,  California 

VIC  FAZIO,  California 

W.  G.  (BILL)  HEFNER,  North  Carolina 

STENY  H.  HOYER,  Maryland 

RICHARD  J.  DURBIN,  Illinois 

RONALD  D.  COLEMAN,  Texas 

ALAN  B.  MOLLOHAN,  West  Virginia 

JIM  CHAPMAN,  Texas 

MARCY  KAPTUR,  Ohio 

DAVID  E.  SKAGGS,  Colorado 

NANCY  PELOSI,  California 

PETER  J.  VISCLOSKY,  Indiana 

THOMAS  M.  FOGLIETTA,  Pennsylvania 

ESTEBAN  EDWARD  TORRES,  California 

NITA  M.  LOWEY,  New  York 

RAY  THORNTON,  Arkansas 


James  W.  Dyer,  Clerk  and  Staff  Director 


(in 


DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  EDUCATION,  AND  RE- 
LATED AGENCIES  APPROPRIATIONS  FOR 
1996 


Tuesday,  January  24,  1995. 

TESTIMONY  OF  MEMBERS  OF  CONGRESS  AND  OTHER 
INTERESTED  INDIVIDUALS  AND  ORGANIZATIONS 

WITNESS 
DR.  GAIL  CASSELL,  AMERICAN  SOCIETY  FOR  MICROBIOLOGY 

Mr.  Porter.  The  subcommittee  will  come  to  order.  We  begin 
today  our  outside  witnesses.  We  are  obviously  early;  we  don't  have 
a  budget  yet.  But  we  felt  that  it  would  be  in  the  best  interests  of 
the  work  of  the  subcommittee,  because  we  have  such  a  great 
amount  to  do,  to  have  our  outside  witnesses  early  this  year  as  we 
have  in  at  least  one  year  previously.  We  appreciate  all  of  you  re- 
sponding so  quickly  to  our  request  for  your  testimony. 

It  will  be  necessary,  because  of  the  large  number  of  witnesses  we 
have,  to  limit  each  witness  to  exactly  five  minutes.  Our  clerk  of  the 
subcommittee,  Tony  McCann,  will  keep  time  and  advise  me  when 
the  five  minutes  are  up. 

We  begin  with  Dr.  Cassell,  the  American  Society  for  Microbi- 
ology. 

Dr.  Cassell.  Mr.  Chairman,  other  Members  of  the  subcommit- 
tee, the  American  Society  for  Microbiology  is  composed  of  over 
40,000  members  working  in  the  areas  of  biomedical  research,  agri- 
culture, biotechnology,  as  well  as  environmental  pollution  and  con- 
trol. I  want  to  thank  you  for  allowing  us  to  sit  here  before  you  this 
morning  and  share  our  testimony  both  in  writing  as  well  as  orally. 
And  I  also  want  to  personally  thank  you  for  your  support  of  bio- 
medical research. 

We  are  aware,  Mr.  Porter,  of  you  in  particular  who  last  year 
tried  to  increase  the  budget  for  NIH.  We  are  indeed  appreciative 
of  that.  In  fact,  as  you,  we  consider  that  funding  of  NIH  research 
to  be  one  of  the  most  cost  effective  investments  that  this  country 
can  make,  realizing  that  in  fact  it  is  estimated  that  we  get  a  50 
percent  return  on  our  investment.  The  NIH,  which  a  lot  of  people 
don't  appreciate,  in  fact,  as  you  know,  represents  over  50,000  sci- 
entists working  at  over  1,700  institutions  across  the  country.  There 
are  many  things  that  I  would  like  to  tell  you  this  morning  with  re- 
gards to  biomedical  research,  both  with  respect  to  the  advances, 
but  also  the  need  for  increased  funding  for  NIH. 
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These  have  been  prepared  for  you  in  our  written  testimony,  but 
I  would  like  to  focus  on  what  I  consider  to  be  one  of  the  most  major 
problems  with  respect  to  things  that  affect  our  membership  of  the 
American  Society  for  Microbiology  and  the  health  of  this  country, 
and  that  deals  with  the  issue  of  non-AIDS  infectious  diseases.  In 
fact,  exciting  advances  have  been  made  because  of  funding  for  NIH 
research,  including  development  of  the  influenza  vaccine  that  only 
cost  $19  million  but  resulted  in  $400  million  per  year  in  savings. 

What  you  may  not  know  is  this  month  in  the  Annals  of  Internal 
Medicine  is  an  article  describing  the  fact  that  there  are  good  data 
now  to  suggest  the  possibility  that  an  infectious  agent  may  be  asso- 
ciated with  a  development  and  progression  of  rheumatoid  arthritis 
and  also  perhaps  asthma.  So  these  represent  exciting  possibilities. 
Perhaps  a  lot  of  people  don't  appreciate,  however,  the  fact  that  in- 
fectious diseases  still  represent  the  leading  cause  of  death  world- 
wide, and  in  fact  in  the  United  States  last  year  infectious  diseases 
accounted  for  5  of  the  10  leading  causes  of  death,  resulting  in  15 
percent  of  this  Nation's  health  care  costs. 

Middle  ear  infections  in  children  who  attend  day  care  centers 
have  increased  since  1975  from  9  to  24  million,  and  in  fact  children 
are  at  increased  risk  for  infectious  diseases  like  meningitis,  diar- 
rhea, middle  ear  infections.  As  you  probably  are  well  aware,  our 
country  has  faced  just  this  past  year,  as  well  as  the  last  two  years, 
increased  threats  from  food  and  waterborne  diseases,  in  particular 
the  E.  coli  157  outbreak,  as  well  as  Cryptosporidium  outbreaks 
across  the  country. 

With  NAFTA  and  GATT,  we  continue  to  be  faced  actually  with 
increased  threats  from  new  agents  as  well  as  old  agents,  plus  the 
fact  that  you  probably  have  seen  in  the  public  media  both  with  re- 
spect to  TV  and  newspaper  and  news  weeklies  as  well  as  scientific 
literature,  we  are  currently  facing  a  major  threat  related  to  the 
emergence  of  antibiotic  resistance  of  infectious  agents  in  this  coun- 
try. Pneumococcus,  the  leading  cause  of  pneumonia  and  death  in 
the  elderly  and  middle  ear  infections  in  children,  is  only  one  exam- 
ple of  these.  All  of  this  is  occurring  precisely  at  a  time  when  fund- 
ing for  non-AIDS  infectious  diseases  has  actually  decreased  signifi- 
cantly. 

Last  year  the  budget  for  the  National  Institute  of  Allergy  and  In- 
fectious Disease  for  non-AIDS  infectious  disease  was  reduced  by 
$20  million.  This  is  hardly  enough  to  sustain  non-AIDS  infectious 
disease  research  that  is  already  ongoing,  much  less  allowing  us  to 
address  the  threats  from  these  new  emerging  infections,  including 
things  like  rabies,  increased  numbers  of  cases  of  rabies,  Hanta 
virus,  malaria  cases  that  were  observed  in  the  United  States  this 
year,  and  the  food  and  waterborne  diseases  that  I  have  mentioned. 

The  ability  to  rapidly  and  accurately  detect  the  presence  of  infec- 
tious agents,  both  in  food  and  in  water,  requires  more  basic  re- 
search on  these  organisms  that  occur  in  food  and  water  products. 
The  current  funding  allows  us  not  to  be  able  to  capitalize  on  the 
exciting  possibility  that  chronic  debilitating  diseases  like  asthma 
and  rheumatoid  arthritis  may  be  associated  with  infectious  agents. 

Specifically,  the  American  Society  for  Microbiology  encourages 
you  to  pay  particular  attention  to  the  Professional  Judgment  budg- 
et of  the  National  Institutes  of  Health  which  would  bring  the  fund- 
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ing  up  to  $13  million.  We  believe  that  this  is  a  very  rationally 
thought-out  budget  on  the  part  of  NIH.  We  would  also  urge  you  to 
consider  increased  funding  for  the  National  Institute  of  Allergy  and 
Infectious  Diseases  for  the  purpose  of  increasing  funding  for  non- 
AIDS  infectious  diseases. 

We  would  also  like  to  strongly  recommend  that  the  funding  for 
AIDS  research  go  directly  to  the  individual  institutes  within  NIH 
and  not  directly  to  the  Office  of  AIDS  Research  within  NIH.  We  be- 
lieve in  fact  that  this  would  be  a  much  more  cost  effective  mecha- 
nism, plus  we  feel  it  would  be  in  the  best  interest  of  the  science 
related  to  research  in  AIDS. 

In  addition,  just  as  we  must  maintain  our  basic  biomedical  re- 
search capabilities,  we  would  like  to  point  out  to  you  that  it  is  ex- 
tremely important  to  maintain  our  research  infrastructure.  There- 
fore, we  would  urge  you  not  to  cap  or  arbitrarily  reduce  indirect 
cost  reimbursements  for  research.  These  are  indeed  true  costs  of 
research. 

We  believe  that  the  administration's  proposal  that  will  be  pre- 
sented later  this  year  that  has  been  developed  in  collaboration  be- 
tween scientists  and  administrators,  in  fact,  is  rationally  thought 
out  and  should  lead  to  much  more  cost  efficiency  and  better  under- 
standing with  respect  to  these  costs.  And  lastly,  we  know  from  you, 
from  your  record  and  that  of  other  members  of  this  subcommittee, 
that  you  strongly  support  biomedical  research.  We  urge  that  bio- 
medical research,  particularly  that  for  infectious  diseases,  not  be 
sacrificed  as  Congress  works  to  reduce  the  Federal  budget  this 
year. 

Thank  you. 

[The  prepared  statement  of  Gail  H.  Cassell,  Ph.D.,  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  My  name  is  Gail  Cassell  and  I  am  the  Immediate  Past 
President  of  the  American  Society  for  Microbiology  (ASM)  and  Chairman  of  the  Department  of 
Microbiology  at  the  University  of  Alabama,  Birmingham.  I  would  like  to  thank  you  for  the  opportunity  to 
testify  today  on  behalf  of  the  American  Society  for  Microbiology  on  the  fiscal  year  1996  appropriation  for 
the  National  Institutes  of  Health  (NIH).  The  ASM  wishes  to  express  its  appreciation  for  your  strong  support 
of  biomedical  research  and  particularly  for  your  efforts  last  year  to  provide  an  additional  increase  for  the  NIH 
budget  We  recognize  that  biomedical  research  would  suffer  without  your  farsighted  leadership,  especially 
during  these  trying  times  of  fiscal  constraints  and  competing  demands.  In  my  testimony  today,  I  would  like 
to  focus  on  three  areas:  the  need  to  provide  necessary  new  funding  for  the  NIH;  the  growing  threat  from  new 
and  emerging  infections  as  an  example  of  why  we  need  to  strengthen  support  for  biomedical  research;  and 
concerns  regarding  the  government's  commitment  to  reimburse  universities  for  the  full  costs  of  research.  I 
would  then  like  to  make  several  recommendations  concerning  these  issues  for  the  subcommittee's 
consideration. 

The  American  Society  for  Microbiology  includes  over  40,000  members,  who  work  in  many  different 
organizations,  including  education  (research  institutions,  undergraduate  and  graduate  institutions,  medical, 
dental  and  veterinary  schools),  industry  (pharmaceutical,  food  and  agricultural,  and  biotechnology  companies, 
environmental,  pollution  control  companies  and  hospitals),  and  federal  and  state  government  (research 
laboratories  and  public  health).  Microbiologists  study  living  organisms  and  infectious  agents  and  their  work 
is  critical  to  health,  agriculture,  the  environment  and  biotechnology.  Many  accomplishments  of 
microbiologists  have  significantly  affected  our  lives,  such  as  the  development  of  vaccines  for  infectious 
diseases,  the  identification  of  how  microorganisms  cause  diseases,  such  as  AIDS,  the  prevention  of  spoilage 
of  our  food,  the  use  of  microorganisms  to  recycle  wastes  and  clean  up  oil  spills  and  learning  more  about  the 
nature  of  all  living  things.  Research  in  microbiology  is  responsible  for  the  emergence  of  biotechnology  and 
microbiology  research  and  training  play  a  critical  role  in  the  advancement  of  biotechnology. 

The  Need  to  Provide  Necessary  New  Funding  for  the  NIH 

The  National  Institutes  of  Health  has  been  called  a  "nationwide  republic  of  science."  It  supports  the 
biomedical  research  of  some  50,000  scientists  at  1,700  institutions  across  the  U.S.  The  fruits  of  NIH 
supported  biomedical  research  have  placed  the  U.S.  at  the  forefront  among  countries  in  the  world  in  the 
areas  of  biomedical  research  and  biotechnology  and  have  improved  the  length  and  quality  of  lives. 
Biomedical  research  is  a  high  priority  area  for  federal  investment  and  additional  funding  is  needed  to  ensure 
the  future  health  and  economic  prosperity  of  the  nation. 

The  increasing  numbers  of  high  quality  research  ideas  that  cannot  be  funded  highlight  not  only  the  many 
unexploited  research  opportunities  that  currently  exist,  but  also  indicate  the  need  for  growth  in  the  NIH 
budget  to  take  advantage  of  them.  In  fiscal  1994,  the  success  rate  for  all  NIH  research  project  grants  is 
expected  to  be  25  %,  significantly  below  levels  in  the  past.  The  fiscal  1995  appropriation  for  NIH 
represented  an  increase  of  only  3.6%,  below  the  estimated  Biomedical  Research  and  Development  Price  Index 
(BRDPI)  of  4. 1%.  To  make  matters  worse,  reductions  in  revenues  for  academic  health  centers  jeopardize 
support  of  research  and  infrastructure  in  many  of  our  leading  research  areas  across  the  country. 

Even  during  this  period  of  intense  review  of  government  programs  as  Congress  considers  strict  budgetary 
policy  and  difficult  spending  choices,  we  urge  members  of  Congress  to  continue  to  support  adequate  funding 


for  biomedical  research  and  to  provide  necessary  new  funding  to  enable  the  NIH  to  take  advantage  of  the 
research  opportunities  that  are  the  most  effective  way  to  eliminate  the  many  diseases  and  disabilities  that 
affect  the  lives  of  our  citizens.  Government  investment  in  research  has  had  a  profound  impact  on  medicine 
and  health  care  providing  improved  approaches  to  the  diagnosis  treatment  and  prevention  of  disease.  Critical 
to  continued  innovation  in  medical  care  and  reduction  of  health  care  costs  is  an  ongoing  commitment  to  basic 
research  into  fundamental  life  processes  as  well  as  the  necessary  scientific  infrastructure. 

The  nation's  future  and  the  health  of  our  citizens  requires  expanding  our  scientific  knowledge  base  and 
government  investment  is  critical  for  this  purpose.  Government  support  is  essential  because  private 
investment  is  inadequate,  particularly  for  basic  research.  The  nation's  world-wide  competitive  advantage  in 
biomedical  research  could  not  have  been  achieved  without  years  of  government  investment  Biomedical 
research  is  a  sound  investment  that  pays  extraordinary  dividends,  both  in  terms  of  improving  the  quality  of 
life  and  ensuring  the  nation's  international  leadership.  Economic  studies  have  shown  that  money  invested  in 
research  brings  on  average  a  50%  rate  of  return  to  U.S.  society.  Federal  dollars  invested  in  basic  molecular 
biology  over  the  past  twenty  years  have  yielded  revolutionary  advances  in  medical  diagnosis  and  treatment 
and  launched  a  new  biotechnology  industry  that  did  not  exist  twenty  years  ago.  The  federal  government  is 
responsible  for  the  development  of  modem  biotechnology  because  of  support  for  basic  research  that  led  to  the 
cloning  of  the  first  gene  in  1973  and  the  development  of  DNA  sequencing  technology.  This  is  an 
advancement  in  science  that  was  not  foreseen  at  the  time  federal  investments  were  being  made  in  this  basic 
research.  Today,  the  biotechnology  industry  accounts  for  over  100,000  jobs  and  $8  billion  in  annual  sales. 
Biotechnology  is  expected  to  have  a  dramatic  effect  on  the  U.S.  economy  over  the  next  decade  if  investments 
continue  to  be  made.  Advances  in  pharmaceuticals,  agriculture  and  the  ability  to  capture  a  billion  dollar 
market  in  health  care  are  directly  traced  to  fundamental  research  in  molecular  biology  funded  by  the  federal 


We  know  from  your  record  and  that  of  other  members  of  this  Subcommittee  of  your  strong  commitment  to 
biomedical  research.  However,  some  of  the  proposals  to  fund  the  Con  tract  with  America  raise  our  concerns 
about  whether  or  not  Congress  will  back  away  from  its  long-term  commitment  to  support  biomedical  research 
in  our  academic  institutions.  We  urge  that  biomedical  research  not  be  sacrificed  as  Congress  works  to  reduce 
the  federal  deficit  this  year. 

The  Growing  Threat  from  New  and  Emerging  Infections  and  the  Need  to  Increase  Funding  for  the 
NIAID 

Although  biomedical  research  has  eliminated  many  diseases  that  once  devastated  the  population,  such  as 
smallpox  and  polio,  new  and  emerging  infections  are  once  again  posing  a  threat  to  the  U.S.    New  and 
emerging  infections  were  noted  with  some  urgency  as  a  major  threat  to  the  health,  safety  and  food  of  the  U.S. 
at  a  recent  Office  of  Science  and  Technology  Forum  held  last  November,  which  the  ASM  was  pleased  to 
cosponsor.  The  increase  of  infectious  disease  problems  facing  the  US  provides  an  excellent  example  of  why 
additional  resources  are  needed  for  the  NIH  at  this  time  and  specifically  for  the  National  Institute  of  Allergy 
and  Infectious  Diseases  (NIAID). 

Today,  infectious  diseases  constitute  one  of  the  leading  causes  of  morbidity  and  mortality  in  the  U.S. 
Infectious  diseases  are  one  of  the  most  common  reasons  for  out-patient  visits  (respiratory  infections,  diarrheal 
illness,  ear  infections  in  children)  and  hospitalizations  (pneumonia).  In  fact,  five  of  the  ten  leading  causes  of 
death  last  year  were  directly  or  indirectly  related  to  infectious  diseases  (pneumonia,  AIDS,  chronic  liver 


disease,  chronic  obstructive  lung  disease  and  immunosuppression  related  to  cancer).  One  of  the  most  recent 
areas  of  concern  are  the  increased  threats  from  food  and  waterborne  microbial  pathogens. 

Approximately,  $120  billion  or  15%  of  all  1992  health  care  expenditures  in  the  US  were  related  to  direct  or 
indirect  costs  of  infectious  diseases.  The  annual  treatment  of  non- AIDS  sexually  transmitted  diseases  costs 
$5  billion  and  intestinal  infections  result  in  almost  $30  billion  in  combined  direct  costs  and  lost  productivity. 
Increasing  numbers  of  immunodeficient  patients  are  at  risk  for  hospital-acquired  infections. 
Hospital-acquired  infections  annually  account  for  8  million  excess  days  of  hospitalization  and  are  associated 
with  80,000  deaths  and  an  approximate  cost  of  $4.5  billion  in  1992. 

Attendance  at  child  care  centers  has  recently  increased  to  more  than  13  million  U.S.  children.  Children  in 
child  care  centers  are  at  a  2  to  18  times  increased  risk  of  intestinal  parasites,  respiratory  infections,  diarrhea, 
meningitis  and  middle  ear  infections.  The  number  of  office  visits  for  middle  ear  infections  has  increased  from 
9.9  million  to  24.5  million  between  1975  and  1990.  Minority  and  underserved  populations  are 
disproportionately  burdened  by  morbidity  and  mortality  from  infectious  diseases.  Examples  include  HTV, 
hepatitis  B,  human  papillomavirus  and  genital  infection,  and  diarrheal  disease  in  infants  and  children.  In 
1992  there  were  9,000  deaths  due  to  foodbome  infections.  Improved  methods  of  detection  are  urgently 
needed  and  can  only  come  from  basic  research. 

Increasing  drug  resistance  poses  a  major  threat  to  infectious  disease  control  and  prevention  and  substantially 
increases  the  cost  of  health  care  in  this  country  because  illness  is  prolonged  and  costlier  alternatives  must  be 
used  Yearly  expenditures  incurred  from  antimicrobial  resistance  approach  $4  billion  and  are  increasing. 
Multiple  drug  resistance  has  already  emerged  in  staphylococci  and  enterococci,  where  only  one  drug  remains 
active  and  has  altered  the  therapy  for  gonorrhea,  middle  ear  infection  and  tuberculosis.  Penicillin  resistance 
was  recently  recognized  in  pneumococci,  the  most  common  cause  of  pneumonia  and  middle  ear  infections  in 
the  US. 

These  challenges  are  facing  us  precisely  at  a  time  when  funding  for  infectious  diseases  has  been  drastically 
reduced  in  all  federal  agencies.  Funding  for  non-AIDS  infectious  diseases  and  vaccine  development  has  been 
drastically  reduced  by  the  Department  of  Defense  and  the  US  AID  has  cut  back  funding  for  tropical  infectious 
diseases.  The  non-AIDS  core  budget  for  the  National  Center  for  Infectious  Diseases  of  the  National  Centers 
for  Disease  Control  and  Prevention  has  remained  flat  for  a  decade  at  less  than  $50  million.  At  the  same  time, 
funding  for  non-AIDS  research  within  the  National  Institute  of  Allergy  and  Infectious  Diseases  was  reduced 
by  7.5%  in  fiscal  1994  (i.e.  $20  million),  a  reduction  from  which  the  Institute  has  not  yet  recovered. 

Concerns  about  overhead  allocated  to  federally  sponsored  academic  research 

The  ASM  is  concerned  about  possible  reductions  in  indirect  cost  reimbursements  to  universities  for  federally 
funded  research  which  have  been  mentioned  as  potential  offsets  to  pay  for  the  Contract  with  America 
proposals.  Indirect  costs  of  research  include  real  costs  for  scientific  research  such  as  facilities  renewal  and 
maintenance,  libraries,  administration  and  student  support  Since  1991,  the  Administration  has  made 
significant  revisions  to  Circular  A2 1  which  specify  unallowable  costs,  cap  administrative  costs  at  26%  of 
modified  direct  costs  and  simplify  and  clarify  indirect  costs.  Over  the  past  year,  the  Administration  has 
undertaken  a  review  of  the  indirect  costs  payment  system  for  federally  sponsored  academic  research  and 
members  of  the  biomedical  research  community  have  been  consulted  in  the  process.  The  review  has  focused 
on  facilities  which  contribute  heavily  to  variations  that  exist  among  institutional  rates  and  which  account  for 
most  of  the  growth  in  indirect  cost  rates  over  the  past  ten  years.    We  understand  that  the  Administration  will 


publish  proposed  cost  efficiencies  in  indirect  costs  and  regulatory  reforms  concurrent  with  the  release  of  the 
President's  fiscal  1996  budget.  The  ASM  believes  the  Administration's  proposed  policies  will  offer  a  sound 
approach  to  improving  the  payment  system  for  overhead  allocated  to  federally  sponsored  research  and 
facilities  related  indirect  costs.  These  policies  will  help  ensure  we  achieve  the  best  science  at  the  most  cost 
effective  price.  We  urge  Congress  not  to  enact  arbitrary  reductions  or  caps  in  indirect  costs  which  would 
further  weaken  the  US  academic  research  enterprise  and  jeopardize  the  commitment  the  federal  government 
has  made  to  help  pay  for  the  infrastructure  universities  need  to  conduct  research.  We  must  sustain  the  health 
of  the  nation's  biomedical  research  enterprise  while  ensuring  that  research  is  done  in  a  cost  efficient  way.  The 
costs  saved  from  efficiencies  that  have  and  will  be  made  should  go  toward  increasing  bench  research. 

Recommendations  for  the  FY  1996  NTH  Appropriation 

The  ASM  would  like  to  make  the  following  recommendations  for  the  Subcommittee  to  consider  for  the  FY 
1996  appropriation  for  the  National  Institutes  of  Health: 

1 .  The  ASM  recommends  that  the  Subcommittee  pay  significant  attention  to  the  NIH's  Professional 
Judgment  budget  for  FY  1996  which  is  based  on  the  agency's  appraisal  of  the  actual  funding  needed 
to  maintain  progress  and  make  optimal  use  of  new  opportunities  to  improve  the  health  of  all 
Americans  through  biomedical  research.  The  NIH's  Professional  Judgement  budget  for  fiscal  1996  is 
$13  billion. 

2.  The  ASM  recommends  that  individual  investigator  initiated  research  project  grants  be  given  the 
highest  priority  as  the  best  mechanism  to  achieve  progress  in  biomedical  research  and  maintain  US 
leadership.  The  ASM  agrees  with  the  Professional  Judgement  budget  of  the  NIH  that  to  ensure  that 
top  quality  research  opportunities  are  not  missed  the  NIH  should  fund  a  minimum  of  35%  of  the 
competing  research  project  grant  applications  it  receives  each  year.  Currently,  important  scientific 
leads  are  being  delayed  and  some  of  the  brightest  scientific  minds  are  being  discouraged  from  careers 
in  biomedical  research. 

3.  The  ASM  recommends  additional  new  funding  for  NIAID  non-AIDS  research  to  increase  basic 
research  to  develop  new  vaccines  and  diagnostics  for  infectious  diseases.  Surveillance  is  important 
but  additional  research  funded  by  the  NIAID  is  essential  to  meet  the  challenge  of  new  and  emerging 
infections.  We  must  maintain  the  strength  of  fundamental  and  applied  microbiology  and  infectious 
disease  research  programs.  The  following  are  examples  of  emerging  diseases  where  there  are  no 
currently  effective  preventions  or  cures  and  research  is  essential:  HIV,  cryptosporidiosis,  antibiotic- 
resistant  bacteria,  including  pneumococci,  coccidioidomycosis  and  other  fungal  pathogens 

4.  The  ASM  strongly  recommends  that  funding  for  AIDS  research  be  included  in  the  total  budgets  of 
the  individual  NIH  institutes  and  not  be  a  separate  budget  to  the  NIH  Office  of  AIDS  Research 
(OAR).    Appropriating  funds  for  AIDS  research  through  the  OAR  adds  an  organizational  layer  and 
administrative  overhead,  creates  uncertainty  about  AIDS  resources  for  the  institutes,  and  hampers 
their  ability  to  respond  to  AIDS  research  in  a  rapid  and  efficient  manner.  The  institutes  have  no 
guarantee  that  programs  planned  months  in  advance  will  be  funded  or  if  they  will  be  able  to  move 
rapidly  on  emerging  opportunities. 

5.  The  ASM  recommends  that  training  funds  be  directed  to  areas  where  there  is  a  real  need  for  trained 
investigators  such  as  pathogenic  microbiology  and  epidemiology.  There  is  also  an  increased  need  for 


individuals  trained  in  basic  microbial  physiology  to  maintain  the  workforce  in  biotechnology,  food 
production  and  development  of  new  antimicrobial  agents. 

6.  The  ASM  supports  the  Administration's  August  1994  report,  Science  in  the  National  Interest,  which 
highlights  the  value  of  our  national  scientific  enterprise.  We  support  the  Report's  recommendation  to 
increase  US  spending  on  R&D  from  the  current  2.6%  of  GDP  to  3%.  We  recommend  that  a 
significant  portion  of  the  additional  funds  go  toward  basic  and  clinical  research  in  biomedical 
research  and  biological  research.  We  endorse  the  R&D  policy  principles  enunciated  in  the  Report: 
emphasis  on  human  resources,  investment  in  fundamental  research  and  peer  review.  Scientific 
excellence  coupled  with  scientific  opportunities  must  be  the  guide  to  setting  research  priorities. 
Rigorous  peer  review  will  sustain  excellence. 

7.  We  recommend  that  there  be  a  formal  process  for  ensuring  that  research  findings  get  implemented 
and  clinically  evaluated  in  a  timely  manner.  This  process  could  be  analogous  to  the  NIH  sponsored 
consensus  conferences.  There  should  also  be  more  widespread  dissemination  of  research  findings  to 
the  practicing  clinician  and  the  lay  public  at  an  appropriate  time  by  the  funding  agencies.  This  could 
be  done  via  the  media,  patient  and  physician  education  materials.  Funding  should  be  increased  for 
the  communication  offices  of  the  federal  agencies  so  that  more  information  can  be  made  available  to 
the  public 

8.  The  ASM  continues  to  support  the  concept  of  a  biomedical  research  trust  fund  to  augment  NIH 
funding.  Increased  support  for  NIH  and  biomedical  research  must  occupy  a  central  place  in  future 
legislative  action  on  health  care  reform.  Biomedical  research  is  an  investment  in  health  care  cost 
containment  Past  savings  from  biomedical  research  in  terms  of  dollar  savings  and  improvement  in 
the  quality  of  life  have  been  significant  For  example,  with  an  investment  of  $  1 9  million,  researchers 
supported  by  the  NIAID  developed  the  Hemophilus  influenza  type  b  (Hib)  vaccine  which  saves  over 
$400  million  a  year.    Hib  was  once  the  leading  cause  of  pediatric  bacterial  meningitis  and  acquired 
mental  retardation  in  the  US.  and  from  3  to  6%  of  infected  children  died,  and  a  third  suffered 
permanent  neurological  damage.   NIAID  supported  research  also  led  to  the  discovery  of  a  connection 
between  the  presence  of  a  specific  bacterium-Heliobacter  pylori-in  the  upper  gastrointestinal  tract 
and  chronic  gastric  and  duodenal  ulcer.  This  has  led  to  the  development  of  a  new  treatment  for  peptic 
ulcers  that  eliminates  the  bacterium,  saving  as  much  as  $8 16  million  a  year  in  reduced  treatment 
costs.  The  future  promises  even  greater  payoff  from  gene  therapy  and  acquiring  a  greater 
understanding  of  the  immune  system.  Basic  research  in  molecular  biology,  genetics  and  virology  has 
led  to  the  potential  to  identify  specific  genetic  defects  that  underlie  many  diseases  and  to  correct  these 
deficiencies.    Biomedical  researchers  are  on  the  threshold  of  many  new  breakthroughs  for  medicine. 

Mr.  Chairman,  this  concludes  my  testimony  and  I  would  be  pleased  to  respond  to  any  questions. 
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Tuesday,  January  24,  1995. 

WITNESS 
KIMBERLY  KENNEY,  CFIDS  ASSOCIATION  OF  AMERICA 

Mr.  Porter.  Thank  you,  Dr.  Cassell.  Thank  you  very  much  for 
your  testimony.  We  appreciate  your  coming  and  sharing  your 
thoughts  with  us. 

Our  next  witness  is  Kimberly  Kenney,  CFIDS  Association  of 
America.  Ms.  Kenney. 

Ms.  Kenney.  Mr.  Chairman,  good  morning  and  thank  you  for  the 
opportunity  to  appear  before  the  subcommittee  today.  I  am  Kim 
Kenney,  Executive  Director  of  the  CFIDS  Association  of  America. 
With  more  than  23,000  members,  the  association  is  the  world's 
largest  and  most  active  charitable  organization  dedicated  to  con- 
quering chronic  fatigue  and  immune  dysfunction  syndrome,  or 
CFIDS,  also  known  as  Chronic  Fatigue  Syndrome  or  CFS. 

On  behalf  of  the  association  and  all  persons  suffering  from 
CFIDS,  I  want  to  thank  you,  Mr.  Porter,  for  your  leadership  and 
long-standing  commitment  to  finding  answers  to  this  enigmatic  ill- 
ness. We  congratulate  you  on  your  chairmanship,  and  look  forward 
to  a  continuing  friendship. 

As  you  know,  CFIDS  is  a  serious  disease  of  unknown  cause  or 
origin,  characterized  by  incapacitating  fatigue  and  neurological 
symptoms  that  can  be  severely  debilitating,  often  wax  and  wane 
without  warning,  and  can  last  for  many  years.  The  threefold  loss 
to  the  economy  in  terms  of  wages  lost,  tax  revenue  lost,  and  dis- 
ability benefit  dollars  paid  out  through  SSA,  makes  CFIDS  a  very 
costly  illness,  as  well.  Persons  with  CFIDS  want  desperately  to  re- 
turn to  healthy,  productive  lives,  and  together  we  feel  we  can  make 
that  happen. 

The  association  is  committed  to  fighting  CFIDS  through  re- 
search, public  policy,  and  education.  We  are  pleased  with  progress 
in  each  of  these  areas  that  has  brought  CFIDS  research  to  a  criti- 
cal juncture.  The  following  are  six  examples  of  promising  research 
and  notable  enterprise  in  the  field. 

Number  one,  a  researcher  jointly  funded  by  the  association  on 
the  NIH  has  isolated  a  novel  retrovirus  from  a  group  of  CFIDS  pa- 
tients. The  studies  will  begin  to  determine  the  relationship  of  this 
new  virus  to  CFIDS. 

Two,  NIH  grantees  and  dozens  of  other  researchers  recently  re- 
ported numerous  studies,  adding  to  evidence  of  abnormalities  of  the 
immune  system,  neurological  system  and  endocrine  systems  in  per- 
sons with  CFIDS. 

Three,  CDC  investigators  have  recently  reported  that  the  recov- 
ery rate  from  CFIDS  may  be  as  low  as  12  percent,  documenting 
that  CFIDS  can  be  long-term  disabling  illness. 

Four,  at  Congress'  request,  the  four-city  surveillance  study  con- 
ducted by  the  CDC  has  been  replaced  by  community-based  survey 
of  fatiguing  illness  and  CFIDS  in  an  ethnically  diverse  San  Fran- 
cisco. 

Five,  last  month,  an  international  study  group  lead  by  CDC  sci- 
entists published  a  revised  case  definition  for  CFS  in  the  Annals 
of  Internal  Medicine.  This  revised  definition  should  standardize 
case  selection  and  comparability. 
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Last,  the  Office  of  the  Assistant  Secretary  for  Health  has  contin- 
ued its  leadership  of  the  CFS  interagency  coordinating  committee 
for  the  CFSICC.  I  am  privileged  to  be  one  of  four  patient  advocates 
on  the  committees,  and  can  attest  to  the  benefits  of  providing  a 
forum  for  government  agencies  to  regularly  share  information.  We 
are  grateful  that  you  have  called  upon  the  Assistant  Secretary  to 
serve  in  this  critical  role.  We  are  closing  in  on  the  identification  of 
definitive  diagnostic  markers,  the  cause  or  causes  of  CFIDS  and  ef- 
fective treatments  for  the  disease. 

But  a  real  breakthrough  will  only  come  with  expanded  research. 
The  Federal  Government  is  currently  committing  $11.8  million  to 
CFIDS  research  at  the  CDC  and  NIH.  The  CFIDS  Association  of 
America  offers  the  following  recommendations  for  fiscal  year  1996 
appropriations  and  committee  report  language. 

For  the  Office  of  the  Assistant  Secretary  for  Health,  the  associa- 
tion requests  that  Congress  appropriate  $1  million  to  continue  the 
Interagency  Coordinating  Committee,  and  include  report  language 
directing  the  Assistant  Secretary  to  continue  chairing  the  CFSICC. 
We  also  ask  that  the  committee  call  for  the  formal  charter  of  the 
CFSICC  to  conduct  oversight  into  programs,  performance  and 
budget  allocations. 

At  the  National  Institutes  of  Health,  the  association  requests 
that  Congress  appropriate  an  additional  $10  million,  most  of  which 
should  be  directed  to  extramural  grants  focused  into  research  into 
the  etiologic  agent  markers  for  and  pathophysiology  of  CFIDS.  We 
request  that  the  committee  state  that  Congress  has  provided  suffi- 
cient funds  to  appoint  an  FTE  to  coordinate  CFIDS  research  within 
NIAID,  and  to  expand  the  cooperative  research  centers  to  capitalize 
on  accomplishments  made  by  existing  cooperative  type  research 
centers. 

At  the  CDC,  the  association  requests  that  Congress  appropriate 
$5  million  increase  to  complete  and  expand  current  surveillance 
projects.  We  request  language  that  directs  CDC  to  conduct  appro- 
priate education  programs  and  commence  a  series  of  studies  on 
probable  transition  routes  for  CFIDS.  The  association  asks  the 
committee  to  direct  the  SSA  through  report  language  to  report  in- 
terim results  from  its  current  CFIDS  monitoring  system. 

We  request  report  language  asking  SSA  to  include  up-to-date, 
medically-accurate  information  on  CFIDS  in  the  list  of  impair- 
ments in  POMS  manuals. 

Finally,  the  association  requests  report  language  calling  for  a 
streamlined  process  at  the  Food  and  Drug  Administration  through 
which  potentially  promising  drugs  that  can  treat  CFIDS  are  inves- 
tigated and  approved  without  unnecessary  delay.  In  the  interest  of 
time,  I  ask  that  the  committee  refer  to  my  written  testimony  for 
a  more  comprehensive  listing  of  the  association's  request. 

The  CFIDS  association  is  committed  to  conquering  CFIDS.  We 
hope  that  Congress  will  again  work  with  us  to  secure  a  dedicated 
and  effective  Federal  response  to  CFIDS  so  that  we  can  put  an  end 
to  the  suffering  caused  by  this  disease  sooner  rather  than  later. 
With  the  foundation  of  understanding  in  place,  now  is  the  time  to 
build  on  the  foundation  to  find  answers  that  have  eluded  us  for 
some  years. 
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Thank  you  for  standing  by  us  through  the  search,  your  time  and 
attention  this  morning,  for  your  thoughtful  consideration  of  our  re- 
quest. 

[The  prepared  statement  of  Kimberly  Kenney  follows:] 
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of  America 
24,  1905 
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« 

Mr.  Chairman,  good  moming  and  thank  you  for  the  opportunity  to  appear  before  the  subcommittee 
today.  I  am  Kimberly  Kenney,  executive  director  of  The  CFIDS  Association  of  America.  The 
Association  is  the  world's  largest  and  most  active  charitable  organization  dedicated  to  conquering 
chronic  fatigue  and  immune  dysfunction  syndrome,  or  CFIDS,  also  known  as  chronic  fatigue 
syndrome  or  CFS.  The  Association  has  more  than  23,000  members  and  a  mailing  list  of  more  than 
150,000.  In  its  mission  to  conquer  CFIDS  (CFS),  the  Association  supports  education,  public  policy 
and  research  programs.  Since  1987  the  Association  has  funded  $2  million  in  direct  research  grants 
and  has  published  and  distributed  hundreds  of  thousands  of  copies  of  its  journal,  The  CFIDS 
Chronicle.  The  CFIDS  Association  of  America  is  a  non-profit  501(c)(3)  organization  governed  by  an 
all-volunteer  board  of  directors. 

Speaking  on  behalf  of  the  Association  and  all  persons  suffering  from  CFIDS  (CFS),  I  want  to  thank 
you,  Mr.  Porter,  for  your  longstanding  commitment  to  finding  answers  to  this  enigmatic  and 
debilitating  illness.  Your  leadership  has  served  to  expand  CFIDS  (CFS)  research  and  increase 
biomedical  research  funds  at  the  National  Institutes  of  Health  (NIH);  it  has  given  hope  to  many 
thousands  of  people  across  the  country.  The  Association  is  grateful  for  the  important  role  which  you 
have  played  in  the  many  achievements  for  persons  with  CFIDS  (CFS)  accomplished  by  Congress  and 
federal  and  private  sector  scientists.  We  congratulate  you  on  your  Chairmanship  and  look  forward  to 
a  continuing  friendship. 

As  you  know,  Mr.  Chairman,  CFIDS  (CFS)  is  a  serious  disease  of  unknown  cause  or  origin  that 
devastates  the  lives  of  its  sufferers.  CFIDS  (CFS)  is  a  complex,  multi-systemic  illness  characterized 
by  incapacitating  fatigue  and  neurological  and  immunological  abnormalities.  Other  specific 
symptoms  include:  impairment  of  short-term  memory  and  concentration,  headache,  swollen  glands, 
muscle  pain  and  weakness  and  difficulty  initiating  or  maintaining  sleep.  These  symptoms  can  be 
severely  debilitating,  often  remit  and  relapse  without  warning  and  can  last  for  many  years.  Fatigue 
in  this  disease  goes  far  beyond  normal  tiredness.  By  definition  the  fatigue  experienced  by  persons 
with  CFIDS  (CFS)  results  in  substantial  reduction  of  occupational,  educational,  social  and/or 
personal  activities.  Many  persons  with  CFIDS  (CFS)  are  homebound  and  may  spend  16  to  20  hours 
a  day  in  bed,  unable  to  perform  even  the  most  basic  self-care  activities. 

Recent  studies,  using  the  most  restrictive  definition  of  CFIDS  (CFS),  have  reported  conservative 
estimates  of  the  number  of  persons  afflicted  with  CFIDS  (CFS).  Based  on  these  studies  conducted  by 
independent  investigators  in  different  settings,  we  know  that  there  are  a  minimum  of  500,000  men 
and  women  in  the  United  States  suffering  with  CFIDS  (CFS).  While  no  estimates  of  the  number  of 
children  with  the  disease  exist,  we  know  that  CFIDS  (CFS)  affects  a  significant  number  of  children 
and  adolescents  in  this  country. 

The  severity  of  the  disease,  its  long-lasting  and  debilitating  nature  and  the  number  of  persons 
affected  by  it  make  CFIDS  (CFS)  not  only  a  serious  public  health  threat,  but  also  a  serious  economic 
threat  to  this  country.  The  three-fold  loss  to  the  economy  in  terms  of  wages  lost,  tax  revenue  lost 
and  disability  benefit  dollars  paid  out  through  SSA  make  CFIDS  (CFS)  a  very  costly  illness.  Persons 
with  CFIDS  (CFS)  want  desperately  to  return  to  healthy,  productive  lives.  Together  we  can  make 
that  happen. 
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The  Association  is  committed  to  fighting  CFIDS  (CFS)  through  research,  public  policy  and 
education.  We  are  pleased  with  progress  being  made  by  government  and  private  researchers  thus  far 
and  we  believe  that  our  advocacy  efforts  have  succeeded  in  advancing  CFIDS  (CFS)  research  to  a 
critical  juncture.  Leadership  from  the  Assistant  Secretary  for  Health  has  encouraged  a  productive 
dialogue  between  patient  advocates  and  government  officials.  This  partnership  has  resulted  in  greater 
clarity  about  which  avenues  of  investigation  hold  the  most  promise.  (We  are  particularly  grateful 
that  you  have  called  upon  the  Assistant  Secretary  to  serve  in  this  important  role.) 

Government  officials,  federal  and  private  sector  scientists  and  patient  advocates  must  continue  to 
work  together  in  order  to  find  the  cause  of,  effective  treatments  for  and  ultimately  the  cure  for 
CFIDS  (CFS).  During  the  last  Congress,  the  CFIDS  (CFS)  community  saw  results  that  provide 
tremendous  hope  for  the  future.  The  following  are  examples  of  promising  research  and  notable 
enterprise  in  this  field: 

An  NIH-funded  researcher  has  isolated  a  novel  retrovirus  from  a  group  of  CFIDS  (CFS) 
patients.  The  Association  was  the  initial  source  of  funding  for  this  research  and  the  NIH 
now  provides  supplemental  funds.  We  have  recently  learned  that  one  or  more  of  the  NIH- 
funded  CFS  Cooperative  Research  Centers  may  begin  providing  serum  samples  to  expand 
this  project  further  and  determine  the  relationship  of  this  new  retrovirus  to  CFIDS  (CFS). 

The  Cooperative  Research  Centers,  based  in  Denver,  Boston  and  Orange,  New  Jersey 
reported  numerous  multi-disciplinary  studies  at  an  October  1994  research  conference 
sponsored  jointly  by  the  American  Association  for  Chronic  Fatigue  Syndrome  (a 
professional  organization  of  physicians),  the  NIH  and  the  CDC.  These  studies  added  to 
evidence  of  abnormalities  in  the  immune,  neurological  and  endocrine  systems  of  persons 
with  CFIDS  (CFS). 

A  principal  investigator  of  one  of  the  Cooperative  Research  Centers  published  a  report  this 
month  in  the  Archives  of  Interned  Medicine  stating  that  he  has  noted  a  consistent 
laboratory  finding  in  a  majority  of  CFIDS  (CFS)  patients  tested.  Although  preliminary,  this 
study  may  help  identify  a  definitive  laboratory  marker  for  CFIDS  (CFS). 

CDC  investigators  also  presented  numerous  studies  at  the  October  1994  research 
conference.  A  longitudinal,  follow-up  study  of  patients  identified  in  the  CDC's  four-city 
surveillance  study  found  that  the  recovery  rate  from  CFIDS  (CFS)  may  be  as  low  as  12 
percent.  This  study  and  others  presented  by  private  sector  researchers  provided  solid 
evidence  that  CFIDS  (CFS)  is  often  a  long-term,  disabling  illness. 

The  active  phase  of  the  four-city  physician-referral  surveillance  study  conducted  by  CDC 
from  1990  until  1994  has  been  concluded.  After  repeated  requests  from  Congress,  CDC 
replaced  this  study  design  for  determining  the  prevalance  of  CFIDS  (CFS)  with  a 
community-based  design.  Last  November  CDC  researchers  concluded  the  first  community- 
based  study  of  fatiguing  illness  and  CFIDS  (CFS)  in  an  ethnically  diverse  population  of 
San  Francisco.  Results  from  this  study  are  expected  later  this  year. 
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Last  month  an  international  study  group  led  by  CDC  scientists  published  a  revised  case 
definition  for  CFS  in  the  Annals  of  Internal  Medicine.  This  revised  definition  offers  several 
improvements  over  the  1988  definition  and  should  prove  to  standardize  case  selection, 
thereby  improving  comparability  and  reproducibility  in  CFIDS  (CFS)  research.  The  effort  to 
produce  this  case  definition  was  unique  in  that  the  study  group  consulted  with  four 
patient  advocates  throughout  the  entire  process.  I  was  fortunate  to  have  been  one  of 
them. 

In  September  of  1994,  the  CDC  published  a  booklet,  "The  Facts  About  Chronic  Fatigue 
Syndrome"  to  provide  patients,  clinicians  and  the  public  with  information  about  CFS.  This 
booklet  reflects  significant  revisions  requested  by  the  Association,  other  patient 
organizations  and  individuals.  According  to  officials  at  CDC,  nearly  100,000  copies  of  the 
booklet  have  already  been  distributed. 

The  Office  of  the  Assistant  Secretary  for  Health  has  continued  its  leadership  of  the  CFS 
Interagency  Coordinating  Committee  (CFSICC).  In  response  to  a  Congressional  request, 
the  patient  and  private  research  communities  have  representation  on  the  ICC.  I  am 
privileged  to  be  1  of  4  patient  advocates  on  this  committee  and  can  attest  to  the  tangible 
benefits  -  in  terms  of  increased  accountability  --  of  providing  a  forum  for  government 
agencies  to  regularly  share  information  with  one  another  and  the  patient  community. 

The  Social  Security  Administration  (SSA)  has  implemented  a  monitoring  system  to 
identify  the  number  of  persons  reporting  disability  resulting  from  CFIDS  (CFS)  who  apply 
for  Social  Security  benefits.  We  anticipate  that  SSA  officials  will  report  data  from  this 
survey  in  the  near  future,  as  Congress  had  requested  last  year. 

These  advancements,  and  numerous  others  which  I  regret  I  do  not  have  time  to  share  with  you, 
give  us  strong  reason  to  believe  that  the  investments  made  in  CFIDS  (CFS)  research  will  bring 
rewards  in  terms  of  identification  of  a  definitive  diagnostic  marker,  the  cause(s)  of  CFIDS  (CFS)  and 
effective  treatments  for  the  disease.  But  we  believe  that  this  can  only  happen  through  an  expanded 
research  effort.  Your  continued  support  of  activities  at  N1H,  CDC,  SSA  and  OASH  will  allow  us  to 
close  in  on  answers  to  vital  questions  about  CFIDS  (CFS). 

The  Association  believes  that  the  research  community  is  on  the  threshold  of  a  breakthrough  in 
CFIDS  (CFS)  research  and  that  we  must  seize  this  opportunity.  The  federal  government  is  currently 
committing  $11.8  million  to  CFIDS  (CFS)-related  research  at  the  CDC  and  NIH.  The  CFIDS 
Association  of  America  offers  the  following  recommendations  for  FY  1996  appropriations  and 
committee  report  language: 

Office  of  the  Assistant  Secretary  for  Health: 

The  Association  requests  that  Congress  appropriate  $1  million  to  the  Office  of  the  Assistant 
Secretary  for  Health  to  continue  the  Department  of  Health  and  Human  Services  Chronic  Fatigue 
Syndrome  Interagency  Coordinating  Committee  (DHHS  CFSICC).  We  ask  that  the  committee 
include  report  language  directing  the  Assistant  Secretary  for  Health  to  chair  the  CFSICC  and  use 
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this  body  to  coordinate  CFIDS  (CFS)  research  across  the  Public  Health  Service  by  creating  a  yearly 
action  plan.  The  Association  also  requests  report  language  calling  for  the  formal  charter  of  the 
CFS1CC  within  DHHS,  including  in  its  purview  oversight  into  programs,  performance  and  budget 
allocations.  We  ask  the  committee  to  designate  in  report  language  that  the  CFSICC  must  include 
formal  representation  from  the  NIH,  CDC,  SSA  and  Food  and  Drug  Administration,  as  well  as 
patient  advocates  and  private  sector  researchers.  In  addition,  the  Association  requests  that  the 
committee  encourage  the  addition  of  a  representative  from  the  Health  Resources  and  Services 
Administration. 

National  Institutes  of  Health 

The  Association  requests  that  Congress  appropriate  an  additional  $10  million  to  NIH,  most  of  which 
should  be  directed  to  extramural  grants  focused  on  promising  areas  of  biomedical  research.  We  ask 
that  the  committee  include  report  language  continuing  to  direct  NIH  spending  priorities  to 
investigations  which  seek  to  identify  the  etiological  agent  (s)  and  markers  for  and  the 
pathophysiology  of  CFIDS  (CFS).  The  Association  also  requests  that  the  committee  state  that 
Congress  has  provided  sufficient  funds  for  the  appointment  of  a  full-time  equivalent  (FTE)  to 
coordinate  CFIDS  (CFS)  research  within  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID),  the  lead  institute  for  CFIDS  (CFS)  research.  The  Association  also  requests  language 
indicating  that  Congress  has  provided  NIH  with  sufficient  funds  to  expand  the  Cooperative  Research 
Centers  to  capitalize  further  on  accomplishments  made  by  existing  CRCs.  We  ask  that  the 
committee  include  report  language  stating  that  NIH  can  maximize  its  research  efforts  by  investing  a 
CFIDS  (CFS)  Coordinator  with  institute-wide  authority  to  provide  leadership  on  CFIDS  (CFS)  and  by 
continuing  to  secure  attention  to  CFIDS  (CFS)  research  through  the  small  grants  program.  Finally, 
the  Association  asks  for  report  language  urging  NIH  officials  to  identify  appropriate  NIH  advisory 
committees  for  CFIDS  (CFS)  representation  and  ensure  appointment  of  appropriate  advocates 
thereon. 

Centers  for  Disease  Control  and  Prevention 

At  the  CDC,  the  Association  requests  that  Congress  appropriate  a  $5  million  increase  to  complete 
and  expand  current  surveillance  projects.  The  Association  asks  the  committee  to  include  report 
language  encouraging  the  commencement  of  a  case-control  phase  of  the  community-based 
surveillance  study  recently  completed  in  San  Francisco.  We  request  language  that  directs  CDC  to 
conduct  appropriate  education  programs  and  commence  a  series  of  studies  on  possible  transmission 
routes  for  CFIDS  (CFS),  especially  among  health  care  workers,  among  family  members  and  maternal 
transmission  to  unborn  children.  The  Association  also  recommends  that  the  committee  direct  CDC, 
through  report  language,  to  consider  placing  CFIDS  (CFS)  on  its  emerging  infections  list  and  give  it 
the  appropriate  attention  as  an  emerging  illness  with  widespread  public  health  implications. 

Social  Security  Administration 

Persons  with  CFIDS  (CFS)  are  frequently  disabled  and  entitled  to  benefits  from  SSA.  The  Association 
asks  the  Committee  to  direct  the  SSA,  through  report  language,  to  provide  a  summary  of  its  current 
CFIDS  (CFS)  surveillance  projects  to  the  CFSICC  during  this  fiscal  year.  This  data  should  be  used  to 
investigate  obstacles  to  benefits  for  persons  with  CFIDS  (CFS)  and  keep  medical  information 
updated.  We  request  report  language  indicating  that  last  year  the  committee  recommended  that  SSA 


18 


The  CFIDS  Association  of  America 

January  24,  1995 

Page  5 

establish  a  CFIDS  (CFS)  Advisory  Committee  to  review  current  medical  standards  and  investigate 
the  training  and  information  resource  needs  of  regional  SSA  offices.  Since  SSA  has  not  met  this 
critical  need  voluntarily,  the  Association  asks  the  committee  to  include  language  strongly 
recommending  that  it  do  so  within  the  next  year.  SSA  can  further  serve  CFIDS  (CFS)  claimants  by 
including  medically  accurate,  up-to-date  information  on  CFIDS  (CFS)  in  the  Listing  of  Impairments 
and  POMS  manuals  and  reviewing  this  information  bi-annually. 

Food  and  Drug  Administration 

The  Association  requests  report  language  calling  for  a  streamlined  process  at  the  FDA  through  which 
potentially  promising  drugs  that  can  treat  CFIDS  (CFS)  are  investigated  and  approved  without 
unnecessary  delay.  We  further  ask  the  committee  to  recommend,  through  report  language,  that  FDA 
adopt  a  policy  to  allow  CFIDS  (CFS)  patients  access  to  any  potential  drug  at  the  earliest  opportunity 
after  safety  is  established.  We  also  ask  the  committee  to  recommend  that  FDA  collaborate  closely 
with  NIH  on  identifying  surrogate  markers  for  CFIDS  (CFS)  to  evaluate  response  to  possible 
therapeutics.  Finally,  the  Association  requests  that  the  committee  direct  the  appointment  of  a  CFIDS 
(CFS)  advocate  to  the  Antiviral  Drugs  Advisory  Committee. 


Conclusion 

The  CFIDS  Association  of  America  is  committed  to  conquering  CFIDS  (CFS).  We  hope  that,  once 
again,  Congress  will  work  with  us  to  secure  a  dedicated  and  effective  federal  response  to  CFIDS 
(CFS)  so  that  we  can  put  an  end  to  the  suffering  caused  by  CFIDS  (CFS)  sooner,  rather  than  later. 
One  of  the  strategies  we  have  pursued  in  this  fight  is  to  educate  government  officials  about  CFIDS 
(CFS).  Later  this  year  the  Association  plans  to  hold  a  CFIDS  (CFS)  briefing  for  Members  of  the 
House  and  their  staffs,  and  we  invite  you  and  all  other  members  of  this  subcommittee  to  participate. 

Mr.  Chairman,  the  patient  community,  the  research  community  and  the  government  have  worked 
together  to  build  a  strong  foundation  of  understanding  about  CFIDS  (CFS).  Now  is  the  time  to  build 
on  this  foundation  to  find  answers  to  the  myriad  questions  that  have  eluded  us  for  so  many  years. 
Thank  you  for  standing  by  us  throughout  this  search,  for  your  time  and  attention  this  morning  and 
for  your  thoughtful  consideration  of  our  requests. 
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Tuesday,  January  24,  1995. 

WITNESS 

HOWARD  R.  CHAMPION,  M.D.,  COALITION  FOR  AMERICAN  TRAUMA 
CARE 

Mr.  Porter.  Thank  you,  Ms.  Kenney.  We  appreciate  your  testi- 
mony this  morning.  Our  next  witness  is  Howard  R.  Champion, 
M.D.,  Coalition  for  American  Trauma  Care.  Dr.  Champion. 

Dr.  Champion.  Mr.  Chairman,  members  of  the  subcommittee,  I 
am  a  surgeon  who  ran  trauma  centers  for  about  20  years.  I  am  cur- 
rently representing  the  Coalition  for  American  Trauma  Care  which 
includes  the  Nation's  leading  trauma  professionals,  trauma  center 
institutions,  and  national  health  and  professional  organizations 
with  an  interest  in  trauma  care  services  and  injury  prevention.  In- 
iury  is  the  leading  cause  of  death  and  disability  for  Americans  from 
birth  through  the  age  of  44;  causes  about  150,000  deaths  a  year, 
300,000  permanent  disabilities  each  year,  costs  the  Nation  about 
$180  billion  dollars  per  year  in  lifetime  costs,  and  it  is  an  increas- 
ing problem  with  the  elderly,  as  they  become  more  mobile  and 
more  likely  to  get  injured. 

It  is  a  particular  problem  in  rural  areas.  I  think  both  Illinois  and 
Texas,  I  know,  have  major  problems  in  the  rural  areas  of  those 
States  in  access  to  and  recognition  of  severe  injuries  in  those  parts 
of  the  country.  Trauma  systems  are  a  means  of  organizing  avail- 
able health  care  resources  to  provide  timely  access  to  care  for  life 
threatening  injuries  in  that  window  of  opportunity  where  life  could 
be  saved  or  disability  prevented. 

Numerous  studies  have  indicated  that  preventable  deaths  can  be 
minimized  as  a  result  of  trauma  systems  implementation  around 
the  country.  And  it  is  reckoned  at  the  present  time  there  is  about 
20,000  to  25,000  preventable  deaths  each  year  as  a  result  of  lack 
of  access  to  appropriate  care  in  a  timely  fashion.  Next  month  in  the 
Archives  of  Surgery,  which  is  the  largest  circulating  surgical  jour- 
nal in  this  country,  an  article  will  be  published  which  indicates 
that  the  national  savings  from  trauma  systems,  if  they  were  avail- 
able throughout  this  country,  would  be  about  $13.5  billion  per  year 
in  total,  and  about  $4  billion  per  year  in  health  care  costs  alone. 
And  this  is  not  for  just  life  threatening  injuries,  but  for  all  types 
of  injuries. 

So  over  the  years,  we  have  proven  the  effectiveness  of  trauma 
systems,  but  they  have  not  been  implemented  throughout  all  the 
States.  In  the  late  1980s,  the  GAO  did  a  study  indicating  that  10 
out  of  18  of  the  areas  that  they  visited  in  the  country  had  not  im- 
plemented organized  regional  systems  of  trauma  care,  and  there- 
fore death  and  disability  could  occur  on  a  serendipitous  basis.  As 
a  result  of  this  study  and  other  efforts,  in  1990,  the  Trauma  Sys- 
tems Act  was  authorized  and  that  has  provided  funding  to  27 
States  towards  the  development  of  trauma  systems  around  the 
country. 

What  we  are  here  today  for  is  to  try  and  encourage  reappropri- 
ation  of  that  funding,  which  has  provided  seed  money  for  these  27 
States.  In  view  of  the  constraints  that  Congress  is  acting  under  at 
the  present  time,  we  would  ask  that  the  fiscal  1996  funding  be 
maintained  at  the  current  level,  which  is  $4,793  million.  This  is  a 
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small  amount  of  money  relative  to  the  benefits  that  are  being 
achieved  as  a  result  of  this  trauma  systems  development  around 
the  country.  Trauma  care  is  not  a  partisan  issue. 

Over  the  years  we  have  enjoyed  bipartisan  support  in  all  of  our 
efforts  to  get  injury  prevention  and  trauma  care  on  the  national 
public  health  agenda,  and  we  would  hope  that  in  this  current  Con- 
gress we  can  rely  on  the  same  level  of  commitment  from  the  large 
number  of  individuals  that  recognize  its  national  importance  as  the 
major  neglected  public  health  problem  in  this  country. 

Mr.  Chairman,  I  would  like  to  thank  you  for  the  opportunity  to 
testify.  I  have  just  highlighted  a  few  elements  of  my  written  testi- 
mony. 

Thank  you. 

[The  prepared  statement  of  Howard  R.  Champion,  M.D.,  follows:] 
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FY  1996  Appropriations  for  Title  XH 
of  the  U.S.  Public  Health  Service  Act 

Trauma  Care  Systems  Planning  and  Development 


WITNESS: 

Howard  R.  Champion,  MD 
President 

January  24,  1995 
9:45  a.m. 


Suite  220  •  11490  Commerce  Park  Drive,  Reston,  Va  22091  •  Telephone  800-933-8226  •  FAX  703  476-8078 


Mr.  Chairman  and  Members  of  the  Subcommittee,  the  Coalition  for  American 
Trauma  Care  is  very  pleased  to  provide  testimony  to  the  House  Subcommittee  on  Labor- 
HHS-Education  Appropriations  in  support  of  the  trauma  care  systems  planning  and 
development  program,  Tide  XII  of  the  U.S.  Public  Health  Service  Act.  The  Coalition 
membership  includes  many  of  the  nation's  leading  trauma  professionals,  leading  trauma 
center  institutions,  and  national  health  and  professional  organizations  with  an  interest  in 
trauma  care  services  and  injury  prevention. 

Rationale  for  the  establishment  of  the  trauma  care  systems  program  at  HRSA: 
Organic,  regional  systems  of  trauma  care  save  lives,  prevent  disability. 
and  could  save  billions  In  direct  and  Indirect  health  care  costs  If  Instituted 
nationwide. 

At  this  historic  juncture  in  the  history  of  the  Congress,  and  with  so  many  new  Members 
of  the  House  Subcommittee  on  Labor-HHS-Education  Appropriations,  it  would  seem 
appropriate  to  briefly  review  why  the  federal  trauma  systems  program  was  established 
in  1990  and  was  re-authorized  by  Congress  for  another  three  years  in  1993. 

Injury  is  the  leading  cause  of  death  and  disability  for  Americans  from  birth  through  age 
44,  causing  150,000  deaths  and  over  300,000  permanent  disabilities  each  year.  Because  it 
most  often  strikes  the  young,  injury  is  the  leading  cause  of  years  of  lost  work 
productivity.  For  the  same  reason,  trauma  is  also  the  nation's  most  costly  disease, 
estimated  in  1988  to  result  in  $180  billion  in  lifetime  costs,  more  than  either  heart  disease 
or  cancer.  When  it  does  strike  the  elderly,  those  over  age  65,  are  more  likely  to  die,  have 
more  complications  and  longer  hospital  stays  than  those  under  age  65  regardless  of  the 
severity  of  the  injury. 

Americans  living  in  rural  areas  are  also  disproportionately  affected.  They  are  more  often 
engaged  in  occupations  such  as  farming,  mining,  fishing  and  timbering  that  have  the 
highest  risk  of  injury;  and  they  are  twice  as  likely  to  die  from  an  unintentional  injury  than 
those  living  in  urban  areas.  Those  living  in  urban  areas,  are  increasingly  more  at  risk  for 
intentional  injury,  especially  from  handguns. 

Organized,  regional  systems  of  trauma  care,  by  providing  quick  access  -  within  the 
"golden  hour"  -  to  definitive  care,  are  designed  to  prevent  early  death  from  injury. 
Trauma  systems  consist  of  six  components:   \~)  prevention  --development  and 
implementation  of  short  and  long-term  strategies  to  identify  root  causes  of  behavioral 
and  societal  factors  that  result  in  unintentional  and  intentional  injury;  2)  access  -911 
availability  and  public  awareness  to  act  quickly  to  access  emergency  services;  3)  pre- 
hospital c«re-ambulances,  fixed-wing  and  rotor-wing  aircraft  accompanied  by  trained 
personnel  who  can  provide  initial  resuscitation;  4)  triage,  transport,  and  transfer 
decision-making-pre-hospital  and  hospital  based  emergency  care  personnel  match 
patient  needs  with  the  appropriate  level  of  facility  care;  5)  acute  hospital  care— 
specialized  trauma  care  facilities  with  experienced  surgeons,  other  health  care  personnel 
and  priority  access  to  sophisticated  technology  and  services  all  available  24  hours  per 
day;  6)  rehabilitation  -access  to  rehabilitation  services  which  are  essential  to  restore 
injured  individuals  to  productive  lives.  Access  to  rehabilitation  services  are  especially 


important  for  head-injured  individuals  who  constitute  the  largest  single  group  of  trauma 
patients. 

Numerous  studies  have  demonstrated  that  organized,  regional  systems  of  trauma  care 
result  in  dramatic  improvements  in  patient  outcomes.   Even  in  the  first  year  of 
implementation,  preventable  death  rates  drop  50-60  percent  and  fall  to  under  5  percent 
in  years  thereafter.   Up  to  80-85  percent  of  even  the  most  severely  injured  children  and 
adults  fully  recover.  Most  of  the  remaining  15-20  percent  attain  partial  recovery  and  live 
independently.  These  outcomes  are  achieved  while  also  significantly  reducing 
duplication  of  costly  medical  services,  since  severely  injured  individuals  are 
transported  and  transferred  only  to  hospitals  designated  by  the  state  that  meet  strict 
standards  of  trauma  care  based  on  sound  clinical  practice. 

One  recent  study  of  worker's  compensation  claims  for  nonfatal  disabling  injuries  found 
that  states  with  organized  regional  systems  of  trauma  care  had,  overall,  10-12  percent 
lower  costs  per  hospitalized  episode,  and  a  10  percent  decreased  probability  of 
hospitalization.   These  results  Indicate  extending  trauma  systems  nationwide 
could  lower  annual  direct  health  care  costs  by  as  much  $4  billion  and  by  as 
much  as  $13.5  billion  If  preventable  death  and  productivity  loss  were 
accounted  for.  This  study  will  be  published  In  the  February,  1995  edition  of 
the  Archives  of  Surgery. 

In  fact,  accumulating  evidence  identifies  organized  regional  systems  of  trauma  care  as  one 
of  the  few  areas  of  clinical  intervention  recognized  as  having  outcome  data  establishing 
cost-effectiveness  for  patients  both  short  and  long  term. 

Desolte  their  proven  cost-effectiveness,  organized,  regional  systems  of 

trauma  care  have  failed  to  develop  In  many  areas  of  the  nation. 

In  1986,  GAO  was  asked  to  assess  how  effectively  states  were  managing  assumption  of 
emergency  medical  and  trauma  care  activities  under  the  Preventive  Health  and  Health 
Services  Block  Grant  established  in  1981.   In  its  report  entitled,  Health  Care:   States 
Assume  Leadership  Role  in  Providing  Emergency  Medical  Services,  GAO  found  that, 
"Although  taking  severely  injured  patients  to  specialized  trauma  centers  increase  survival 
chances,  10  of  the  18  areas  GAO  visited  do  not  have  fully  developed  trauma  systems  to 
assure  that  critically  injured  patients  are  taken  to  these  centers.  The  designation  of  a 
hospital  as  a  trauma  center  may  threaten  other  hospitals  in  the  area  with  potential  loss  of 
patients  and  prestige.   Due  partly  to  these  concerns  within  the  medical  community, 
states  have  done  little  to  encourage  the  designation  of  trauma  centers."1 

Federal  leadership  has  been  needed  to  help  states  assume  a  stronger  role  in  trauma 
system  development.   In  addition,  regional  systems  must  be  recognized  across  state  lines 
since  many  metropolitan  areas  cover  two  or  more  states.  Individual  states  need 
assistance  coordinating  regional  systems  with  other  states  if  the  cost-effectiveness  of 
regional  systems  is  to  be  achieved. 


1  United  States  General  Accounting  Office:    Health  Care:    States  Assume  Leadership  Role  in  Providing 
Emergency  medical  Services.   Washington,  D.C.   GAO/HRD-86-132,  September  1986. 
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The  1990  enactment  of  the  Trauma  Systems  Act  and  its  re-authorization  in  1993  and 
funding  of  three  grant  cycles  to  date  has  directly  helped  40  states  move  toward  fully 
developed  organized,  regional  systems  of  trauma  care.  Of  the  27  states  that  have 
received  grants  for  either  two  or  the  maximum  allowable  three  years,  a  majority  of  them 
were  among  the  least  developed  states  in  trauma  system  development  before 
participation  in  the  federal  program  and  are  now  well  on  their  way  toward  full 
implementation.  Examples  are  Alaska,  Arkansas,  Connecticut,  Delaware,  Iowa, 
Massachusetts,  Michigan,  Montana,  New  Hampshire,  North  Dakota,  Oklahoma,  Rhode 
Island,  Texas,  Vermont,  and  Wyoming. 

Other  states  have  partially  developed  trauma  systems  and  are  using  their  federal  grant 
monies  to  extend  system  development  to  non-covered  populations,  particularly  those 
living  in  rural  areas.  Examples  of  these  states  are  Colorado,  Minnesota,  North  Carolina, 
Oregon,  South  Carolina,  Utah,  and  Washington. 

Still  other  states  are  more  fully  developed  but  need  to  strengthen  standards  and 
designation  structures  and/or  add  or  extend  key  features  such  as  trauma  registry  capacity 
for  patient  outcome  and  system  monitoring.   Examples  of  these  states  include  Florida, 
Illinois,  Maryland,  Missouri,  New  Jersey,  New  Mexico,  New  York,  Virginia  and  West 
Virginia. 

The  trauma  systems  program  has  also  given  out  a  total  of  $1.5  million  over  three  years  to 
improve  basic  EMS  services  in  rural  areas  and  $375,000  in  grants  to  increase  the 
availability  of  91 1  emergency  access.  Over  50  percent  of  the  country  does  not  have 
access  to  911  which  the  1986  GAO  report  also  identified  as  an  appropriate  area  for 
federal  intervention  and  assistance. 

Funding  of  the  Trauma  Systems  Act  has  been  extremely  modest,  but  even  modest 
amounts  provided  for  planning  efforts  can  achieve  significant  results  for  one  of  the 
nation's  most  costly  diseases. 

The  Coalition  for  Amf  Hran  Trauma  Tare's  FY  'Qfi  recommendation  for 

Title  xa  of  the  U.S.  Public  Health  Service  OEJL  101-590) 

Although  originally  authorized  at  $60  million  to  provide  a  formula  grant  program  to  the 
states,  the  trauma  systems  program,  administered  by  the  Division  of  Trauma  and 
Emergency  Medical  Systems  at  HRSA,  has  received  less  than  $5  million  since  enactment 
in  1990.  This  level  of  funding  has  resulted  in  the  program  being  administered  as  a 
competitive  grant  program  with  an  emphasis  on  awarding  grants  to  those  states  in 
greatest  need  that  also  submit  applications  demonstrating  the  greatest  ability  to 
effectively  implement  trauma  system  planning  and  development. 

The  program  was  re-authorized  for  another  three  years  under  Tide  VI  of  P.L.  103-183  and 
Congress  has  authorized  "such  sums  as  may  be  necessary  for  FY  '96."  Only  three  grant 
cycles  have  been  completed  since  the  program  was  first  appropriated  in  FY  1992.  Only 
ten  states  have  received  the  maximum  allowable  number  of  grants.  At  least  another  15- 
20  states  are  in  need  of  additional  support  to  complete  trauma  system  planning  and 
development. 
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Tbe  Coalition  for  American  Trauma  Care,  in  recognition  of  tbe  very  severe 
budget  constraints  facing  tbe  Congress  and  tbe  nation,  urges  funding  of  tbe 
trauma  systems  program  in  FY  1996  at  last  year's  level,  or  $4. 793  million. 
Tbis  is  a  very  small  amount  of  money  tbat  can  produce  very  large  cost- 
savings  in  direct  and  indirect  health  care  and  social  welfare  costs. 

Trauma  Care  and  Health  Care  Reform 

Clinical  leadership  in  trauma  system  development  has  led  the  nation  in  the  commitment 
to  the  development  of  primary  and  secondary  injury  prevention  strategies,  utilization  of 
patient  outcome  data  to  improve  service  delivery  to  injured  individuals,  and 
implementation  of  practice  guidelines  to  improve  and  maintain  clinical  skills.   Most 
important  of  all,  trauma  systems  are  regional  systems  of  care  which  make  the  most  cost- 
effective  use  of  expensive  health  care  resources.  These  elements  constitute  a  paradigm 
for  the  overall  health  system  for  increasing  cost-effectiveness  without  compromising 
quality  of  care. 

Because  of  its  inherent  features,  trauma  is  not  a  partisan  issue  and  has  enjoyed  broad 
support.  During  last  year's  health  care  reform  debate,  trauma  was  specifically 
recognized  in  the  final  major  House  bills  sponsored  by  the  leadership  of  both  parties 
and,  most  importantly,  in  the  bi-partisan  health  care  reform  bill.   The  commitment  to 
trauma  system  development  must  continue  as  the  Congress  and  the  nation  decide  the 
best  approach  to  reforming  our  health  care  system. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testily  before  the  subcommittee,  and  to 
share  with  you  the  Coalition  for  American  Trauma  Care's  funding  recommendations  for 
the  trauma  systems  program  established  under  Tide  XII  of  the  U.S.  Public  Health  Service. 
On  behalf  of  the  Coalition  membership,  we  look  forward  to  working  with  you  and  the 
subcommittee  in  the  effort  to  ensure  universal  access  to  cost-effective  trauma  care 
services. 
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Tuesday,  January  24,  1995. 

WITNESS 
ALAN  KRAUT,  Ph.D.,  COALITION  FOR  HEALTH  FUNDING 

Mr.  Porter.  Dr.  Champion,  thank  you  very  much.  Our  next  wit- 
ness is  Alan  Kraut,  Ph.D.,  the  Coalition  for  Health  Funding.  Dr. 
Kraut. 

Dr.  Kraut.  Thank  you.  I  am  Alan  Kraut,  Executive  Director  of 
the  American  Psychological  Society,  and  I  am  often  here  talking 
specifically  about  NIH.  However,  today  I  am  here  in  my  role  as  the 
newly-elected  president  of  the  Coalition  for  Health  Funding,  a  non- 
partisan alliance  of  some  40  voluntary  and  professional  health  as- 
sociations concerned  with  the  entire  U.S.  public  health  service. 

The  coalition  was  founded  in  1970.  We  are  among  the  oldest  and 
largest  concerned  with  health.  Our  combined  membership  of  health 
professionals,  researchers,  volunteers,  their  families  and  consumers 
is  well  over  40  million.  Individuals  concerned  with  the  health  care 
needs  of  children,  the  elderly,  the  poor  among  us,  those  who  are 
mentally  retarded  or  otherwise  disabled,  in  short,  those  in  our  pop- 
ulation most  in  need  of  public  health  resources.  They  are  also  in 
need  of  representation  in  this  discussion  of  health  funding.  And  as 
a  proportion  of  overall  health  expenditures,  public  health  facilities 
account  for  less  than  1  percent  of  the  amount  spent  on  health  in 
the  United  States.  We  believe  this  Federal  investment  in  our  Na- 
tion's Public  Health  Service,  some  $20  billion-plus,  ultimately  saves 
more  dollars  and  that  these  public  health  expenditures  are  among 
the  most  cost  effective  uses  of  taxpayer  money. 

Let  me  provide  just  a  few  examples.  Public  health  programs  at 
the  Centers  for  Disease  Control  are  saving  millions  of  dollars  by  ef- 
fectively reaching  those  increased  numbers  of  individuals  with  tu- 
berculosis. Here  is  a  disease  we  thought  we  had  licked  years  ago. 
Through  the  application  of  what  is  known  as  directly-observed 
treatment,  they  are  making  sure  that  people  are  taking  their  medi- 
cine, and  by  doing  so,  they  are  dramatically  reducing  the  number 
of  drug  resistant  strains  of  TB  that  would  have  developed. 

Other  CDC  programs  are  saving  money  in  medical  care  costs  and 
loss  of  productivity  through  public  health  and  prevention  programs 
that  respond  to  infectious  diseases  and  toxic  agents,  and  that  en- 
able communities  and  individuals  to  reduce  the  environmental  and 
behavioral  factors  that  cause  such  diseases  as  lung  cancer  or  heart 
disease.  Public  health  also  targets  hard-to-reach  populations  with 
clinical  services.  Perhaps  the  finest  example  is  our  Nation's  net- 
work of  community  and  migrant  health  centers.  Current  levels  of 
immunization  prevent  millions  of  cases  of  measles,  mumps  and 
other  diseases  that  would  otherwise  cost  $1.4  billion  a  year  in  med- 
ical care. 

The  Public  Health  Service  ensures  that  this  cost  saving  protec- 
tion is  extended  to  our  Nation's  poorest  children.  For  every  one 
public  health  dollar  spent  on  prenatal  care  to  low-income  pregnant 
women,  out  of  the  maternal  and  child  health  block  grant  at  the 
Health  Resources  and  Services  Administration,  three  medical  care 
dollars  are  saved  in  that  infant's  first  year  of  life. 

Finally,  our  Nation's  public  health  service  also  represents  our 
most  important  investment  in  the  future  through  support  of  bio- 
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medical  and  behavioral  research  at  the  National  Institutes  of 
Health.  The  United  States  leadership  in  developing  cost-effective 
treatment  and  prevention  strategies  is  the  direct  result  of  a  long- 
standing investment  in  basic  and  clinical  research. 

Mr.  Chairman,  for  fiscal  year  1996,  the  coalition  is  representing 
that  $22.87  billion  be  provided  to  address  the  Nation's  needs  in 
areas  of  biomedical  and  behavioral  research,  health  services  and 
health  professions  training,  substance  abuse  treatment  and  preven- 
tion, health  promotion  and  prevention  initiatives,  and  AIDS  pre- 
vention and  treatment. 

My  written  statement  more  specifically  discusses  the  coalition's 
recommendations  for  the  National  Institutes  of  Health,  Centers  for 
Disease  Control  and  Prevention,  the  Health  Resources  and  Services 
Administration  and  the  Substance  Abuse  and  Mental  Health  Ad- 
ministration. Yes,  we  know  the  coalition's  recommendations  are 
significantly  above  fiscal  year  1995  amounts.  And  please  under- 
stand that  we  very  much  appreciate  the  budget  constraints  facing 
this  subcommittee.  We  know  our  recommendations  may  outstrip 
your  resources.  But  we  are  also  aware  that  reducing  funding  for 
our  Nation's  Public  Health  Service  will  result  ultimately  in  more 
costs  to  taxpayers,  not  less. 

And  so  we  ask  respectfully  that  you  recognize  explicitly  what  we 
know  you  already  appreciate,  that  even  in  this  time  of  looking  at 
every  option  for  cuts  in  Federal  spending,  there  are  those  in  the 
Federal  safety  net  that  need  and  deserve  our  support  and  protec- 
tion. The  Coalition  for  Health  Funding  was  founded  to  do  just  that, 
and  we  ask  you  to  give  your  most  favorable  consideration  to  our 
recommendations. 

Thank  you  very  much. 

[The  prepared  statement  of  Alan  Kraut,  Ph.D.  follows:] 
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SUITE  220,  11490  COMMERCE  PARK  DRrVE,  RESTON,  VIRGINIA  22091 
1-800-933-8226  •  FAX  703-476-8078 


Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Alan  Kraut,  President 
of  the  Coalition  for  Health  Funding,  a  twenty-four  year  old  alliance  of  40  national  health 
associations  with  a  combined  membership  of  40  million  health  care  professionals, 
researchers,  lay  volunteers,  and  consumers.  I  am  also  Executive  Director  of  the 
American  Psychological  Society.  The  Coalition  is  dedicated  to  working  with  Congress  on 
behalf  of  federal  health  discretionary  programs,  primarily  the  agencies  and  programs 
within  the  Public  Health  Service.  We  sincerely  appreciate  the  strong  and  continued 
support  this  Subcommittee  has  given  to  health  discretionary  programs,  and  we  look 
forward  to  working  with  you  in  addressing  the  challenges  of  the  coming  fiscal  year. 

The  Coalition  for  Health  Funding  believes  the  relatively  small  proportion  of  federal 
funding  now  spent  on  our  nation's  Public  Health  Service  is  an  important  investment  in 
the  future  and  ultimately  save  billions  of  dollars.  Overall,  the  federal  government  will  pay 
nearly  $270  billion  in  Medicare  and  Medicaid  in  Fiscal  Year  (FY)  1995.  Compare  that 
amount  with  the  $22  billion  that  will  be  spent  on  public  health  service  programs  during 
the  same  year;  it  represents  only  eight  percent  of  federal  Medicare  and  Medicaid 
expenditures.  As  a  proportion  of  overall  health  expenditures,  public  health  activities 
account  for  less  than  one  percent  of  the  aggregate  amount  spent  on  health  care  in  the 
United  States. 

Public  health  expenditures  are  among  the  most  cost-effective  uses  of  taxpayer  dollars. 
Millions  of  dollars  in  medical  care  costs  and  productivity  losses  are  saved  by  ongoing 
monitoring  of  infectious  disease  and  toxic  agents  and  rapid  response  in  community 
emergencies.   Public  health  prevention  programs  are  on  the  front  line,  identifying 
environmental  and  behavioral  factors  that  are  associated  with  conditions  such  as  lung 
cancer  or  heart  disease,  and  developing  strategies  to  protect  communities  from  risk. 
Public  health  also  targets  hard-to-reach  populations  with  clinical  services.  Current  levels 
of  immunization  prevent  millions  of  cases  of  measles,  mumps,  and  other  diseases  that 
would  otherwise  would  cost  $1.4  billion  a  year  in  medical  care.  The  public  health  service 
ensures  that  this  cost-saving  protection  is  extended  to  our  nation's  poorest  children.   For 
every  dollar  spent  on  public  health  programs  offering  pre-natal  services  to  low-income, 
uneducated  pregnant  women,  three  dollars  are  saved  in  direct  medical  care  costs  during 
an  infant's  first  year  of  life.  Other  public  health  programs  are  effectively  reaching  the 
increased  numbers  of  individuals  with  TB,  and  through  the  application  of  what  is  known 
as  "Directly  Observed  Treatment"  they  are  reducing  the  number  of  drug  resistant  strains 
of  the  disease. 

Finally,  our  nation's  public  health  service  also  represents  our  most  important  investment 
in  the  future  through  support  of  biomedical  and  behavioral  research  at  the  National 
Institutes  of  Health.  The  United  States'  leadership  in  developing  cost-effective  treatment 
and  prevention  strategies  is  the  direct  result  of  a  long-standing  investment  in  basic  and 
clinical  research. 

Mr.  Chairman,  each  year  the  Coalition  for  Health  Funding  works  with  other  national 
health  alliances  to  determine  an  appropriate  level  of  federal  support  for  health 
discretionary  programs.   For  FY  96  the  Coalition  is  recommending  $22,879  billion  be 
provided  to  address  the  nation's  needs  in  the  areas  of  biomedical  and  behavioral 
research;  health  services  and  health  professions  training;  substance  abuse  treatment  and 
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prevention;  health  promotion  and  prevention  initiatives;  and  AIDS  prevention  and 
treatment.  This  amount  excludes  a  recommendation  for  the  Indian  Health  Service  which 
the  Coalition  hopes  to  incorporate  in  our  overall  recommendation  in  the  coming  weeks. 

The  Coalition's  recommendation  is  a  significant  increase  above  the  amount  appropriated 
for  FY  95.   We  appreciate  that  the  budget  constraints  facing  the  Subcommittee  in  FY96 
are  severe.  But  we  even  more  acutely  aware  that  reducing  the  funding  for  our  nation's 
public  health  service  will  result  in  substantially  increased  costs  to  the  taxpayer,  not  less. 
There  are  many  examples  of  this,  but  perhaps  some  of  the  clearest  are  those  involving 
infectious  diseases.  As  funding  for  public  health  service  activities  has  declined  over  the 
past  decade  we  have  seen  a  corresponding  increase  in  once-eradicated  diseases  such  as 
TB  and  measles.  Other  new  strains,  or  newly  identified  strains,  of  disease  are  occurring 
which  have  the  potential  to  become  significant  health  and  cost  risks  to  large  numbers  of 
Americans.  We  simply  cannot  afford  to  have  a  weakened  public  health  service  system. 

The  following  is  a  partial  list  of  the  Coalition's  findings  and  recommendations: 

National  Institutes  of  Health  (NIH) 

FY  1994  comp.  FY  1995  app,  chf  fy  1996  rec. 

$10,937  billion  $11,334  billion  $12,725  billion 

The  Coalition  for  Health  Funding  recommends  a  FY  96  funding  level  of  $12,725  billion  for 
NIH.  This  would  support  approximately  7,900  new  and  competing  renewal  research 
project  grants.   NIH  would  be  able  to  support  30  percent  of  the  grant  applications  it 
receives.  The  investigator-initiated  research  supported  by  these  grants  is  the  foundation 
of  the  nation's  biomedical  and  behavioral  research  efforts.  The  Coalition's  FY  96 
recommendation  also  would  support  increased  clinical  research  activities,  both  through 
specialized  and  competitive  centers  and  through  the  General  Clinical  Research  Center 
(GCRC)  program   The  GCRC  program  supports  essential  clinical  research  centers  at 
university-based  hospitals  throughout  the  country.  The  centers  offer  centralized  and 
highly  specialized  resources  for  research  aimed  at  understanding  disease  processes  and 
discovering  better  therapies  and  cures  for  a  host  of  conditions,  including  cancer,  heart 
disease,  hypertension,  diabetes,  AIDS,  Alzheimer's  disease,  osteoporosis,  and  cystic 
fibrosis. 

The  Coalition's  recommendation  would  provide  needed  increases  in  other  NIH  research 
programs,  including  a  doubling  of  the  Shared  Instrument  Grant  Program  from  its  current 
level  of  $9  million.  This  program  was  cut  nearly  75  percent  in  just  two  years,  from  $32.8 
million  in  FY91  to  $8.8  million  in  FY  93.  The  program  helps  scientists  meet  critical 
instrumentation  needs  by  providing  groups  of  investigators  with  cost-effective, 
technologically  sophisticated  equipment  that  would  be  prohibitively  expensive  to 
support  on  a  single  grant  application.   Finally,  the  Coalition's  recommendation  would 
allow  NIH  to  maintain  support  for  approximately  14,400  individuals  in  the  National 
Research  Service  Award  (NRSA)  program,  while  increasing  the  stipend  level  for  these 
young  researchers.  The  additional  funds  will  enable  this  program  to  continue  to  attract 
the  brightest  students  into  careers  in  biomedical  and  behavioral  research. 
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Centers  for  Disease  Control  and  Prevention  (CDC) 

FY  1994  romp.  FY  1995  3pp.  CHF  FY  1996  rec. 

$2,051  billion  $2,089  billion  $2,500  billion 

The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $2.5  billion  for 
the  CDC  in  FY  96.  This  is  19.6  percent  more  than  FY  95,  reflecting  the  need  to  make 
prevention  efforts  even  more  of  a  priority  when  fiscal  times  are  tight.  The  Coalition's 
recommendation  for  the  CDC  would  permit  the  National  STD-Related  Infertility 
Prevention  Program  to  be  extended  from  the  current  19  states  to  the  rest  of  the  nation. 
This  program  provides  chlamydia  screening  and  treatment  to  women  attending  family 
planning  and  STD  clinics,  plus  their  partners,  in  four  U.S.  Public  Health  Service  regions. 
The  Coalition's  recommendation  also  would  permit  the  Breast  and  Cervical  Cancer 
Program  to  be  extended  to  every  state.   This  program  supports  state  health  departments 
in  building  a  national  infrastructure  to  provide  education,  screening,  follow-up  and  test 
quality  assurance  for  breast  and  cervical  cancer.  During  FY  95,  the  program  will  be 
funded  in  only  33  states,  leaving  17  states  and  two  million  uninsured  women  without 
access  to  these  life-saving  services.  Early  detection  and  follow-up  could  prevent  virtually 
all  cervical  cancer  deaths  and  more  than  30  percent  of  breast  cancer  deaths.  Delayed 
detection  also  increases  health  care  costs:  from  as  low  as  $13,800  for  cases  detected  early 
to  as  much  as  $84,000  for  advanced  cases. 

The  Coalition's  FY  96  recommendation  for  CDC  would  assist  in  extending  the  Diabetes 
Translation  Program  to  every  state.   During  1994,  this  program  provided  resources  to  36 
states  for  state-based  diabetes  control  efforts.  These  services  have  been  effective  in 
reducing  diabetes  complications.  Diabetes  is  the  seventh  leading  cause  of  death  in  the 
U.S.  It  is  estimated  that  at  least  half  of  the  13,300  new  cases  of  diabetes  related  end-stage 
renal  disease  could  be  prevented,  saving  approximately  $240  million  annually.  Every 
state  needs  the  cost-effective  services  of  the  Diabetes  Translation  Program.   The 
Coalition  for  Health  Funding's  recommendation  for  CDC  would  also  support  increased 
funding  for  the  TB  Elimination  Program.  Additional  resources  would  allow  the  agency  to 
make  progress  toward  the  important  goal  of  increasing  to  90  percent  the  number  of 
new,  active  TB  patients  started  on  directly  observed  therapy  (DOT),  a  proven  effective 
measure.  Additional  resources  would  also  permit  expansion  of  the  evaluation  of  the 
effectiveness  of  TB  occupational  prevention  strategies;  increase  the  number  of  state  and 
large  metropolitan  laboratories  that  identify  mycobacterium  tuberculosis  in  clinical 
specimens  and  report  results  to  health  care  providers  within  four  days;  and  increase 
targeted  screening  and  preventive  treatment  programs  among  populations  at  high  risk 
for  TB.   Finally,  the  Coalition's  FY96  recommendation  would  permit  increased  funding 
for  Hrv/AIDS  prevention.  AIDS  is  now  the  leading  cause  of  death  for  men  and  the 
fourth  leading  cause  of  death  for  women  between  the  ages  of  25  and  44.  It  would  also 
permit  increased  funding  of  many  other  important  CDC  programs,  including  injury 
prevention  and  control,  chronic  and  environmental  disease  prevention,  childhood 
immunization,  and  others. 


Health  Resources  and  Services  Administration  (URSA) 

FY  1994  comn.  FY  1995  ann.  CHF  FY  1996  fee, 

$3,160  billion  $3,262  billion  $3,863  billion 

The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $3,863  billion 
for  HRSA  in  FY  96,  which  is  18.4  percent  more  than  the  FY  95  appropriation.  This  would 
permit  Community  Health  Centers  to  continue  services  to  7.5  million  low-income 
individuals  and  provide  health  care  for  approximately  350,000  new  patients  through  an 
additional  100  new  or  expanded  health  centers.  This  increase  would  also  permit  migrant 
health  centers  to  maintain  current  services  to  568,000  farm  workers  at  the  existing 
migrant  health  centers;  support  the  expansion  or  addition  of  another  50  centers;  and 
provide  services  to  an  additional  150,000  migrant  and  seasonal  farm  workers.  The 
Coalition's  recommendation  would  increase  the  number  of  primary  health  care 
providers  by  increasing  support  for  health  professions  training  programs  under  Title  VII 
and  Title  VIII  of  the  Public  Health  Service  Art.  These  programs  also  are  geared  toward 
increasing  the  number  of  health  professionals  providing  basic  and  preventive  health  care 
services  for  those  living  in  medically  underserved  areas. 

The  Coalition's  FY  96  recommendation  includes  an  increase  for  the  Maternal  and  Child 
Health  Block  Grant.  The  Head  Start  and  WIC  programs  have  received  increases  in  recent 
years,  but  Title  V  has  not,  although  more  children  in  Head  Start  and  WIC  programs  have 
been  identified  as  needing  Title  V  services.  Increased  funding  for  Title  V,  as 
recommended  by  the  Coalition,  would  provide  419,076  additional  children  with 
preventive  and  primary  care;  217,920  women  with  reproductive  and  prenatal  care 
services;  and  45,000  children  with  specialty  care  services.  The  Coalition's 
recommendation  for  FY  96  also  permits  increases  for  "Ryan  White"  programs  which 
provide  vital  assistance  to  communities  and  families  hard-hit  by  the  AIDS  epidemic. 
Finally,  the  Coalition's  recommendation  for  FY96  also  provides  additional  resources  for 
Title  X  family  planning  services.  A  recent  study  demonstrated  that  Title  X  services  had  a 
greater  impact  on  reducing  unintended  pregnancy  and  improving  maternal  and  child 
health  than  all  other  sources  of  family  planning  funds  combined.   For  every  dollar  spent 
on  family  planning  services,  more  than  4  dollars  are  saved  in  mandatory  federal  spending 
programs. 

Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA) 

FY  1994  comp.  FY  1995  app.  CHF  FY  1996  rec. 

$2,125  billion  $2,181  billion  $2,631  billion 

The  Coalition  for  Health  Funding's  FY  96  recommendation  for  SAMHSA  is  $2,631  billion, 
a  20  percent  increase  over  the  FY95  appropriation.  This  increase  is  warranted  because 
most  of  the  programs  administered  by  SAMHSA  have  either  received  no  increases  in 
funding  for  several  years  or  have  suffered  cuts  in  funding.  The  Coalition's 
recommendation  would  permit  increased  resources  for  the  Center  for  Mental  Health 
Services.   Nearly  40  million  Americans,  including  11  million  children,  suffer  from  mental 
or  addictive  disorders.   Failure  first  to  invest  in  prevention  or  early  intervention  services 
and  then  failure  to  provide  access  to  cost-effective  treatment  for  those  who  succumb  to 
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mental  illness  or  substance  abuse  doesn't  make  sense  for  many  reasons;  but  just  from  an 
economic  standpoint,  these  failures  add  enormous  costs  to  our  health  care,  welfare,  and 
criminal  justice  systems. 

The  Coalition's  recommendation  would  also  provide  increased  resources  for  substance 
abuse  prevention  efforts.   It  would  take  the  Center  for  Substance  Abuse  Prevention 
(CSAP)  a  step  closer  to  a  stable  annual  level  of  new  grants  in  the  high  risk  youth  program 
where  the  goal  is  a  20-25  percent  success  rate  for  approved  applications.  It  will  also 
permit  CSAP  to  assist  communities  in  developing  successful  prevention  strategies  and 
disseminating  those  strategies  across  the  nation.   Finally,  the  Coalition's  recommendation 
includes  a  substantial  increase  in  the  Substance  Abuse  Block  Grant.  Recent  studies  have 
shown  that  over  100,000  addicted  individuals  are  on  waiting  lists  for  publicly  provided 
treatment.   A  recent  RAND  study  shows  that  comprehensive  treatment  programs  are 
seven  times  more  successful  than  efforts  to  reduce  the  supply  of  illegal  drugs  and  that 
those  with  substance  abuse  problems  can  successfully  overcome  serious  addiction. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before  the  subcommittee  and  to 
share  with  you  our  recommendations  for  funding  of  health  discretionary  programs.  On 
behalf  of  the  Coalition  membership,  we  look  forward  to  working  with  you  and  the 
subcommittee  in  meeting  the  very  difficult  challenges  ahead. 
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Mr.  Porter.  Dr.  Kraut,  thank  you  very  much. 

I  want  to  thank  all  of  our  witnesses  for  being  very  sensitive 
about  our  time.  Everyone  is  staying  within  it.  I  assume  the  staff 
has  threatened  you  all  so  that  you  are  doing  a  very  good  job.  We 
appreciate  it  very  much.  Thank  you,  Dr.  Kraut. 

Dr.  Richard  D'Eustachio,  the  American  Dental  Association.  Dr. 
D'Eustachio. 


Tuesday,  January  24,  1995. 

WITNESS 
RICHARD  D'EUSTACHIO,  AMERICAN  DENTAL  ASSOCIATION 

Dr.  D'Eustachio.  Mr.  Chairman,  members  of  the  committee,  I 
am  Dr.  Richard  D'Eustachio,  President  of  the  American  Dental  As- 
sociation, and  a  practicing  general  dentist  in  Cherry  Hill,  New  Jer- 
sey. On  behalf  of  the  Association's  140,000  members,  I  thank  you 
for  the  opportunity  to  appear  before  this  committee.  In  the  past  you 
have  been  very  supportive  of  Federal  dental  issues  and  the  ADA 
looks  forward  to  working  with  you  again  this  year. 

The  oral  health  care  delivery  in  the  United  States  is  a  genuine 
success  for  we  with  dental  research,  community  prevention  pro- 
grams and  dental  education,  all  playing  major  roles.  The  success 
shows  that  the  Federal  tax  dollars  are  wisely  spent.  The  return  to 
the  taxpayer  can  be  tremendous.  Research  conducted  by  the  Na- 
tional Institute  of  Dental  Research  accounts  for  more  than  80  per- 
cent of  the  total  dental  research  conducted  in  this  country.  Philan- 
thropic or  corporate  research  for  dentistry  is  virtually  unavailable. 

The  NIDR  estimates  that  Americans  have  saved  nearly  $100  bil- 
lion in  dental  care  bills  during  the  1980s  because  of  developments 
in  and  emphasis  on  prevention  of  oral  disease.  The  savings  greatly 
exceed  the  total  appropriations  that  NIDR  has  received  during  its 
46  years  of  existence.  Primary  focus  of  NIDR's  research  has  been 
on  preventing  tooth  decay  or  dental  caries.  Today,  almost  50  per- 
cent of  the  children  in  this  nation  are  caries  free  due  to  fluoride 
treatments,  dental  sealants  and  oral  hygiene  practices.  However, 
there  still  remain  problems  among  high  risk  groups,  like  the  poor 
or  elderly  and  diabetics.  With  additional  funding,  NIDR  could  de- 
velop a  targeted  program  to  prevent  caries  in  these  specific  popu- 
lations. 

NIDR's  research  is  not  confined  to  simply  eliminating  tooth 
decay.  It  also  conducts  extensive  pain  research  which  has  resulted 
in  changes  of  treatment  of  cancer  pain  and  postsurgical  pain. 

Cleft  lip  and  cleft  palate  are  among  the  most  common  birth  de- 
fects, affecting  1  out  of  600  white  births.  NIDR  studies  genetic  and 
environmental  factors  in  an  effort  to  better  understand  how  to  pre- 
vent this  and  other  disfiguring  conditions. 

The  Institute's  Bone  Research  Branch  not  only  studies  how  to  re- 
place bone  loss  from  periodontal  disease,  but  has  applied  to  re- 
search to  finding  treatment  for  osteoporosis.  The  Association  re- 
quests that  the  committee  appropriate  $215  million  dollars  for  the 
NIDR  in  fiscal  1996. 

Division  of  Oral  Health  at  the  Centers  for  Disease  Control  fo- 
cuses on  oral  conditions  that  impact  on  the  health  of  our  Nation. 
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Severe  caries  in  infants  and  children  is  a  priority  for  this  division. 
This  disease,  which  aifects  minority  children  predominantly,  can  be 
extremely  costly  to  treat.  For  children  that  must  be  hospitalized 
and  anesthetized,  average  costs  can  be  as  much  as  $4,000  per  child. 

The  association  appreciates  the  committee's  recognizing  last  year 
the  seriousness  of  this  condition  and  recommends  an  appropriation 
of  $200,000  to  allow  the  division  to  conduct  a  conference  on  this 
issue. 

To  expand  access  to  primary  dental  care  for  the  underserved  el- 
derly and  medically  compromised,  the  association  supports  full 
funding  for  the  General  Dentistry  Program.  Graduates  are  able  to 
deliver  a  broad  range  of  services  to  their  patients,  thereby  referring 
fewer  patients  to  specialists.  This  is  important  to  people  in  rural 
and  low  income  areas,  for  whom  specialized  care  is  often 
unobtainable. 

General  dentistry  programs  have  been  successful  in  attracting 
minority  dentists.  A  1991  evaluation  found  that  the  enrollment  of 
African-American  dentists  in  this  program  had  nearly  doubled 
since  1986.  Hispanic  dentists  also  increased  fourfold  during  this 
time  period. 

As  the  committee  knows,  this  program  has  start-up  funding  only. 
After  three  years,  each  program  must  become  self-sufficient.  The 
association  recommends  that  $6  million  be  appropriated  for  the 
General  Dentistry  Residencies  Program  for  fiscal  1996. 

The  AIDS  Dental  School  Reimbursement  Program  is  critical  to 
providing  vitally  needed  oral  health  care  to  people  living  with  HIV 
and  AIDS.  It  also  provides  dental  students  with  extensive  experi- 
ence in  caring  for  special  dental  needs.  Because  of  their  impaired 
immune  systems,  people  living  with  HIV/AIDS  suffer  a  higher  inci- 
dent of  oral  disease.  Left  untreated,  these  conditions  can  lead  to 
significant  pain,  oral  infections  and  fevers  which  result  in  difficulty 
speaking,  eating  and  taking  medications.  Last  year.  101  institu- 
tions treated  over  60,000  patients,  incurring  almost  $11  million  in 
unreimbursed  costs.  The  association  recommends  that  the  commit- 
tee appropriate  $9  million  to  continue  this  program. 

I  want  to  thank  you,  Mr.  Chairman,  and  the  committee.  This 
concludes  my  oral  statement.  The  association's  written  statement, 
which  I  hope  you  will  include  in  the  record,  contains  more  details 
on  the  programs  I  have  mentioned,  as  well  as  other  Federal  dental 
programs. 

[The  prepared  statement  of  Dr.  Richard  W.  D'Eustachio  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Or.  Richard  w.  D'Eustachio,  President  of  the  American  Dental 
Association  (ADA)  and  a  private  practitioner  in  Cherry  Hill,  New 
Jersey.   On  behalf  of  the  Association's  140,000  members,  thank 
you  for  the  opportunity  to  appear  before  the  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education. 

The  oral  health  care  delivery  and  financing  system  in  the  United 
States  is  a  genuine  success  story,  and  dental  research,  community 
prevention  programs  and  dental  education  all  play  major  roles. 
Its  success  shows  that  if  federal  tax  dollars  are  wisely  spent, 
the  return  to  the  taxpayer  is  invaluable. 

Oral  health  research  conducted  by  the  National  Institute  of 
Dental  Research  (NIDR)  accounts  for  more  than  80%  of  the  total 
dental  research  conducted  in  this  country.   Alternative  funding 
from  philanthropic  or  corporate  sources  is  virtually  unavailable. 
The  federal  government's  investment  in  dental  research  has 
returned  exceptional  dividends  to  the  American  taxpayers.   The 
NIDR  estimates  that  Americans  have  saved  nearly  $100  billion  in 
dental  care  bills  during  the  1980s  because  of  developments  in  and 
emphasis  on  preventive  oral  health  measures.   The  savings  far 
exceeds  the  total  appropriations  that  NIDR  has  received  during 
its  46  years  of  existence. 

While  advances  in  dentistry  due  to  research  have  helped  the 
dental  profession  to  hold  the  line  on  health  costs,  other  federal 
programs,  like  the  General  Practice  Dental  Residencies  and  the 
HIV/AIDS  Dental  Reimbursement  program  have  been  instrumental  in 
providing  care  to  the  underserved  population.   However,  if 
dentistry  is  to  continue  to  serve  the  needy  and  reduce  dental 
costs  for  all  Americans  it  is  imperative  that  funding  for  federal 
dental  programs  continue. 


DENTAL  RESEARCH 

The  Association  supports  the  efforts  of  the  National  Institute  of 
Dental  Research  (NIDR)  and  dedicated  research  scientists  across 
the  country  in  their  efforts  to  address  dental  diseases  and 
disorders.   Established  in  1948  as  the  nation's  preeminent  dental 
research  center,  NIDR  has  made  great  strides  in  uncovering  the 
causes  of  dental  disorders  and  disease  and  in  developing 
effective  treatment. 

Almost  50%  of  the  children  in  the  nation  have  no  tooth  decay  due 
to  oral  health  research  advances,  such  as  fluoride  applications, 
dental  sealants  and  oral  hygiene  practices.   However,  there  still 
remain  problems  among  high-risk  groups.   The  extent  of  tooth 
decay  is  much  higher  among  the  poor,  minority  groups,  senior 
citizens  and  diabetics.   With  additional  funds,  NIDR  could 
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develop  a  targeted  program  to  prevent  tooth  decay  in  these 
special  populations. 

NIDR's  research  is  not  confined  to  simply  eliminating  tooth 
decay.   The  institute's  pain  research  concerns  chronic  pain;   why 
it  happens  and  what  can  be  done  about  it.   Fear  of  pain  is  one  of 
the  main  reasons  that  people  delay  or  refuse  to  see  a  dentist 
which  only  exacerbates  dental  conditions  leading  to  greater  tooth 
loss  and  higher  dental  treatment  costs.   In  addition,  NIDR's  pain 
research  has  benefited  other  non-dental  treatments.   NIDR 
investigators  have  been  strong  leaders  in  effecting  the  changes 
in  the  treatment  of  cancer  pain  and  acute  pain  following  surgery 
as  indicated  by  new  guidelines  issued  by  the  Agency  for  Health 
Care  Policy  and  Research. 

Cleft  lip  and  cleft  palate  are  among  the  most  common  birth 
defects,  affecting  1  out  of  600  white  births.   NIDR  studies 
genetic  and  environmental  factors  in  an  effort  to  better 
understand  what  causes  this  and  several  other  disfiguring 
conditions.   So  far,  the  Institute's  research  has  been  able  to 
isolate  over  1,000  genes  thought  to  play  a  prominent  role  in 
craniofacial  development.   Continued  research  should  provide 
insights  into  improved  treatment  and  ultimately  prevention. 

The  NIDR  Bone  Research  Branch  is  the  only  intramural  laboratory 
at  the  National  Institutes  Health  (NIH)  conducting  studies  of 
normal  bone  remodelling  and  bone  diseases.   Regenerating  lost 
bone  tissue  in  patients  who  suffer  from  periodontal  disease  and 
other  dental  conditions  that  lead  to  tooth  loss  have  allowed  NIDR 
researchers  to  broaden  their  research  to  include  osteoporosis, 
Paget '8  disease  and  Sjogren's  syndrome.   Investments  in  this  area 
could  produce  dramatic  results  in  clinical  testing  of  promising 
drugs  to  treat  osteoporosis  and  other  bone  connective  tissue 
diseases. 

The  ADA  requests  that  the  Committee  appropriate  $215,251,000  in 
funding  for  FY  1996  to  support  its  ongoing  research  projects, 
recognizing  that  the  agency  is  the  primary  support  entity  in  the 
area  of  oral  health  research. 


DISEASE  PREVENTION 

The  Division  of  Oral  Health  (DOH) ,  a  separate  entity  within  the 
National  Center  for  Prevention  Services,  Centers  for  Disease 
Control,  continues  to  focus  on  many  significant  issues  that 
impact  greatly  on  the  health  of  our  nation.  The  Division  serves 
as  the  federal  dental  program  responsible  for  the  development  of 
infection  control  recommendations  for  dentistry.  The  Association 
has  collaborated  with  the  Division  in  developing  infection 
control  guidelines  for  hepatitis  B,  AIDS  and  tuberculosis.  With 
approximately  50%  of  the  population  receiving  dental  care 
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annually,  it  is  important  that  the  care  be  provided  in  a  setting 
free  from  infectious  disease  transmission. 

Preventing  oral  cancer  is  one  of  the  Division's  major  areas  of 
involvement.   More  than  9,000  deaths  from  oral  cancer  occur  each 
year;   this  is  more  than  for  cervical  cancer.   Once  people  are 
diagnosed  with  oral  cancer,  their  5-year  prognosis  is  not  as  good 
as  those  diagnosed  with  cervical  cancer.   Building  coalitions  at 
the  state  and  local  levels  to  identify  target  populations  for 
oral  cancer  and  to  develop  health  education  promotion  and 
programs  to  reduce  the  death  rate  is  essential. 

Severe  tooth  decay  (caries)  in  infants  and  children  is  another 
priority  for  the  Division.   It  has  been  estimated  that  1  to  10% 
of  the  children  living  in  urban  areas  and  53%  of  Native  American 
children  suffer  from  severe  caries.   Treatment  costs  can  be 
enormous.   For  children  that  must  be  hospitalized  and 
anesthetized,  average  costs  can  be  as  much  as  $4,000  per  child. 
Last  year  the  Committee  recognized  the  severity  of  this  problem 
and  recommended  that  the  Division  begin  planning  for  a  national 
conference  on  this  issue.   The  Division  expects  150-200  national 
public  health  and  academic  experts  to  attend  the  conference  and 
develop  a  national  strategy  to  impact  severe  caries  in  children 
and  infants. 

The  Association  is  recommending  that  the  Committee  appropriate  $6 
million  for  the  DOH  including  $200,000  for  the  conference  on 
severe  caries  in  infants  and  children. 


DENTAL  FDyCATIQN 

To  expand  access  to  primary  dental  care  for  the  underserved  and 
medically  compromised,  the  ADA  supports  full  funding  of  the 
General  Dentistry  Program.   Continued  funding  of  the  HIV/AIDS 
Dental  Reimbursement  Program  is  necessary  if  this  desperately 
needed  program  is  to  remain  viable.   Finally,  health  professions 
training  programs,  which  foster  greater  dental  student  diversity, 
and  the  geriatric  training  programs,  must  be  maintained. 

general  Dentistry  Program: 

This  program  provides  training  analogous  to  that  received  by 
primary  care  physicians  in  their  residencies.   This  program 
provides  clinical  experience  in  dental  specialty  areas  and 
extensive  experience  in  the  provision  of  oral  health  care  to 
special  population  groups  including  the  elderly,  disabled,  and 
medically  compromised.   Graduates  are  able  to  deliver  a  broad 
range  of  services  to  their  patients,  consistently  referring  fewer 
patients  to  specialists.   This  is  important  to  people  in  rural 
areas  and  low  income  persons  for  whom  logistical  or  financial 
problems  can  make  specialized  care  unobtainable.  Additionally, 
while  in  training,  residents  provide  dental  care  to  underserved 
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populations  and  communities  -  serving  as  a  "safety  net"  for  many 
patients  in  their  communities. 

General  dentistry  program  enrolls  a  significant  number  of 
minority  dentists.  A  1991  evaluation  done  for  the  Department  of 
Health  and  Human  Services  found  that  the  enrollment  of  African- 
American  dental  graduates  into  general  dentistry  programs  had 
nearly  doubled  since  1986.   In  fact,  the  percentage  of  enrollment 
in  these  programs  was  greater  than  the  percent  of  African- 
American  dental  graduates.   Enrollment  of  Hispanic  dental 
graduates  into  the  program  has  paralleled  the  growth  in  the 
number  of  Hispanic  graduates  from  dental  school,  increasing  four- 
fold over  that  time  period. 

All  current  grantee  programs  include  off-site  rotations  to 
underserved  communities  or  populations.   As  such,  this  grant 
program  is  exemplary  in  meeting  the  federal  objective  of 
increasing  access  to  primary  care.   In  addition,  86%  of  those 
residents  who  receive  training  in  the  program  remain  primary  care 
providers  and  25%  of  recent  graduates  establish  their  practices 
in  underserved  areas. 

As  the  Committee  is  aware,  funding  for  the  General  Dentistry 
program  is  allocated  for  a  three  year  "start -up"  time  frame  only. 
After  that  time,  each  program  must  be  self -supportive.   The 
General  Dentistry  program  has  been  very  successful,  creating  53 
programs  and  459  positions  over  18  years,  but  there  is 
considerable  room  for  growth.   The  demand  for  this  training  has 
far  out-paced  the  initiation  of  new  positions:   in  1994,  about 
25%  of  all  applicants  for  general  dentistry  residency/ advanced 
education  positions  were  turned  away  because  there  was  no 
residency  available. 

The  ADA  recommends  that  $6  million  be  appropriated  for  the 
General  Dentistry  Residencies  program  for  FY  1996. 

HIV/ AIDS  Dental  Reimbursement: 

The  HIV/AIDS  Dental  School  Reimbursement  program  is  critical  to 
providing  vitally  needed  oral  health  care  to  people  living  with 
HIV/AIDS  and  to  provide  dental  students  and  residents  with 
extensive  experience  in  caring  for  special  dental  needs.   In 
fiscal  year  1994,  101  institutions  participated,  serving  over 
60,100  patients  and  incurring  almost  $11  million  in  documented 
unreimbursed  costs. 

Because  of  their  impaired  immune  systems,  people  living  with 
HIV/ AIDS  suffer  a  high  incidence  of  oral  disease,  which  if 
untreated,  can  lead  to  significant  pain,  oral  infections,  and 
fevers;  difficulty  in  eating,  speaking,  or  taking  medication;  and 
medically  dangerous  weight  loss.   By  covering  the  costs  of 
providing  quality  care  to  people  living  with  HIV/ AIDS,  this 
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program  prevents  such  sore  serious  and  expensive  health 
complications  than  would  otherwise  occur. 

Receiving  prompt  diagnosis  and  appropriate  treatment  for  these 
oral  diseases  is  often  difficult  for  uninsured  individuals 
because  dental  services  are  not  reimbursed  under  Medicare  and  are 
seldom  covered  by  Medicaid.  This  lack  of  sufficient 
reimbursement  is  particularly  profound  for  dental  clinics. 
Dental  education  institutions  that  become  known  as  referral 
centers  for  AIDS  patients  risk  serious  fiscal  problems,  because 
the  patients  they  serve  have  complicated  treatment  needs, 
requiring  significant  resources  for  their  care. 

To  continue  this  program,  the  Association  requests  $9  million  for 
the  HIV/ AIDS  Dental  School  Reimbursement  program. 

Geriatric  Training  and  Geriatric  Education  Centers; 
Geriatric  Training  and  Education  Centers  provide  short-term 
faculty  training,  curriculum  and  other  educational  resource 
development,  technical  assistance  and  outreach  for  the  elderly. 
The  Geriatric  Training  programs  provide  postdoctoral  fellowships 
for  medical  and  dental  faculty,  who  return  to  their  home 
institutions  to  direct  research  addressing  the  health  care 
problems  of  the  aged.  The  ADA  requests  a  total  appropriation  of 
$17  million  to  fund  both  of  these  endeavors. 

Minority  Assistance  Programs; 

To  help  recruit  and  retain  minority  medical  and  dental  students 

and  to  provide  grants  to  students  in  extreme  financial  need,  the 

ADA  recommends  increased  funding  for  the  Disadvantaged  Assistance 

Authority  and  the  Exceptional  Financial  Need  (EFN)  scholarship 

program. 

The  Association  believes  that  increased  funding  levels  are 
important  to  foster  diversity  in  the  student  population. 
Assisting  low-income  families  and  minority  students  is  necessary 
as  current  dental  education  costs,  often  exceeding  $60,000  for  a 
four-year  period,  will  otherwise  preclude  consideration  of 
dentistry  as  a  career  for  these  students.   Almost  one  third  of 
the  funds  allocated  for  EFN  go  to  dental  students  and  the 
Disadvantaged  Assistance  authority  provides  almost  $2  million  to 
dental  students. 

To  meet  the  needs  of  all  minority  medical  and  dental  students  the 
ADA  recommends  $32  million  for  the  Disadvantaged  Assistance 
authority  and  $37  million  for  EFN. 
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Mr.  Porter.  Dr.  D'Eustachio,  thank  you  very  much  for  your  tes- 
timony. 

I  yield  to  you,  Mr.  Bonilla. 

Mr.  Bonilla.  Thank  you,  chairman.  I  just  have  a  brief  comment. 
I  think  that  the  work  that  your  group  does  is  a  true  indication  of 
the  commitment  that  you  have  to  get  into  underprivileged  areas 
and  to  specifically  target  minority  groups  in  many  cases,  and  it  is 
also  a  program  that  Chairman  Porter  and  I  have  supported  very 
strongly  for  a  long  time.  I  just  want  to  say  keep  up  the  good  work 
in  the  areas  that  we  are  addressing  specifically  here.  We  have  in 
San  Antonio  the  number  one  dental  school  in  America.  We  are 
proud  of  that,  and  one  of  the  reasons  that  has  happened  is  because 
we  have  a  high  concentration  of  minorities  in  south  and  central 
Texas  who  are  interested  in  pursuing  careers  as  dentists.  So  I  just 
wanted  to  make  that  comment  and  say  keep  up  the  good  work. 

Dr.  D'Eustachio.  That  is  great;  thank  you  very  much. 


Tuesday,  January  24,  1995. 

WITNESS 
PAUL  MARCHAND,  ARC 

Mr.  Porter.  Our  next  witness  is  Paul  Marchand,  representing 
the  ARC. 

Mr.  Marchand.  Mr.  Chairman  and  members  of  the  subcommit- 
tee, I  am  pleased  this  morning  to  represent  the  ARC,  which  is  the 
Nation's  largest  organization  that  deals  with  the  issue  of  mental 
retardation.  We  have  approximately  120,000  members  throughout 
the  country,  most  of  them  who  are  parents  of  people  with  mental 
retardation. 

Mr.  Chairman,  we  congratulate  you  on  assuming  the  Chair  and 
look  forward  to  working  with  you  and  the  other  members  of  this 
committee  throughout  your  tenure.  There  are  approximately  7  mil- 
lion individuals  with  mental  retardation  in  our  Nation.  This  condi- 
tion touches  all  segments  of  American  society  and  government 
plays  a  massive  role  in  caring  and  supporting  people  with  mental 
retardation  at  various  times  during  their  lives,  which  would  in- 
clude things  like  early  intervention,  special  education,  vocational 
rehabilitation,  job  training,  housing,  health  services  and  I  could  go 
on. 

In  addition  to  the  direct  supports  to  individuals  and  families,  the 
Federal  Government  plays  a  meaningful  role  in  prevention  activi- 
ties and  research.  Most  of  these  programs,  by  the  way,  are  funded 
by  this  subcommittee.  As  our  Nation  struggles  economically,  so 
does  our  constituency.  There  are  approximately  100,000  people 
with  mental  retardation  today  on  waiting  lists  for  desperately 
needed  community-based  services  to  allow  them  to  be  typical  citi- 
zens in  our  country. 

There  are  many  others  who  are  inappropriately  institutionalized 
and  stuck  there  because  there  are  no  community  services  awaiting 
them.  Thousands  of  children  leave  special  education  every  year  and 
have  nothing  to  go  to  when  they  leave  their  public  schools  because 
there  are  not  enough  funds  for  vocational  rehabilitation  and  other 
job  training  services  for  them,  which  means  that  they  then  move 
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from  12  years  of  investment  in  education  and  are  forced  into  idle- 
ness at  home  or  on  the  streets  doing  literally  nothing. 

And  instead  of  becoming  part  of  the  solution,  instead  of  becoming 
taxpayers,  they  indeed  become  part  of  the  problem.  I  would  like 
today  to  focus  on  two  key  programs  that  you  have  jurisdiction  over 
that  are  of  themselves  highly  meritorious,  but  secondarily,  have 
provided  some  wonderful  unintended  consequences  that  I  would 
like  to  share  with  you. 

In  1970,  there  were  about  200,000  people  with  mental  retarda- 
tion institutionalized  in  our  country,  and  almost  half  of  them, 
95,000,  were  children  under  the  age  of  21.  Special  education  didn't 
exist  for  much  of  our  constituency,  and  there  were  literally  no  gov- 
ernment supports  for  our  families.  In  1973,  this  Congress  passed 
the  supplemental  security  income  program,  well-known  as  SSI, 
which  provides  monthly  cash  benefits  for  children  and  adults  with 
mental  retardation  who  come  from  low-income  families. 

These  monthly  checks  pay  for  food,  pay  for  rent,  pay  for  clothing, 
and  for  our  constituency  in  particular,  they  pay  for  critical  things 
such  as  making  accommodations  in  the  home,  building  ramps,  fix- 
ing bathrooms  and  whatever  to  make  them  accessible,  and  to  pro- 
vide respite  for  families.  Immediately  following  SSI  came  Public 
Law  94-142  in  1975,  which  guarantees  every  child  in  our  Nation 
a  free,  appropriate,  public  education.  After  that  law  was  passed,  no 
child  with  mental  retardation  could  be  excluded  from  our  Nation's 
public  schools. 

There  was  a  double  boom  here.  First,  clearly,  kids  with  mental 
retardation  entered  our  schools  and  profited  from  the  educational 
experience.  Secondly,  however,  while  the  child  was  in  school,  the 
parents  were  able  to  then  live  fairly  routine  lives  doing  all  those 
other  things  that  are  essential  to  the  family  while  their  child  was 
in  school.  The  net  result  of  these  two  programs,  as  I  said,  provides 
us  with  wonderful  unintended  positive  results. 

Today,  there  are  only  65,000  people  living  in  institutions,  a  re- 
duction of  135,000  people  in  about  20  years.  From  95,000  children 
to  6,000  children,  we  have  literally  emptied  our  institutions  of  kids. 
Lifestyle  changes  for  our  constituency  have  been  immense,  leaving 
a  very  segregated,  nonnormative  environment  of  large  institution 
into  community  life  with  huge  personal  benefits,  and  in  addition 
excellent  economic  benefits. 

Let  me  share  you  some  cost  figures.  Today  it  costs  about  $77 
thousand  a  year  to  institutionalize  an  individual  with  mental  retar- 
dation. Special  education  costs  $10,000  a  year,  and  SSI  costs  us 
about  $5,500  a  year.  The  net  effect  of  special  ed  and  SSI  together 
total  $15,500.  You  have  a  net  savings  of  $62  thousand  per  child  per 
year  by  keeping  SSI  and  special  ed  well  funded. 

The  benefits  are  obvious,  Mr.  Chairman.  Yet  SSI  and  special  ed 
are  under  drastic  attack  in  this  country  right  now.  You  have  the 
opportunity  to  help  make  sure  that  the  Social  Security  Administra- 
tion implements  SSI  well  so  that  those  attacks  end  and  our  con- 
stituency is  protected. 

At  the  same  time,  you  have  a  chance  to  fully  fund  special  edu- 
cation so  that  it  too  doesn't  end  up  to  be  an  unfunded  mandate,  a 
problem  for  other  kids,  and  a  problem  for  schools.  We  really  hope 
that  you  pay  close  attention  to  SSI  and  special  ed. 
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With  that,  Mr.  Chairman,  we  thank  you  very  much  for  this  op- 
portunity to  testify. 
[The  prepared  statement  of  Paul  Marchand  follows:] 


The 
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Mr.  Chairman,  Committee  Members,  it  is  an  honor  and  a  pleasure  to 
appear  before  you  today.   My  name  is  Paul  Marchand.   I  am  Director  of  The 
Arc's  national  Governmental  Affairs  Office.   This  year  The  Arc  marks  its 
45th  year  of  nationwide  service  to  people  with  mental  retardation  and 
their  families. 

The  Arc  has  a  membership  of  over  120,000,  comprised  of  parents, 
relatives,  persons  with  mental  retardation,  professionals  and  other 
concerned  persons.   Together,  we  work  to  secure  for  the  seven  million 
people  in  this  nation  with  mental  retardation,  the  opportunity  to  choose 
and  realize  their  goals  of  where  and  how  they  learn,  live,  work,  and 
play. 

MENTAL  RETARDATION  AND  FEDERAL  POLICY 

People  with  mental  retardation  constitute  one  of  our  nation's 
largest  groups  of  citizens  having  disabilities.   Today,  one  out  of  every 
10  Americans  has  a  family  member  with  mental  retardation.   Slightly  more 
than  100,000  newborn  children  are  likely  to  be  added  to  this  group  each 
year  unless  far-reaching  preventative  measures  are  discovered  and  used. 
Mental  retardation  cuts  across  the  lines  of  racial,  educational,  social, 
religious  and  economic  background. 

Government  must  and  does  play  a  vital  role  in  providing  early 
intervention,  education,  vocational  training,  health,  housing  and  other 
important  services,  supports  and  benefits  to  people  with  mental 
retardation  and  their  families.   Prevention  of  mental  retardation  and 
other  disabilities  also  must  rely  heavily  on  government  support. 

The  Arc  clearly  recognizes  the  difficult  choices  facing  this 
Congress  and  this  Subcommittee  as  you  seek  to  establish  spending  levels 
for  the  many  important  human  services  programs  under  your  jurisdiction. 

As  our  nation  faces  its  ongoing  economic  struggle,  many  people  with 
mental  retardation  are  also  facing  difficult  personal  struggles,  as  the 
federal,  state  and  local  governments,  the  private  sector,  singly  and  in 
combination,  are  increasingly  unable  to  provide  even  basic  essential 
services  to  them.   We  are  keenly  aware  that  tens  of  thousands  of  people 
with  mental  retardation  linger  on  interminable  waiting  lists  for 
community  based  services.   Tens  of  thousands  more  languish  in 
inappropriate  and  costly  congregate  care  facilities  such  as  institutions 
and  nursing  homes.   Thousands  of  others  are  young  adults  who  have 
completed  their  education  but  are  forced  into  wasteful  idleness  at  home 
or  in  the  streets  because  of  the  lack  of  resources  and  training 
opportunities  which  lead  to  real  jobs.   Unfortunately,  they  become  part 
of  the  statistics  that  result  in  our  economic  crisis  instead  of  being 
part  of  the  solution. 

We  await  President  Clinton's  specific  FY  1996  spending  proposals. 
Shortly  after  the  President  releases  his  proposal,  we  will  then  provide 
you  with  our  specific  program-by-program  recommendations. 
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In  the  time  I  have  remaining,  I  would  like  to  briefly  focus  on  two 
key  federal  programs  under  the  jurisdiction  of  this  Subcommittee  which 
have  made  a  huge  impact  -  both  in  human  and  economic  terms  -  on  people 
with  mental  retardation  over  the  last  two  decades.   The  programs  are  the 
Supplemental  Security  Income  program,  first  enacted  in  1972  and  the 
Individuals  with  Disabilities  Education  Act,  originally  enacted  in  1975. 

Prior  to  the  enactment  of  these  laws,  state  policies  significantly 
reinforced  caring  for  children  and  adults  with  mental  retardation  in 
institutions.   Indeed,  in  1969,  almost  200,000  people  with  mental 
retardation  resided  in  state  institutions,  including  95,000  children. 
Many  parents  of  these  children  very  reluctantly  placed  them  in 
institutions,  only  because  there  was  absolutely  no  assistance  available 
to  them  to  keep  their  children  at  home.   For  those  families  struggling  to 
keep  their  child  at  home,  at  least  one  parent  was  forced  to  stay  home  to 
care  for  the  child  night  and  day.   School  boards  denied  their  children 
the  opportunity  to  go  to  school  and  the  federal  and  state  governments 
offered  them  little  or  no  help. 

That  changed  in  1973  for  low-income  parents  of  children  with  mental 
retardation  who  became  eligible  for  SSI.   Through  the  monthly  cash 
benefit,  parents  were  able  to  use  the  funds  to  purchase  goods  and 
services  which  now  allowed  them  to  keep  their  child  at  home.   Examples 
include  respite  care  to  provide  time  for  the  parents  to  devote  to  their 
other  children,  to  go  shopping  or  to  do  whatever  else  was  necessary  to 
keep  the  family  stable,  and  special  physical  adaptations  to  the  home  such 
as  ramps  and  accessible  bathrooms. 

In  1975,  the  Congress  guaranteed  the  right  to  a  free,  appropriate 
public  education  for  every  child  with  a  disability.   This  landmark 
legislation  opened  the  doors  of  schools  throughout  the  country  which  had 
been  shut  to  tens  of  thousands  of  children,  especially  those  with  severe 
disabilities.   This  law  proved  to  be  a  double  boon  to  parents.   First, 
their  children  would  benefit  from  education,  attaining  academic  and  other 
skills  for  self-support  and  to  prepare  them  for  adult  life.   Second,  the 
parents  could  go  about  a  normal  routine  while  their  child  is  in  school. 

Today,  it  is  estimated  that  only  65,000  persons  with  mental 
retardation  reside  in  institutional  settings  and  only  6,000  of  them  are 
below  the  age  of  21.   In  human  terms,  the  benefits  of  this  drastically 
lowered  institutional  population  are  enormous.   With  a  sound  education 
and  the  cash  supports,  many  of  our  constituency  live  fairly 
independently,  with  many  becoming  tax  payers.   The  contrast  in  lifestyles 
of  those  living  in  institutions  and  those  living  in  communities  with 
their  families  or  others  is  startling.   Those  who  remain  in  institutions 
will  likely  never  get  the  opportunities  to  be  productive  and  independent. 
They  will  be  dependent  on  others  for  practically  all  of  their  needs. 
Those  in  the  community  will  have  many  more  options  available  to  them  - 
from  friendships  to  living  environments,  from  recreational  opportunities 
to  the  choice  of  meals.   I  personally  know  several  hundred  individuals 
with  mental  retardation  who  now  live  in  the  community  after  living  many 
years  in  institutions.   Their  view  of  institutional  life  is  universally 
held:   institutional  life  stifles  individual  development  while  community 
life  nurtures  such  individual  development. 
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Even  more  stark  are  the  cost  differences.   Average  annual 
institutional  costs  were  $77,434  in  1992.   These  costs  are  split  between 
state  government  and  the  federal  government,  with  the  federal  share  a 
minimum  of  50  percent  and  a  maximum  of  78  percent.    Costs  run  well  above 
$150,000  per  individual  with  severe  disabilities.   Average  annual  special 
education  costs  are  estimated  at  approximately  $10,000.   Of  this  amount, 
the  federal  government  contributes  only  $458  per  student.   The  maximum 
SSI  annual  federal  benefit  is  about  $5,500.   Combining  special  education 
and  SSI  results  in  an  annual  cost  of  $15,500.   Thus  the  net  financial 
savings  to  government  by  avoiding  institutionalization  is  a  whopping 
$62,000  per  year  per  child. 

Despite  these  savings  and  the  benefits  of  community  life,  both  IDEA 
and  SSI  are  under  attack.   IDEA  is  perceived  by  some  to  be  an  unfunded 
mandate,  an  intrusion  on  our  school  systems  and  hurtful  to  students 
without  disabilities.   The  media  has  recently  depicted  SSI  as  a  rip-off 
to  tax  payers.   Clearly,  no  law  is  perfect  and  implementation  poses 
constant  challenges.   What  large  federal  program  doesn't?  Mr.  Chairman, 
The  Arc  urges  this  Subcommittee  to  carefully  review  the  funding  of  IDEA 
and  SSI.   The  Congress  has  never  met  its  promise  to  school  systems  to 
help  defray  the  excess  cost  of  special  education.   It  hasn't  even  come 
close.   We  respectfully  request  that  IDEA  funding  be  increased  in  your  FY 
1996  appropriations  bill  to  assist  states  to  provide  a  free,  appropriate 
public  education  to  the  almost  one-half  million  students  with  mental 
retardation  and  the  five  million  students  with  other  disabilities,  to 
helD  train  desperately  needed  teachers,  administrators,  and  related 
services  personnel,  to  provide  parent  training  and  to  expand  the  new  Part 
H  Early  Intervention  program  for  infants  and  toddlers  with  disabilities. 

We  also  urge  you  to  assure  that  the  Social  Security  Administration 
has  sufficient  staff  to  effectively  implement  the  SSI  program.   We  are 
convinced  that  almost  all  of  the  current  problems  with  the  SSI  program 
could  be  solved  with  a  sufficient  and  well-trained  SSA.   In  the  past  few 
weeks,  our  Association  has  heard  from  several  hundred  parents  of  children 
with  mental  retardation  who  are  SSI  recipients.    They  are  extremely 
worried  about  their  ability  to  maintain  their  child  at  home  without  the 
assistance  of  the  SSI  program.   They  shudder  at  the  alternative: 
institutionalization.   Yet,  they  acknowledge  that  they  will  have  no 
choice  but  to  institutionalize  their  child  if  they  lose  their  SSI.   There 
are  now  almost  900,000  SSI  children  recipients. 

Mr.  Chairman,  this  Congress  and  this  Subcommittee  will  decide  the 
future  for  these  families.   The  Arc  recognizes  the  incredible  burdens 
placed  upon  you  as  you  seek  to  chart  a  sound  economic  course  for  our 
country.   As  our  testimony  proves,  programs  like  IDEA  and  SSI  make 
terrific  sense,  both  economically  and  in  human  terms.   We  cannot  waste  a 
child  and  we  cannot  waste  $62,000  per  year  per  child.   Please  do  what  you 
can  to  appropriate  the  necessary  funds  to  protect  both  IDEA  and  SSI. 

Mr.  Chairman,  The  Arc  is  very  pleased  to  have  had  this  opportunity 
to  share  our  views  and  recommendations  on  these  critical  programs  with 
the  Committee.   We  want  to  thank  you  for  your  strong  support  in  the  past 
and  urge  you  once  again  to  be  responsive  to  the  needs  of  people  with 
mental  retardation. 
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Tuesday,  January  24,  1995. 

WITNESS 
SHARON  MONSKY,  SCLERODERMA  RESEARCH  FOUNDATION 

Mr.  Porter.  Thank  you  for  your  testimony,  Mr.  Marchand. 

Our  next  witness  is  Sharon  Monsky,  representing  the 
Scleroderma  Research  Foundation.  Sharon,  you  have  been  here  be- 
fore. Nice  to  see  you  again. 

Ms.  Monsky.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you  for  this  opportunity  to  testify  regarding  fiscal  year  1996 
appropriations  for  NIAMS  and  the  NIH.  I  am  very  grateful. 

I  am  Sharon  Monsky,  I  am  Chairman  of  the  Board  of  Directors 
of  the  Scleroderma  Research  Foundation.  I  am  a  businesswoman, 
a  wife,  a  mother  of  three  young  children,  and  I  have  the  disease, 
as  well;  a  disease  that  has  disfigured  my  appearance  and  changed 
my  life  forever,  and  as  each  year  goes  by,  yes,  Mr.  Chairman,  I  am 
thrilled  to  be  here,  just  to  be  here,  and  to  continue  to  spread  the 
word  and  another  year  of  life  is  a  blessing. 

Unfortunately,  this  is  a  disease  that  affects  hundreds  of  thou- 
sands of  people  in  our  country,  primarily  women,  women  in  the 
prime  of  their  life.  And  it  is  often  fatal.  It  is  very  difficult  to  live 
with,  and  not  a  whole  lot  was  being  done  about  it  until  we  began 
the  Scleroderma  Research  Foundation  only  a  few  years  ago.  I  am 
thrilled  with  the  progress.  We  have  funded  in  just  a  handful  of 
years  almost  $3  million  of  research,  which  comes  directly  from  indi- 
viduals, foundations,  and  has  supported  scientists  in  this  country. 
What  is  interesting,  though,  in  my  journey,  is  that  I  found  the 
progress  wasn't  fast  enough.  There  certainly  wasn't  enough  money, 
and  the  disease  wasn't  well-known  enough,  like  many  others. 

I  also  discovered  something  else  in  funding  this  research,  which 
was  that  people  weren't  working  together.  I  wanted  to  find  a  cure. 
Scientists  were  doing  excellent  basic  scientific  work  and  publishing 
papers  and  compelling  in  their  field.  Biotech  companies  were  get- 
ting some  products  to  market  and  making  great  discoveries.  Physi- 
cians were  struggling  to  treat  this  disease  and  basically  were  just 
treating  the  symptoms  because  there  is  no  cure  and  there  is  no 
way  to  halt  the  progress  of  the  disease. 

Why  not  work  together,  was  my  question.  Why  not  bring  the 
desks  of  medicine,  science  and  biotechnology  together  in  a  collabo- 
rative fashion,  in  a  noncompetitive  fashion,  to  make  progress.  Well, 
it  sounded  like  it  made  a  lot  or  sense,  but  that  is  not  what  was 
happening.  So  we  formed  two  research  centers,  one  in  the  San 
Francisco  Bay  area.  This  is  composed  of  University  of  California 
San  Francisco,  Stanford  Medical  Center,  and  biotech  companies 
such  as  Genentech,  Connectus  Therapeutics,  Soma,  Chiron,  all  who 
work  together  to  make  progress  in  the  scleroderma  field.  We  now 
have  two-and-a-half  years  under  our  belt  at  that  center.  We  have 
just  opened  a  second  on  the  East  Coast,  which  is  a  collaboration 
of  Johns  Hopkins,  University  of  Maryland,  support  from  NIAMS, 
as  well  as  Biotech  in  the  Baltimore  corridor.  We  are  thrilled  to  be 
able  to  open  the  second  center. 

Of  course,  it  is  difficult  given  the  small  amount  of  money  avail- 
able, but  now  people  are  asking  me  the  question,  where  is  the  third 
partner  in  the  triad  in  this  collaboration?  You  have  tremendous 
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support  from  private  industry,  you  have  tremendous  voluntary  sup- 
port from  scientific  advisers  like  Bruce  Alberts,  the  president  of  the 
National  Academy  of  Sciences,  and  many  people  who  say  a 
$100,000  of  research  spent  in  this  fashion  produces  a  million  dol- 
lars of  results. 

So  we  do  need  very  supportive  backyard  at  Bethesda  in  order  to 
facilitate  the  second  center.  And  that  would  help  us  form  a  true 
partnership  with  government,  academia  and  private  industry.  The 
problem  really  is  I  simply  can't  do  it  alone.  And  I  do  need  some 
help. 

There  are  three  areas  of  opportunity  as  relates  to  scleroderma. 
Scleroderma  is  the  problem  we  are  focusing  on,  but  the  basic 
science  of  this  work  will  help  many  other  diseases.  The  reality  is 
it  is  a  crooked  problem  to  solve.  If  you  take  the  biomedical  tech- 
nology of  today,  we  can  solve  this  problem,  if  it  is  transferred  prop- 
erly, if  it  is  worked  on  by  the  appropriate  people  in  a  relatively 
short  time. 

So  with  scleroderma,  if  NIAMS  held  a  symposium  to  determine 
the  next  research  priorities,  if  there  were  a  skin  registry  that  could 
support  the  development  of  and  models  for  scleroderma,  and  fi- 
nally, if  right  here  in  the  backyard,  Bethesda  could  be  an  equal 
partner  in  the  second  center,  we  could  move  forward  quickly,  not 
only  for  scleroderma,  but  many  other  related  diseases. 

I  am  delighted  to  see  the  support  on  the  part  of  top  notch  sci- 
entists to  this  problem.  I  am  delighted  to  see  the  physicians  work- 
ing with  the  scientists;  to  see  that  from  all  people  involved  in  this 
project  and  those  committing  their  careers  to  it  is  extraordinary. 
They  simply  said  to  me,  Sharon,  in  two  years  we  have  made  more 
than  15  years  of  progress. 

I  want  to  thank  you  for  your  time.  I  hope  that  I  created  enough 
interest  that  you  will  read  the  testimony  about  the  specifics  of 
what  these  research  centers  in  a  collaborative  multi-institutional 
approach  is  about.  And  I  simply  hope  that  this  partnership  and 
this  collaborative  approach  can  be  used  to  move  forward  critically 
important  research  for  all. 

Thank  you  very  much. 

[The  prepared  statement  of  Sharon  L.  Monsky  follows:] 
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The  Testimony  of  Ms.  Sharon  Monsky  on  Behalf  of  the 

Scleroderma  Research  Foundation 

January  25,  1995 


Mr.  Chairman  and  members  of  the  House  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies  Appropriations,  I  thank  you  for  the  opportunity  to  present 
testimony  regarding  the  FY  1996  appropriations  for  the  National  Institute  of  Arthritis, 
Musculoskeletal,  and  Skin  Diseases  (NIAMS). 

My  name  is  Sharon  Lynn  Monsky,  Chairman  of  the  Board  of  Directors  of  the  Scleroderma 
Research  Foundation,  a  non-profit  which  funds  biomedical  research  to  find  a  cure  for  scleroderma. 
I  am  a  businesswoman,  a  wife,  and  mother  of  three  children  under  the  age  of  ten.  I  am  also  a 
victim  of  scleroderma  —  a  disease  which  has  disfigured  my  appearance,  severely  limited  my 
physical  abilities,  and  with  each  passing  hour,  is  slowly  killing  me. 

In  1982, 1  was  diagnosed  with  scleroderma  in  the  middle  of  a  fast-track  career  in  international 
business  consulting.  I  was  told  I  had  the  most  serious  form  of  the  disease,  and  probably  had  less 
than  3  years  left  to  live.  Thirteen  years  later,  I  have  beaten  those  odds  in  large  part  because  my  will 
won't  surrender  hope  that  this  disease  can  be  beaten  --  not  just  for  me,  but  for  the  hundreds  of 
thousands  of  women,  men,  and  children  who  suffer  from  this  mysterious,  forgotten  disease. 

Scleroderma,  affects  approximately  a  half  a  million  Americans  -  almost  85%  of  whom  are  women, 
primarily  of  childbearing  years.  There  is  no  known  cause  or  cure,  and  no  FDA-approved 
therapeutic  exists  for  any  major  symptom  of  this  painful,  ugly,  and  often  deadly  disease. 

Literally,  scleroderma  means  "hard  skin, "  but  it  is  not  actually  a  skin  disease.    It  is  a  chronic, 
degenerative  auto-immune  disorder,  which  leads  to  the  overproduction  of  collagen  in  the  body's 
connective  tissue.  The  overabundance  of  collagen  quite  literally  hardens  the  connective  tissue  and 
damages  the  organs  involved.  Scleroderma  affects  many  patients  quite  differently.  In 
approximately  half  the  cases,  the  skin  is  the  only  organ  involved,  sometimes  limited  only  to  the 
extremities  such  as  the  face  and  hands.  In  the  other  half,  patients  such  as  I  are  diagnosed  with 
systemic  sclerosis,  in  which  internal  organs  are  implicated  as  well.  Because  of  the  extreme 
sensitivity  of  tissues  which  comprise  organs  such  as  the  heart,  kidney  and  lungs,  almost  70%  of 
patients  with  systemic  sclerosis  don't  live  beyond  seven  years  of  their  initial  diagnosis.  Even  in  its 
most  limited  form,  scleroderma  is  often  extremely  disfiguring  and  debilitating.  When  skin  around 
the  mouth  hardens,  oral  aperture  is  reduced  -  significantly  affecting  speech,  breathing,  and 
swallowing.  In  the  many  cases  of  hand  involvement,  dexterity  is  limited,  and  grasping  made 
nearly  impossible.  Simple  acts  such  as  dressing  oneself  or  holding  a  child's  hand  become  arduous 
and  painful. 

In  1987,  the  Scleroderma  Research  Foundation  was  founded  to  lead  private  sector  efforts  to  raise 
awareness  and  funds  for  scleroderma  research.  The  Foundation  brought  together  the  best  minds  of 
science,  academia  and  technology  in  a  collaborative  effort  to  find  a  cure  for  scleroderma  -  an  effort 
that  establishes  cure  advocacy  as  its  central  focus.  "Cure  Advocacy"  brings  together  scleroderma 
experts  and  top  scientists  from  all  basic  scientific  fields  relating  to  scleroderma  to  analyze  where  we 
stand  in  the  science  of  scleroderma  and  to  identify  the  most  critical  areas  that  need  to  be  addressed. 
In  bringing  cutting  edge  science  to  the  problem  of  scleroderma,  we  have  sought  to  create  an 
environment  where  truly  interdisciplinary,  cross-institutional  teams  work  together,  sharing 
resources  and  ongoing  study  information  with  one  common  goal.. .to  find  a  cure  for  scleroderma. 
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Our  innovative  research  methods,  already  successfully  implemented  at  the  San  Francisco  Bay  Area 
Scleroderma  Research  Center  and  privately  funded  through  our  efforts,  are  now  in  place  at  our 
East  Coast  Scleroderma  Research  Center  on  the  National  Institutes  of  Health  campus  in  Bethesda. 
Between  these  two  one-of-a-kind  Research  Centers,  the  top  scientists  from  Johns  Hopkins 
University  Medical  Center,  the  National  Institutes  of  Health,  Stanford  Medical  Center,  the 
University  of  California,  San  Francisco,  the  University  of  Maryland,  and  the  Bay  Area  and 
Baltimore  biotech  corridor  focus  on  our  innovative  approach  to  medical  research.  These  hand- 
selected  research  teams  communicate  with  each  other  regularly,  and  are  aided  in  their  work  by  a 
Scientific  Advisory  Committee  of  top  scientists  such  as  Dr.  Bruce  Alberts,  President  of  the 
National  Academy  of  Sciences,  Dr.  William  Rutter,  founder/CEO  of  Chiron  Corporation,  the 
directors  of  genetics  and  dermatology  at  Stanford  and  the  Physician-in-Chief  at  the  Johns  Hopkins 
Hospital  who  guide  and  facilitate  the  research  on  a  pro  bono  basis. 

Dr.  Regis  Kelly,  Director  of  the  Cell  Biology  Department  at  the  University  of  California,  San 
Francisco  said  "that  every  $100,000  invested  in  this  kind  of  research  can  produce  $1  million  of 
results  compared  to  the  usual  method."  Since  the  Foundation  started  in  1987,  we  have  funded 
over  $3  million  in  research  projects  with  over  80%  of  funds  going  directly  to  research  to  find  a 
cure  for  scleroderma.  Dr.  Kelly  continued  by  explaining  "what  is  revolutionary  in  my  experience 
is  a  streamlined,  rational,  planned  system  of  research  to  get  the  fastest  results  in  the  most  efficient 
way  possible  -  the  biggest  bang  for  the  buck  -  instead  of  the  typical  piecemeal  approach." 

As  the  scientific  community  learns  of  the  Foundation's  work  and  the  projects  we  are  funding,  we 
are  often  asked,  "Where  is  the  third  partner  in  this  triad  of  private  industry,  and  academia?  Where 
is  NIAMS?  NIAMS  should  be  adopting  and  fostering  this  type  of  approach."  I  agree,  as  does  the 
Foundation's  Scientific  Advisory  Committee.  The  role  the  Foundation  has  taken,  fitting  for 
NIAMS  and  our  great  National  Institutes  of  Health,  is  that  of  directing  and  managing  the  science 
on  behalf  of  the  patient.  We  are  no  longer  just  encouraging  new  and  exciting  young  researchers 
into  the  field  with  special  grants,  and  we  are  no  longer  just  funding  the  very  best  science  in  the 
field.  Instead,  we  are  now  driving  the  science  in  the  direction  of  a  cure. 

But  we  can't  do  it  alone.  Right  now,  the  collaborative  efforts  of  our  East  Coast  Research  Center 
are  racing  forward  in  the  Congressional  backyard  on  the  campus  of  the  finest  health  institution  in 
the  land  -  the  National  Institutes  of  Health.  The  Scleroderma  Research  Foundation  has 
successfully  met  the  challenge  of  raising  the  private  funds,  bringing  together  the  top  scientists  and 
targeting  the  most  direct  approach  to  finding  a  cure  for  chronic  illness.  We  have  two  very 
successful  and  productive  Research  Centers  fully  staffed  and  operational.  All  we  are  asking  is  for 
Congress  to  match  what  we  have  done  and  fund  $3.0  million  for  this  method  of  research  through 
NIAMS  or  another  appropriate  NIH  institute.    I  would  like  to  recommend  that  NIAMS  join  the 
Scleroderma  Research  Foundation  as  a  true  partner  in  these  multi-institutional,  cross-disciplinary 
efforts  to  find  a  cure  for  scleroderma  and  other  chronic  illnesses. 

I  also  would  like  to  request  an  additional  step.  Acting  Director  of  the  National  Institutes  of  Health, 
Michael  Lockshin  suggested,  and  indeed  recommended,  organizing  an  international  symposium 
attended  by  the  top  international  scientists  to  identify  the  highest  priorities  for  basic  scientific 
research  related  to  scleroderma.  The  Scleroderma  Research  Foundation  is  willing  and  has  proven 
to  be  able,  by  organizing  two  similar  top-notch  symposia  with  stellar  results.  Out  of  these  two 
gatherings  came  the  priorities  for  our  two  Research  Centers  and  a  commitment  from  the  best  and 
the  brightest  scientists  to  support  our  research  efforts.  Again,  we  are  only  asking  the  Congress  to 
match  what  we  ourselves  have  already  done.  A  plan  for  a  top-notch  international  symposium  on 
scleroderma  research  sponsored  by  the  NIAMS  would  support  unbelievable  advances  in  the 
current  state  of  knowledge  in  the  field.  The  progress  that  we  have  already  made  through  our 
collaborative  efforts  could  be  astronomically  magnified  with  almost  no  ripple  in  the  total  health 
research  spending. 
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Just  as  our  scientists  need  to  share  information  to  achieve  the  high-yield  results  of  their  research, 
so  must  those  who  are  involved  with  treating  this  disease  share  patient  information.  The  next  step 
in  our  critical  path  to  finding  a  cure  involves  creating  a  national  registry  for  scleroderma  patients. 
The  collaborative  efforts  involved  in  creating  this  database  again  are  already  in  progress  at  our  San 
Francisco  Bay  Area  Research  Center.  A  commitment  by  N1AMS  right  on  the  Bethesda  campus 
would  advance  the  registry  and  consequendy,  the  progress  of  our  innovative  results.  Our  regional 
registry  is  a  testing  ground  for  the  larger  program  that  is  critical  for  the  kind  of  information  sharing 
that  will  brings  us  closer  to  find  a  cure  for  scleroderma  and  chronic  illness. 

The  overall  partnership  that  we  are  proposing  is  much  greater  than  finding  a  cure  for  scleroderma, 
although  that  in  and  of  itself  is  worthy.  The  importance  is  the  collaborative  approach  to  chronic 
illness  --  the  solvability  of  this  problem  rather  than  millions  of  dollars  for  one  disease.  The 
Scleroderma  Research  Foundation  has  taken  the  initiative  in  conjunction  with  the  top  scientists  and 
academics  in  this  country  to  garner  the  funds  from  private  industry.  We  are  asking  you  to  join  in 
this  results-oriented  partnership  through  concentrated  federal  support  Scleroderma  is  the  ideal 
problem  to  solve  —  a  trial  balloon  to  expand  this  research  approach.  The  Scleroderma  Research 
Foundation  has  eight  years  of  experience  and  two  Research  Centers  which  we  have  brought 
together  and  funded.  1  ask  you  to  do  only  what  we  have  done  ourselves.  Use  this  partnership  and 
collaborative  approach  which  joins  private  industry,  government  and  academia  as  a  springboard  to 
find  a  cure  for  chronic  illness. 

Thank  you. 
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Mr.  Porter.  Ms.  Monsky,  we  very  much  appreciate  your  being 
with  us  again.  You  are  an  excellent  advocate  for  research  into 
scleroderma  and  we  thank  you  for  being  with  us. 


Tuesday,  January  24,  1995. 

WITNESS 

LOWELL  GOLDSMITH,  M.D.,  ASSOCIATION  OF  PROFESSORS  OF  DER- 
MATOLOGY 

Mr.  Porter.  Dr.  Lowell  Goldsmith,  the  Association  of  Professors 
of  Dermatology.  Dr.  Goldsmith. 

Dr.  Goldsmith.  Good  morning,  Mr.  Chairman,  members  of  the 
committee.  I  am  Lowell  Goldsmith.  I  am  Chairman  of  Dermatology 
at  the  University  of  Rochester,  and  for  two  years  I  was  President 
of  the  Association  of  Professors  of  Dermatology.  And  I  am  asking 
that  my  written  statement  be  part  of  the  record. 

We  would  obviously  like  to  thank  the  committee  and  the  Con- 
gress for  their  continued  support  of  biomedical  research  at  NIH 
over  the  decades.  As  I  think  you  heard  by  Sharon  Monsky,  bio- 
medical research  is  a  complex,  balanced  system  which  can 
synergize  the  contributions  made  by  the  universities,  industry  and 
government.  And  this  has  led  to  our  worldwide  renown  and  success 
in  that  area. 

NIH  is  the  critical  catalytic  spark  in  that.  The  spark  at  NIH  and 
especially  at  NIAMS  is  faint,  and  is  really  insufficient  to  fuel  the 
opportunities  which  are  necessary  to  care  for  the  patients  afflicted 
by  the  various  diseases  which  are  the  responsibility  of  NIAMS.  I 
am  concerned  that  NIH,  especially  NIAMS,  receive  adequate  fund- 
ing for  the  next  financial  year. 

Lack  of  support  of  both  research  grants  and  training  has  both 
short  and  long  term  implications,  both  for  health  and  biomedical 
research,  and  will  hamper  our  ability  to  recruit  new  researchers 
and  can  actually  imperil  our  national  leadership  in  this  area. 
NIAMS  has  a  large  and  diverse  research  agenda.  It  supports  both 
basic  and  clinical  research  in  a  large,  staggering  number  of  dis- 
eases that  include  skin,  muscles  and  bones. 

These  diseases  afflict  nearly  every  American,  women,  children, 
and  the  elderly.  It  has  been  estimated  that  the  annual  cost  to  soci- 
ety of  the  diseases  that  are  researched  by  NIAMS  is  over  $130  bil- 
lion a  year.  The  skin  is  the  largest  organ  of  the  body  and  is  a  major 
interface  between  people  and  their  environment.  The  skin  is  vul- 
nerable to  disease  and  injury,  including  occupational  diseases. 

This  year,  nearly  60  million  people  will  be  diagnosed  and  treated 
for  skin  diseases.  Occupational  diseases  of  the  skin  account  for  40 
percent  of  the  occupational  illnesses  which  keep  people  from  work 
and  lose  wages.  Besides  those  staggering  costs  to  society,  NIAMS 
remains  underfunded.  NIAMS  has  been  underfunded  since  its  in- 
ception in  the  1980s  and  really  cannot  reach  its  full  potential  with- 
out a  significant  increase  in  funding. 

There  is  and  there  has  been  a  significant  discrepancy  between 
the  numbers  of  approved  grants  funded  by  NIAMS  and  other  insti- 
tutes at  NIH.  This  is  a  chronic  problem,  it  is  not  a  statistical  va- 
gary of  just  one  year.  What  I  am  asking  of  this  committee  is  to 
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really  look  at  this  issue,  convince  yourself  that  there  is  a  serious 
discrepancy  between  the  funding  of  NIAMS  and  other  institutes  at 
NIH,  and  work  with  both  the  patient  groups  and  the  academic 
groups  under  all  of  the  fiscal  constraints  you  are  obviously  under 
to  see  if  we  can  come  up  with  some  kind  of  a  long-range  plan. 

I  think  without  that  adequate  funding,  many  promising  and  im- 
portant new  areas  of  research  will  not  be  funded  and  that  it  is  ba- 
sically the  patients  and  their  pain  and  suffering  that  are  the  con- 
sequences of  us  being  unable  to  find  research  for  this  disease. 

I  would  just  like  to  give  you  one  example  from  this  year  of  an 
extremely  important  disease,  melanoma,  where  we  have  an  impor- 
tant new  finding.  Skin  cancers  of  all  kinds  are  extremely  impor- 
tant, they  are  especially  important  in  the  southern  sun  belt  parts 
of  our  country.  They  are  especially  important  in  occupations  like 
agriculture  where  people  spend  lots  of  time  in  the  sun. 

A  new  genetic  marker  for  melanoma  was  found.  With  this  mark- 
er, children  who  are  susceptible  to  this  disease  will  be  able  to  be 
detected  at  an  early  age  of  life  and  sun  protection  will  be  able  to 
begin.  It  is  remarkable,  but  50  percent  of  a  total  individual's  expo- 
sure to  ultraviolet  light  occurs  before  the  age  of  18.  These  are  the 
years  when  you  are  outside  all  the  time.  These  are  the  years  in 
which  parents  and  schools  have  to  be  protecting  children. 

So  we  now  have  a  test  to  be  able  to  detect  children  at  special 
risks  for  skin  cancer.  I  can  go  on  and  on  with  research  advances, 
but  we  obviously  don't  have  the  time.  The  training  of  future  re- 
searchers is  also  in  peril.  Young  investigators  are  discouraged 
about  their  prospects  about  a  career  in  research  as  they  see  sci- 
entists going  through  all  of  the  difficulties  with  obtaining  funding. 
And  we  are  extremely  concerned  that  we  will  not  have  the  sci- 
entific base  that  this  country  needs  for  the  future. 

I  can  see  the  problems,  but  I  know  that  without  your  help  these 
problems  cannot  be  addressed.  Therefore,  Mr.  Porter  and  members 
of  the  committee,  in  recognizing  your  burdens  for  this  year,  rec- 
ognizing that  you  are  going  to  be  hearing  days  of  people  like  me 
talking,  as  well,  that  we  just  ask  you  to  look  at  the  mission  of 
NIAMS  at  NIH  and  give  them  the  highest  possible  priorities  that 
you  can. 

More  specifically,  I  ask  you  and  the  members  of  the  committee 
to  specifically  look  at  the  funding  program  of  NIAMS.  There  is  lots 
of  published  data  out  there.  Obviously  the  institute  has  more  data, 
so  we  can  look  at  this  chronic  underfunding  of  this  institute  which 
has  such  major  missions. 

I  would  be  happy  to  answer  any  questions. 

[The  prepared  statement  of  Lowell  A.  Goldsmith,  M.D.,  follows:] 
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SERVICES,  EDUCATION  AND  RELATED  AGENCIES 

ON  FISCAL  YEAR  1996  APPROPRIATIONS  FOR  NIAMS 


930  N  Meacham  Road  •  Schaumburg,  IL  60173-6016  •  (708)  330-9830  FAX  (708)  330-0050 


Mr.  Chairman: 

My  name  is  Lowell  A.  Goldsmith,  M.D.  I  am  a  professor  and  chairman  of  the  Department 
of  Dermatology  at  the  University  of  Rochester  School  of  Medicine;  and  for  the  past  two  years,  I 
served  as  the  President  of  the  Association  of  Professors  of  Dermatology.  The  Professors  of 
Dermatology  wish  to  thank  this  committee  and  the  Congress  for  its  continued  support  of 
biomedical  research  and  the  National  Institutes  of  Health. 

Biomedical  research  in  this  country  is  a  complex  balanced  system  which  synergizes 
contributions  made  by  universities,  industry  and  the  government.  Our  world-wide  renown  and 
success  has  been  made  possible  by  the  critical  catalytic  spark  contributed  by  government  funding. 
That  spark  at  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS)  is 
faint  and  insufficient  to  fuel  the  opportunities  which  will  satisfy  the  needs  of  the  patients  afflicted 
by  the  diseases  which  are  the  responsibility  of  NIAMS. 

As  you  know,  the  U.S.  leads  the  world  in  biomedical  research.  Our  citizens  have  won 
more  Nobel  Prizes  in  Medicine  and  Physiology  than  any  other  country,  nearly  half  of  all  those 
awarded.  It  is  not  surprising  that  our  Nobel  Prize  winners  have  benefitted  from  NIH  support, 
including  the  1994  winners,  Alfred  Gilman  and  Martin  Rodbell 

As  a  professor  of  dermatology,  I  am  very  aware  of  your  concerns  about  the  fiscal  health  of 
the  federal  government  and  the  many  difficult  funding  choices  that  you  will  be  making  over  the 
coming  months.  I,  too,  am  concerned.  I  am  concerned  that  the  National  Institutes  of  Health 
(NIH),  especially  NIAMS,  receive  adequate  funding  in  fiscal  year  1996.  Lack  of  support  for  both 
research  grants  and  training  stipends  has  both  short-term  and  long-term  implications  for  our 
biomedical  research  effort.  Fiscal  shortsightedness  will  cause  patients  to  suffer  and  die 
unnecessarily  and  will  hamper  our  ability  to  recruit  new  researchers.  We  not  only  imperil  our 
nation's  current  status  as  a  world  leader  in  this  area,  but  we  risk  losing  our  edge  in  the  future. 

NIAMS  has  a  large  and  diverse  research  agenda.  It  supports  both  basic  and  clinical 
research,  encompassing  a  staggering  number  of  diseases  affecting  the  three  largest  systems  in  the 
body  —  the  skin,  muscles  and  bones.  While  these  diseases  afflict  nearly  every  American,  many  of 
its  victims  are  women,  children  and  the  elderly.  It  has  been  estimated  that  the  annual  costs  to 
society  for  the  diseases  researched  by  NIAMS  is  at  least  $133  billion. 


The  skin  is  the  largest  organ  in  the  body  and  is  the  major  interface  between  1 
their  physical,  chemical  and  biological  environments.  It  is  the  foremost  portal  of  entry  for 
hazardous  and  potentially  hazardous  agents.  The  skin  is  vulnerable  to  disease  and  injury, 
including  occupational  disease  and  injury.  This  year,  nearly  60  million  Americans  will  be 
diagnosed  and  treated  for  skin  disease.  In  addition,  the  U.S.  Bureau  of  Labor  Statistics  reports 
that  occupational  skin  disease  accounts  for  40%  of  all  reported  cases  of  occupational  illness  - 
although  many  believe  that  occupational  skin  disease  is  significantly  underreported.  Over  $7 
billion  is  expended  in  the  United  States  each  year  for  medical  treatment  and  lost  wages  due  to  skin 
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Despite  these  staggering  costs  to  our  society,  NIAMS  remains  underfunded.  Indeed, 
NIAMS  has  suffered  from  lack  of  funding  since  its  inception  in  the  1980's,  and  will  not  reach  its 
full  potential  without  a  significant  increase  in  its  funding.  Certainly,  Congress  did  not  plan  to  have 
a  new  institute  unable  to  reach  its  potential.  A  recent  article  in  Science  illustrated  the  dramatic 
discrepancy  in  the  number  of  approved  grants  that  NIAMS  is  able  to  fund  in  comparison  to  the 
other  institutes  of  the  NIH    This  is  a  chronic  problem,  not  a  statistical  vagary  of  one  year.  The 
development  of  a  multi-year  approach  to  help  NIAMS  achieve  parity  with  the  other  institutes  at 
the  NIH  is  imperative  to  allow  the  translation  of  the  advances  in  bench  research  into  direct  patient 
care  improvements.  Better  and  more  efficient  care  usually  means  decreased  health  care  costs  —  a 
concern  of  most  Americans. 

Researchers  have  their  choice  of  which  research  field  to  study  and  the  chronic  severe 
underfunding  of  research  in  skin,  bones,  and  musculoskeletal  problems  will  make  this  field  of 
endeavor  less  attractive  to  young  researchers.  Without  an  infusion  of  young  minds,  future 
opportunities  will  be  lost. 

Fiscal  constraints  have  at  NIAMS  and  at  the  NIH  as  a  whole  have  enormous  consequence. 
Without  adequate  funding,  many  promising  new  areas  of  research  will  not  be  able  to  be  funded 
and  opportunities  to  relieve  the  pain  and  suffering  of  patients  and  their  families  will  be  delayed. 
NIAMS  must  have  adequate  funding  to  exploit  opportunities  in  both  basic  and  clinical  research. 

There  are  a  number  of  immediate  opportunities  in  basic  research  which  should  be  pursued 
over  the  next  year,  but  only  if  there  is  adequate  funding.  Recent  research  indicates  that  it  may  be 
possible  to  identify  those  genes  responsible  for  a  variety  of  autoimmune  diseases,  such  as 
scleroderma  and  lupus.  These  two  diseases,  which  predominately  affect  women  in  their  child 
bearing  years,  are  chronic,  debilitating,  fatal,  and  enormously  costly.  Identifying  those  genes 
responsible  for  these  terrible  ailments  open  new  doors  for  improved  treatments  and  diagnostic 
tools  and  even  cures. 

This  year,  NIAMS  coordinated  a  workshop  on  wound  healing.  Understanding  how  the 
healing  process  works  has  implications  for  a  variety  of  diseases  as  well  as  surgery  and  the 
treatment  of  traumatic  injury.  Cytokines  are  messengers  by  which  cells  communicate  and 
influence  the  behavior  of  other  cells.  Cytokines  induce  fever,  stimulate  cell  growth,  as  well  as 
play  an  important  role  in  the  healing  process.  There  is  much  we  need  to  know  about  the  work  of 
cytokines  and  much  we  will  not  know  without  adequate  funding. 

Gene  therapy  is  another  new  and  important  area  for  research.  Many  of  you  may  have  read 
about  the  use  of  gene  therapy  for  the  treatment  of  cystic  fibrosis  and  Gaucher" s  Disease.  There 
are  many  others  diseases  for  which  gene  therapy  may  be  the  way  to  a  cure.  Today,  researchers 
are  hopeful  that  gene  therapy  may  be  a  cure  for  epidermolysis  bullosa  (EB)    I  know  that  members 
of  this  committee  have  heard  testimony  from  Arlene  Pessar  and  her  late  son,  Eric  Lopez,  about 
the  tragedy  of  EB.  EB  is  a  group  of  skin  diseases  characterized  by  extreme  fragility  and  easy 
blistering  of  the  skin  and  other  epithelia,  including  the  eyes  and  airways.  In  its  most  severe  forms, 
the  blisters  lead  to  chronic  and  unremitting  wound  healing  which  result  in  extensive  scarring  of  the 
affect  skin.  Through  your  support,  dramatic  progress  has  been  made  in  identifying  the  genetic 
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abnormalities  in  several  types  of  EB.  Researchers  are  working  on  the  development  of  accurate 
prenatal  diagnostic  tools  for  this  disease.  Without  adequate  funding,  gene  therapy  for  EB  cannot 
go  forward. 

There  has  been  significant  progress  made  in  the  understanding  of  melanoma,  the 
malignancy  of  the  pigment  cell  in  the  skin,  and  the  precursor  of  squamous  cell  cancer,  the 
common  actinic  keratosis.  Both  of  these  skin  cancers  are  markedly  increasing  in  the  southern, 
more  sunny  parts  of  our  nation,  although  these  conditions  are  common  throughout  the  country. 
Those  in  occupations  with  high  sun-exposure  are  at  increased  risk  for  squamous  cell  carcinoma. 
A  genetic  DNA  marker  was  found  in  patients  with  atypical  moles  who  have  strong  family  histories 
of  melanoma.  Those  patients  make  up  at  least  10%  of  the  patients  with  melanoma.  With  this 
DNA  marker,  it  is  now  possible  to  identify  those  carrying  the  gene  for  melanoma  at  an  early  age 
so  they  may  begin  an  aggressive  regimen  of  sun  protection  early  in  life.  As  50%  of  an  individual's 
total  ultraviolet  B  exposure  -  the  rays  that  cause  skin  cancer  and  aging  -  occur  before  the  age  of 
18,  educating  parents  and  children  about  the  importance  of  sun  protection  can  significantly 
decrease  the  incidence  of  skin  cancers.  Actinic  keratoses,  scaling  red  spots  on  sun-exposed  areas 
which  are  often  the  precursors  of  squamous  cell  carcinoma,  have  been  linked  to  mutations  in  p53. 
This  molecule  is  important  in  controlling  the  balance,  multiplication  and  death  of  cells.  This  new 
finding  is  an  important  clue  as  to  how  squamous  cell  cancers  develop  and  also  suggest 
mechanisms  for  their  prevention  and  treatment. 

The  American  Academy  of  Dermatology  is  working  with  the  CDC  to  determine  the  most 
effective  means  of  public  and  professional  education  to  prevent  skin  cancer.  Such  prevention 
programs  will  lead  to  increased  quality  of  life  and  decrease  the  cost  of  diseases  leading  to  almost 
10,000  deaths  each  year. 

Clinical  research  -  bringing  the  work  from  the  laboratory  to  the  bedside  —  is  a  very 
important  mission  of  NIAMS  that  is  being  inhibited  by  a  lack  of  funding.  Since  the  inception  of 
NIAMS,  this  committee  has  voiced  its  concerns  about  the  lack  of  attention  to  both  intra  and 
extramural  clinical  research.  Unfortunately,  progress  is  being  made  in  the  lab,  but  is  not  making 
its  way  to  the  bedside.  NIAMS  has  only  recently  created  an  intramural  program  in  dermatology, 
under  the  office  of  the  NIAMS  Intramural  Scientific  Director.  Without  adequate  support,  this 
program  will  not  get  on  its  feet. 

The  training  of  future  researchers  is  also  in  peril.  As  you  may  know,  the  National 
Research  Council  and  the  Federation  of  American  Societies  for  Experimental  Biology  (FASEB) 
have  made  recommendations  for  "realistic"  stipends  for  predoctoral  and  first-year  postdoctoral 
appointees.  Unfortunately,  federal  appropriations  have  provided  insufficient  funds  for  NIH 
training  programs.  With  the  aging  of  research  faculty  at  our  universities,  medical  schools,  and 
research  institutes  ever-increasing,  it  is  vitally  important  that  we  train  young  scientists  to  take 
their  place. 

Young  investigators  are  becoming  discouraged  about  their  prospects  for  a  career  in 
research  and  are  disappearing  from  the  applicant  pool.  As  undergraduate,  graduate  and  medical 
students,  they  witness  the  inability  of  their  mentors  to  get  grant  funding.  This  is  acutely 


discouraging  as  they  have  a  firsthand  knowledge  of  the  importance  of  their  mentor's  work.  As 
experienced  and  intellectually  gifted  scientists  become  increasingly  unable  to  pursue  their  dreams, 
it  is  only  logical  that  their  trainees  should  feel  discouraged.  Why  should  they  commit  to  such  an 
arduous  life  when  their  friends  and  colleagues  are  pursuing  more  secure  careers? 

As  the  chairman  of  the  Department  of  Dermatology  at  the  University  of  Rochester,  I  see 
these  problems  first  hand,  but  know  that  without  your  help,  I  will  be  unable  to  address  them  Mr. 
Porter  and  members  of  the  subcommittee,  I  recognize  the  burdens  you  bear  this  year  and  ask  that 
you  remember  the  importance  of  the  mission  of  NIAMS  and  the  NtH  when  making  your  funding 
decisions  this  year. 

I  invite  this  committee  to  analyze  the  funding  patterns  of  NIAMS  and  convince  yourselves 
that  there  is  indeed  a  problem  of  chronic  underfunding  of  this  institute.  Please  work  with  the 
patient  advocate  and  academic  communities  to  develop  a  plan  for  alleviating  the  financial 
inequities  at  NIAMS  and  the  inequalities  for  patients  with  skin,  bone  and  musculoskeletal  diseases 
that  chronic  underfunding  causes. 
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Tuesday,  January  24,  1995. 

WITNESS 
EUGENE  BAUER,  M.D.  SOCIETY  FOR  INVESTIGATIVE  DERMATOLOGY 

Mr.  Porter.  Dr.  Goldsmith,  we  very  much  appreciate  your  testi- 
mony as  well.  Thank  you  very  much  for  being  with  us  today. 

Eugene  Bauer,  M.D.,  Society  for  Investigative  Dermatology.  Dr. 
Bauer,  we  understand  that  you  have  an  Illinois  connection. 

Dr.  Bauer.  I  do. 

Mr.  Porter.  Your  father  is  a  resident  of  Coles  County  and  a 
close  friend  of  our  colleague,  Glenn  Poshard.  Are  you  also  from  Illi- 
nois? 

Dr.  Bauer.  I  am.  Grew  up  in  Coles  County.  Spent  my  formative 
years  and  undergraduate  years  and  medical  school  at  Northwest- 
ern in  Cook  County,  and  my  years  in  the  military  in  Lake  County 
at  the  naval  hospital  at  Great  Lakes. 

Mr.  Porter.  In  my  district. 

Dr.  Bauer.  In  your  district. 

Mr.  Porter.  Well,  we  give  you  a  special  welcome. 

Dr.  Bauer.  Mr.  Chairman,  members  of  the  subcommittee,  I  am 
grateful  for  this  opportunity  to  testify  on  behalf  of  the  Society  for 
Investigative  Dermatology.  I  am  Professor  and  Chairman  of  the  De- 
partment of  Dermatology  at  Stanford  University,  and  I  would  like 
my  written  statement  to  be  included  as  part  of  the  record. 

With  your  permission,  I  shall  summarize.  The  mission  of  the  So- 
ciety for  Investigative  Dermatology  is  to  promote  research  in  skin 
disease  and  skin  biology.  The  conviction  of  its  more  than  2,000 
members  is  that  research  is  critical  for  improved  diagnosis,  treat- 
ment and  prevention.  Skin  disease,  as  you  have  heard  from  Dr. 
Goldsmith  and  Ms.  Monsky,  is  an  important  health  concern  in  the 
United  States,  affecting  greater  than  60  million  Americans.  Per- 
haps 5  percent  of  all  patient  visits,  or  24  million  annually,  are  re- 
lated to  skin  disease.  The  costs  are  staggering  and  greater  than  $7 
billion  each  year  in  treatment  and  lost  wages. 

Examples  of  skin  disease  that  are  important  include  skin  can- 
cers, which  are  a  major  public  health  concern  and  have  been  de- 
clared the  undeclared  epidemic.  Advances  in  research  and  skin  can- 
cer include  the  role  of  tumor  suppressant  genes  in  skin  cancer  and 
on  how  the  body  eliminates  damaged  DNA  after  sun  exposure.  The 
dermatology  community  has  joined  together  voluntarily  over  the 
past  11  years  to  carry  out  skin  cancer  screenings  across  the  coun- 
try and  has  been  heavily  investing  in  patient  education. 

Another  example  at  the  other  end  of  the  frequency  spectrum  is 
epidermolysis  bullosa.  As  you  know,  this  is  a  devastating  skin  dis- 
ease of  genetic  origin  which  causes  chronic  wounds  of  the  skin, 
eyes,  gastrointestinal  and  genital  and  urinary  tracts.  There  is  an 
ultimate  formation  of  skin  cancers  in  those  most  severely  affected. 

There  is  a  staggering  expense  to  patients'  families  of  usually 
more  than  a  quarter  of  a  million  dollars  annually.  Perhaps  the  best 
known  patient,  Eric  Lopez,  testified  to  this  subcommittee  on  many 
occasions.  Regrettably,  he  is  now  deceased,  but  his  testimony  led 
to  funding  of  one  of  the  most  productive  research  programs  in  skin 
biology  over  the  past  decade. 
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Since  the  creation  of  the  National  Institute  of  Arthritis  and  Mus- 
culoskeletal Skin  Diseases,  it  has  been  chronically  underfunded. 
The  grant  rate  has  been  substantially  lower  than  that  of  other  in- 
stitutes. Enticing  young  people  into  creative  careers  in  research 
has  again  been  daunting. 

We  are  grateful  to  Congress  for  the  funding  of  six  skin  disease 
research  centers.  However,  even  with  these  initiatives,  incremental 
funding  over  the  next  several  years  will  be  required  for  NIAMS  to 
reach  parity. 

In  summary,  research  drives  better  care  and  prevention.  Parity 
for  NIAMS  is  crucial.  Experience  has  shown  that  with  appropriate 
funding,  advances  can  be  made  and  brought  to  the  public  benefit. 

Mr.  Porter,  thank  you  again  for  the  opportunity  to  speak. 

Mr.  Porter.  Thank  you  Dr.  Bauer,  for  being  with  us,  and  we  ap- 
preciate your  testimony. 

[The  prepared  statement  of  Eugene  A.  Baur,  M.D.,  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee: 

I  am  grateful  for  this  opportunity  to  testify  before  you  today  on  behalf  of  the  Society  for 
Investigative  Dermatology.  My  name  is  Eugene  Bauer,  M.D.  I  am  a  professor  and  Chairman  of 
the  Department  of  Dermatology  at  Stanford  University. 

The  mission  of  the  Society  for  the  Investigation  of  Dermatology  (SID)  is  to  promote 
research  in  skin  disease  and  skin  biology.  The  2,000  members  of  the  SID  include  scientists  and 
physician  researchers  from  universities,  hospitals,  and  industry  committed  to  the  science  of 
dermatology.  It  is  the  conviction  of  our  membership  that  research  is  critical  to  unproved 
prevention,  diagnosis,  and  treatment  for  those  Americans  afflicted  with  skin  disease.  My  purpose 
here  today  is  to  emphasize  the  need  for  increased  funding  of  the  programs  of  the  National 
Institute  for  Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS). 

Skin  disease  represents  an  important  health  concern  in  this  country.  Skin  disease  affects 
over  60  million  Americans  and  costs  over  $7  billion  each  year  in  treatment  and  lost  wages. 
According  to  the  U.S.  Bureau  of  Labor  Statistics,  occupational  skin  disease  represents  40%  of  all 
reported  cases  of  occupational  illness,  although  experts  believe  that  unreported  cases  may  out 
number  reported  cases  by  ten  to  fifty  fold.  In  addition,  one  in  twenty  physician  visits  in  this 
country  is  made  for  some  skin  ailment  or  24  million  visits  annually.  Research  supported  by 
NIAMS  is  crucial  to  our  efforts  to  provide  better  treatments  and  cures  for  skin  diseases. 

Despite  the  enormous  toll  of  skin  disease  and  the  other  diseases  in  its  portfolio,  NIAMS 
remains  underfunded.  Since  its  inception  in  the  late  1980's,  NIAMS  has  not  received  sufficient 
funding.  The  success  rate  for  grants  at  NIAMS  is  significantly  lower  than  the  success  rates  of 
other  institutes  at  the  NIH  This  chronic  shortage  of  funds  is  limiting  scientists  in  their  efforts  to 
unlock  the  many  mysteries  of  skin  disease.  Perhaps  more  importantly  it  is  discouraging  young 
scientists  from  entering  into  this  important  field  of  research.  The  SID  believes  that  funding  for 
NIAMS  must  be  incrementally  increased  over  several  years  until  it  reaches  parity  with  the  other 
institutes  at  the  NIH. 

Epidermolysis  bullosa  (EB)  is  a  disease  I  am  very  familiar  with,  because  of  my  own 
research  and  my  work  with  the  EB  patient  registry.  EB  is  a  group  of  skin  diseases  characterized 
by  extreme  fragility  and  easy  blistering  of  the  skin  and  other  epithelia,  including  the  eyes  and 
airways.  These  blisters  often  lead  to  infections;  and  in  the  most  severe  forms  of  EB  the  blisters 
lead  to  chronic,  unremitting  wounds  which  result  in  extensive  scarring  of  the  affected  skin  and 
often,  an  early  death.  The  expenses  associated  with  a  child  with  severe  EB  are  staggering, 
between  $300,000  and  $400,000  annually.  Yearly  treatments  can  include  multiple 
hospitalizations,  kidney  dialysis,  numerous  surgeries  on  the  hands  and  other  extremities  to  ensure 
movement,  removal  of  skin  cancers,  amputation,  installation  of  feeding  tubes,  special  training  for 
parents  and  other  care  givers,  wheel  chairs,  speech  therapy,  and,  of  course,  funeral  expenses. 
Many  families  are  broken  by  the  financial  and  emotional  burdens  of  this  disease. 

Thanks  to  the  support  of  this  committee  and  its  response  to  the  moving  testimony  of 
Arlene  Pessar,  her  late  son  Eric  Lopez,  and  other  representatives  of  the  EB  patient  group, 


DEBRA,  we  are  making  progress.  The  support  of  this  committee  has  been  crucial  to  the 
establishment  and  success  of  an  EB  patient  registry.  Often,  it  is  difficult  for  researchers  of  rare 
disorders  to  enroll  a  sufficient  number  of  patients  in  clinical  trials  or  to  gain  information  on  a  rart 
disease,  but  the  creation  of  this  registry  has  improved  our  efforts  to  reach  patients.  Efforts  are 
now  underway  to  rename  this  registry  after  Eric  Lopez,  a  young  man  familiar  to  many  of  you  on 
this  subcommittee.  Eric  lost  his  battle  with  EB  last  fall,  but  his  memory  will  continue  to  inspire 
other  EB  patients  and  researchers. 

Skin  cancer  is  a  major  public  health  concern,  a  concern  of  federal  public  health  officials  as 
well  as  dermatologists.  Last  May,  the  Centers  for  Disease  Control  and  Prevention  (CDC) 
referred  to  skin  cancer  as  an  "undeclared  epidemic."  Skin  cancer  is  the  most  common  and  most 
rapidly  increasing  form  of  cancer  in  the  United  States.  One  out  of  every  three  cancer  diagnoses  is 
a  diagnosis  of  skin  cancer.  Nearly  1,000,000  cases  of  nonmelanoma  skin  cancer  -  most 
commonly  basal  and  squamous  cell  cancers  —  are  estimated  to  occur  each  year.  Melanoma  is  the 
most  deadly  form  of  skin  cancer,  accounting  for  over  75%  of  the  deaths  attributable  to  skin 
cancer.  Over  32,000  Americans  will  be  diagnosed  this  year  with  malignant  melanoma,  and  6,500 
will  die  from  melanomas. 

Reducing  death  and  morbidity  from  skin  cancer  is  possible  through  prevention,  education, 
early  detection,  and  research.  Two  years  ago,  the  CDC  began  a  skin  cancer  initiative  designed  to 
educate  the  public  and  health  professionals  about  the  dangers  of  sun  exposure.  Dermatologists 
and  public  health  officials  believe  that  skin  cancer  is  our  most  preventable  of  cancers  have  carried 
out  voluntary  skin  cancer  screenings  nationwide  for  the  past  1 1  years.  We  continue  to  work 
through  the  American  Academy  of  Dermatology  to  make  this  public  health  initiative  a  success. 
As  you  know,  the  American  Academy  of  Dermatology's  free  skin  cancer  screening  is  now  in  its 
1 1th  year.  We  urge  this  subcommittee  to  support  the  CDC  in  its  efforts,  and  provide  this 
program  with  $3  million  in  fiscal  year  1996.  The  $1.2  million  increase  will  allow  the  CDC  to 
enhance  its  public  education  effort  as  well  as  to  evaluate  current  prevention  activities.  In  addition, 
NIAMS  and  the  NCI  released  a  collaborative  RFA  for  research  on  educational  strategies  for  the 
prevention  of  skin  cancer.  The  RFA  entitled,  "Research  in  Public  and  Profession  Education  for 
the  Prevention  and  Control  of  Skin  Cancer,"  will  study  the  effects  of  public  education 
interventions  aimed  at  increasing  the  use  of  sunscreens  and  protective  clothing,  limiting  exposure 
to  solar  radiation,  avoiding  tanning  beds,  and  improving  other  risky  behaviors  associated  with  skin 
cancer. 

In  addition  to  prevention  activities,  researchers  are  actively  trying  to  defeat  skin  cancer. 
Recent  research  in  Boston  has  partly  solved  the  mystery  of  what  causes  a  suntan.  It  is  now 
known  that  a  suntan  is  the  body's  way  of  trying  to  excise  and  dispose  of  damaged  genetic 
material.  In  an  article  in  December's  Nature,  outlines  how  solar  radiation  penetrates  the  upper 
layers  of  the  skin,  bombarding  the  basic  units  of  DNA  inside  the  skin  cell  nuclei,  and  fusing  them 
into  nonfunctional  fragments.  The  process  of  repairing  these  errors  can  go  awry  and  cause  the 
individual  to  develop  skin  cancer.  Other  researchers  have  found  that  fair-skinned  children  who 
spend  many  hours  in  the  sun  each  day  were  more  likely  to  develop  moles.  Moles  are  an  important 
indicator  of  risk  for  melanoma. 


The  SID  is  grateful  to  this  committee  for  its  active  support  for  the  creation  of  six  core 
centers  in  skin  disease  research.  The  six  centers  are  located  in  Boston  (the  Harvard  Skin  Disease 
Research  Center  at  Brigham  and  Women's  Hospital),  New  Haven  (Yale  University),  Atlanta 
(Emory),  Dallas  (University  of  Texas  Southwestern  Medical  Center),  Cleveland  (Case  Western 
University),  and  Nashville  (Vanderbilt  University).  The  goal  of  these  centers  is  to  promote 
collaboration  between  dermatologists  and  other  scientists  as  a  means  of  facilitating  innovative 
research  on  skin  diseases.  These  centers  study  the  biology  of  healthy  skin  as  well  as  the  affects  of 
disease  and  injury  on  the  skin. 

Researchers  at  the  skin  centers  are  engaged  in  important  and  fascinating  work.  In  Boston 
and  in  Texas,  researchers  are  working  to  develop  transgenic  mice  to  be  used  as  models  of  a 
variety  of  skin  diseases.  At  Yale,  scientists  are  trying  to  identify  tumor  suppressor  genes  which 
normally  function  to  control  the  growth  and  differentiation  of  normal  melanocytes,  but  if  mutated 
can  result  in  the  development  of  malignant  melanoma.  Scientists  in  Cleveland  are  making  inroads 
in  our  understanding  of  allergic  contact  dermatitis,  a  major  cause  of  occupational  skin  disease.  At 
the  Vanderbilt  Skin  Disease  Research  Center,  scientists  conduct  both  basic  and  applied  research 
focusing  on  agents  which  regulate  cell  growth  and  are  involved  in  cancer  invasion  and  spread  as 
well  as  wound  healing. 

I  cannot  emphasize  enough  how  necessary  it  is  for  us  to  understand  the  basic  structure  and 
function  of  the  skin  and  the  biological  activities  of  cells  that  reside  in  the  skin.  As  we  come  to 
know  healthy  skin,  we  can  better  understand  how  altered  cellular  function  leads  to  skin  disease  as 
well  as  how  the  skin  heals. 

Mr.  Porter  and  members  of  the  Subcommittee,  I  appreciate  your  attention  and  the 
opportunity  you  have  given  the  SID,  today.  For  fiscal  year  1996,  please  do  your  utmost  to  ensure 
that  NIAMS  is  given  parity  with  the  other  NIH  institutes.  I  would  be  honored  to  answer  any 
questions. 
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Tuesday,  January  24,  1995. 

WITNESS 
REBAT  HAIDER,  M.D.,  NATIONAL  VITILIGO  FOUNDATION 

Mr.  Porter.  Rebat  Haider,  M.D.,  National  Vitiligo  Foundation. 
Dr.  Haider,  we  welcome  you. 

Dr.  Halder.  Thank  you,  Mr.  Chairman.  Mr.  Chairman  and 
Members  of  the  subcommittee,  I  am  Rebat  Haider.  I  am  professor 
and  chairman  of  the  Department  of  Dermatology  at  Howard  Uni- 
versity College  of  Medicine  here  in  Washington,  D.C.  On  behalf  of 
the  National  Vitiligo  Foundation,  I  am  grateful  for  the  opportunity 
to  be  with  you  today  on  an  issue  that  affects  the  lives  of  approxi- 
mately 4  to  5  million  Americans.  I  have  circulated  photographs 
that  I  request  that  you  look  at  and  which  you  may  keep. 

If  you  look  at  the  back  of  your  hands,  I  am  sure  that  each  of  you 
have  minor  dark  splotches  commonly  called  age  spots,  and  in  vary- 
ing degrees,  we  are  all  a  little  self-conscious  about  these  pigmenta- 
tion abnormalities. 

Now,  consider  for  a  moment  how  self-conscious  you  would  be  if 
half  of  your  hand  was  one  color  and  the  other  half  another  color. 
As  self-conscious  as  you  would  be  with  multicolored  hands,  think 
how  you  would  feel  if  every  time  you  looked  in  a  mirror,  you  saw 
your  face  with  large  splotches  of  dark  skin  superimposed  on  white 
skin  and  vice  versa.  What  you  are  feeling  as  we  talk  about  this 
malady  is  what  millions  of  Americans  feel  every  day.  These  are 
people  with  Vitiligo  and  are  shown  in  various  degrees  on  the  hand- 
out entitled  "This  is  Vitiligo." 

Specifically,  Vitiligo  is  a  disorder  in  which  the  pigment  cells  of 
the  skin  are  destroyed  with  resultant  large  white  splotches  form  on 
the  skin.  As  of  today,  we  still  do  not  know  its  cause.  Vitiligo  is  pre- 
sumed to  be  an  autoimmune  disease  in  that  the  body's  immune 
system  begins  to  destroy  one  of  its  own  components. 

Studies  indicate  people  with  Vitiligo  also  have  a  greater  risk  of 
developing  diseases  of  the  thyroid  gland,  or  pernicious  anemia,  a 
deficiency  of  vitamin  B-12.  Also,  Addison's  disease,  which  is  de- 
creased function  of  the  adrenal  gland  and  alopecia  areata,  round 
patches  of  hair  loss,  and  also  uveitis,  which  is  an  inflammation  of 
the  inside  of  the  eyes. 

While  Vitiligo  is  not  known  to  be  life-threatening,  it  certainly  is 
a  life-altering  disorder.  I  can  personally  attest  to  the  lives  of  three 
patients  to  the  mental  pain  they  must  endure  each  day  as  they  try 
to  work  or  study  or  go  shopping,  all  the  while  knowing  people  stare 
curiously  at  them. 

One  of  my  patients,  a  woman  in  her  40s,  shown  as  patient  num- 
ber 1  in  your  distributed  material,  tells  of  store  cashiers  afraid  to 
return  change  to  her  hands  because  her  hands  are  half  one  color 
and  half  another.  Another  of  my  patients  tells  of  discrimination  at 
her  office  because  she  doesn't  look  normal.  A  young  man  is  unable 
to  get  a  date  because,  he  says,  girls  think  I  am  some  kind  of  a 
freak. 

While  all  of  these  people  are  undergoing  treatment,  we  cannot 
help  but  be  saddened  that  they  are  also  altering  their  lives  to  ac- 
commodate their  appearance.  That  sadness,  however,  is  magnified 
a  hundred-fold  as  we  see  small  children  with  Vitiligo  shown  as  pa- 
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tients  2  and  3  in  your  distributed  material,  confused  with  what  is 
happening  to  their  body  and  ridiculed  by  their  peers,  unaware  of 
the  real  consequences  of  their  scorn. 

I  am  here  today,  not  just  on  behalf  of  the  National  Vitiligo  Foun- 
dation which  seeks  to  promote  and  fund  increased  research  and 
provide  education  on  this  disease,  but  also  on  behalf  of  medical  pro- 
fessionals like  myself  who  are  able  to  be  helped  through  Federal 
funding  this  committee  has  recommended  in  the  past.  The  research 
conducted  through  my  laboratory  and  others  throughout  the  coun- 
try are  a  direct  result  of  Federal  funding.  It  is  research  which  has 
made  considerable  strides  in  developing  treatments  for  people  with 
Vitiligo. 

As  a  result  of  our  research  funding,  treatment  is  successful  in 
about  50  percent  of  patients  with  Vitiligo.  Obviously,  however,  it  is 
the  remaining  50  percent,  those  for  which  our  research  must  con- 
tinue, that  also  brings  me  before  you  again  today. 

Today's  current  treatment  of  Vitiligo  consists  of  growing  replace- 
ment cultures  of  pigment  cells  and  transplanting  the  affected  areas 
with  these  cells.  Certainly,  this  treatment  is  a  major  accomplish- 
ment, but  it  is  an  extremely  time-consuming  and  costly  remedy 
which  needs  further  refinement.  Without  that  refinement,  and  the 
funding  for  its  development,  people  will  unfortunately  be  limited  to 
only  those  patients  with  adequate  resources  and  access  to  univer- 
sity medical  centers. 

Treatment,  of  course,  is  only  half  of  the  resolve  of  this  disorder. 
Research  into  its  cause  will  ultimately  produce  an  effective  cure. 
Today,  this  committee's  funding  has  produced  exciting  research 
into  identifying  the  DNA  and  genetic  make-up  that  we  believe  are 
the  causes  of  Vitiligo.  Based  on  existing  technology,  however,  com- 
plete identification  and  isolation  of  the  gene  causing  Vitiligo  could 
still  be  five  to  ten  years  in  the  future. 

Vitiligo  is  a  medical  disorder  that  carries  with  it  a  social  stigma, 
a  stigma  which  is  certainly  unfair,  but  is  understandable.  Vitiligo 
is  a  disorder  affecting  the  quality  of  life  for  up  to  5  million  Ameri- 
cans. We  have  built,  through  research  funding,  a  broad  foundation 
of  research  to  eventually  cure  Vitiligo. 

With  your  help  and  support,  we  have  had  the  opportunity  to 
build  on  that  foundation  and  see  a  cure  for  Vitiligo  become  a  re- 
ality, a  reality  desperately  needed  by  people  wanting  not  to  alarm 
store  cashiers  returning  change;  by  people  wanting  a  normal  office 
working  relationship  with  their  peers;  by  young  people  wanting, 
and  needing,  a  normal  social  life;  and  by  people  who  simply  want 
to  look  and  be  like  the  rest  of  us. 

To  achieve  this,  the  National  Vitiligo  Foundation  requests  that 
funding  for  the  National  Institute  of  Arthritis  and  Musculoskeletal 
and  Skin  Diseases,  or  NIAMS,  one  of  the  youngest  institutes  at 
NIH  and  historically  underfunded,  be  increased  and  be  given  parity 
with  the  other  institutes  for  the  next  fiscal  year. 

Thank  you,  Mr.  Chairman,  and  Members  of  this  subcommittee. 

Mr.  Porter.  Dr.  Haider,  thank  you  for  your  testimony.  Your 
statement  was  a  very  good  one  and  we  appreciate  you  being  here. 

[The  prepared  statement  of  Rebat  M.  Holder,  M.D.,  follows:] 
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Mr.  Chairman  and  members  of  the  Committee,  I  am  Rebat  M.  Haider.  I  am  Professor 
and  Chairman  of  the  Department  of  Dermatology  at  Howard  University  College  of  Medicine  here 
in  Washington,  D.C.  With  your  permission,  I  ask  that  my  written  comments  be  submitted  to  the 
record  as  well  as  my  verbal  testimony.  On  behalf  of  the  National  Vitiligo  Foundation,  I  am 
grateful  for  the  opportunity  to  talk  with  you  today  on  an  issue  that  affects  the  daily  lives  of 
approximately  four  to  five  million  Americans.  I  have  circulated  photographs  that  I  request  that 
you  to  look  at  and  which  you  may  keep. 

If  you  would,  please  look  at  the  back  of  your  hands.  I  am  sure  each  of  you  have  minor 
dark  splotches  —  commonly  called  "age  spots"  and,  in  varying  degrees,  we  are  all  a  little  self- 
conscious  about  these  pigmentation  abnormalities. 

Now,  consider  for  a  moment  how  self-conscious  you  would  be  if  half  of  your  hand  was 
one  color  and  the  other  half  another  color.  As  self-conscious  as  you  would  be  with  multi-colored 
hands,  think  how  you  would  feel  if  every  time  you  looked  in  a  mirror  you  saw  your  face  with 
large  splotches  of  dark  skin  superimposed  on  write  skin  (and  vice  versa).  What  you  are  feeling, 
as  we  talk  about  this  malady,  is  what  millions  of  Americans  feel  every  day.  These  are  people 
with  vitiligo  and  are  shown  in  various  degress  on  the  handout  entitled  "This  Is  Vitiligo". 

Specifically,  vitiligo  is  a  disorder  in  which  the  pigment  cells  of  the  skin  are  destroyed. 
As  of  today,  we  still  do  not  know  its  cause.  Vitiligo  is  presumed  to  be  an  auto-immune  disease 
in  that  the  body's  immune  system  begins  to  destroy  one  of  its  own  components. 

Studies  indicate  people  with  vitiligo  also  have  a  greater  risk  of  developing  diseases  of  the 
thyroid  gland;  or  pernicious  anemia,  a  deficiency  in  Vitamin  B12;  Addison's  disease,  which  is 
decreased  function  of  the  adrenal  gland;  alopecia  areata,  round  patches  of  hair  loss;  and,  uveitis 
which  is  an  inflammation  of  the  inside  of  the  eyes. 

While  vitiligo  is  not  known  to  be  life-threatening,  it  is  certainly  a  "life  altering"  disorder. 
I  can  personally  attest,  through  the  lives  of  my  patients,  to  the  mental  pain  they  must  endure  each 
day  as  they  try  to  work,  or  study  or  go  shopping  -  all  the  while  knowing  people  stare  curiously 
at  them. 

One  of  my  patients,  a  woman  in  her  forties,  shown  as  Patient  1  in  your  distributed 
materal,  tells  of  store  cashiers  afraid  to  return  change  to  her  hands  because  her  hands  are  "half 
one  color  and  half  another."  Another  of  my  patients  tells  of  discrimination  at  her  office  because 
she  "doesn't  look  normal."  A  young  man  is  unable  to  get  a  date  because,  "girls  think  I'm  some 
kind  of  a  freak!" 

While  all  of  these  people  are  undergoing  treatment,  we  can  not  help  but  to  be  saddened 
that  they  are  also  altering  their  lives  to  accommodate  their  appearance.  That  sadness,  however 
is  magnified  a  hundred-fold  as  we  see  small  children  with  vitiligo,  shown  as  Patients  2  and  3  in 
your  distributed  materal,  confused  with  what  is  happening  to  their  body  and  ridiculed  by  their 
peers  —  unaware  of  the  real  consequences  of  their  scorn. 
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I  am  here  today,  not  just  on  behalf  of  the  National  Vitiligo  Foundation  which  seeks  to 
promote  and  fund  increased  research  and  provide  education  on  this  disease,  but  also  on  behalf 
of  medical  professionals,  like  myself,  who  are  able  to  be  helped  through  federal  funding  this 
committee  has  recommended  in  the  past.  The  research  conducted  through  my  laboratory  and 
others  throughout  the  country  are  a  direct  result  of  federal  funding.  It  is  research  which  has 
made  considerable  strides  in  developing  treatments  for  people  with  vitiligo. 

As  a  result  of  your  research  funding,  treatment  is  successful  in  about  fifty  percent  of 
patients  with  vitiligo.  Obviously,  however,  it  is  the  remaining  fifty  percent  —  those  for  which 
our  research  must  continue  --  that  also  brings  me  before  you,  again  today. 

Today's  current  treatment  of  vitiligo  consists  of  growing  replacement  cultures  of  pigment 
cells  and  transplanting  the  affected  skin  areas  with  these  cells.  Certainly,  this  treatment  is  a 
major  accomplishment,  but  it  is  an  extremely  time  consuming  and  cosdy  remedy  which  still 
needs  refinement.  Without  that  refinement,  and  the  funding  for  its  development,  treatment  will, 
unfortunately,  be  limited  to  only  those  patients  with  adequate  resources  and  access  to  university 
medical  centers. 

Treatment,  of  course,  is  only  half  of  the  resolve  of  this  disorder.  Research  into  its  cause 
will  ultimately  produce  an  effective  cure.  Today,  this  committee's  funding  has  produced  exciting 
research  into  identifying  the  DNA  and  genetic  make-up  that  we  believe  are  the  causes  of  vitiligo. 
Based  on  existing  technology,  however,  complete  identification  and  isolation  of  the  gene  causing 
vitiligo  could  still  be  five  to  ten  years  in  the  future. 

Vitiligo  is  a  medical  disorder  that  carriers  with  it  a  social  stigma,  a  stigma  which  is 
certainly  unfair,  but  is  understandable.  Vitiligo  is  a  disorder  affecting  the  quality  of  life  for  up 
to  five  million  Americans.  We  have  built,  through  research  funding,  a  broad  foundation  of 
research  to  eventually  cure  vitiligo.  With  you  help  and  support  we  have  the  opportunity  to  build 
on  that  foundation  and  see  a  cure  for  vitiligo  become  a  reality.. .a  reality  desperately  needed  by 
people  wanting  not  to  alarm  store  cashiers  returning  change;  by  people  wanting  a  normal  office 
working  relationship  with  their  peers;  by  young  people  wanting,  and  needing,  a  normal  social 
life;  and,  by  people  who  simply  want  to  look,  and  be,  like  the  rest  of  us.  To  achieve  this,  the 
National  Vitiligo  Foundation  requests  that  funding  for  the  National  Institute  of  Arthritis 
Musculoskeletal  and  Skin  Diseases  (NIAMS),  one  of  the  youngest  institutes  at  NTH  and 
historically  underfunded,  be  increased  and  be  given  parity  with  the  other  institutes  for  the  next 
Fiscal  year. 

Thank  you  Mr.  Chairman  and  members  of  the  Committee. 
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Tuesday,  January  24,  1995. 

WITNESS 
GERALD  G.  KRUEGER,  M.D.,  AMERICAN  ACADEMY  OF  DERMATOLOGY 

Mr.  Porter.  Dr.  Gerald  Krueger,  American  Academy  of  Der- 
matology. Dr.  Krueger. 

Dr.  Krueger.  Mr.  Chairman  and  Members  of  the  subcommittee, 
I  am  Jerry  Krueger.  I  am  professor  of  medicine,  Division  of  Der- 
matology, at  the  University  of  Utah.  Today  I  appear  on  behalf  of 
the  American  Academy  of  Dermatology  headquartered  in  Illinois.  I 
have  a  written  statement  that  I  am  requesting  be  made  a  part  of 
the  record.  I  would  like  to,  with  your  permission,  summarize  that 
statement  for  you. 

Today,  my  research  program  and  patients  need  to  be  in  Utah. 
However,  funding  for  research  and  its  related  diseases,  skin  dis- 
eases is  sufficiently  jeopardized  so  as  to  cause  me  to  want  to  be 
here  before  this  committee.  My  fellow  dermatologists  and  our  pa- 
tients thank  you  and  Members  of  your  committee  for  continued 
support  for  skin  research.  We  are  especially  grateful  for  the  recent 
funding  for  patient  registries  of  rare  diseases.  These  registries  will 
be  invaluable  in  finding  the  genes  that  cause  these  diseases  and 
developing  methods  for  correcting  these  disorders  with  gene  ther- 
apy. 

Research  support  for  the  National  Institute  of  Arthritis  Musculo- 
skeletal and  Skin  Disease,  hereafter  referred  to  as  NIAMS,  is  cru- 
cial to  the  fight  against  skin  diseases  that  affect  more  than  60  mil- 
lion Americans.  This  institute  has  been  underfunded  since  its 
founding.  The  issue  of  parity  at  NIAMS  is  key,  critical,  crucial  or 
whichever  other  similar  word  one  might  wish  to  use. 

Numerous  experts  have  concluded  that  the  NIH  should  be  fund- 
ed at  a  level  that  would  allow  at  least  one  of  three  approved 
grants.  Across  the  NIH,  an  average  of  one  in  four  grants  is  cur- 
rently funded.  At  NIAMS,  it  is  between  one  and  five  and  one  and 
six,  only  one-half  which  should  be  funded. 

This  dismal  chance  for  success  is  causing  young  scientists  to 
abandon  careers  in  skin  research  and  is  causing  experienced  inves- 
tigators to  write  proposals  two  to  four  times  to  move  into  funding 
range.  Each  rewrite  takes  at  least  two  months  of  time.  Even  the 
most  callous  amongst  us  recognizes  the  inefficiency  this  generates, 
let  alone  the  trees  that  get  sacrificed  for  the  paper. 

Parity  for  NIAMS  requires  an  increase  of  15  percent.  We  know 
that  this  cannot  be  accomplished  in  one  year.  However,  we  urge 
you  to  take  the  incremental  steps  that  are  necessary  to  bring 
NIAMS  into  parity  with  the  other  institutes. 

The  American  Academy  of  Dermatology  is  also  supportive  of  con- 
tinued funding  for  occupational  skin  disorders  by  the  National  In- 
stitute of  Occupational  Safety  and  Health.  Medical  costs  and  dis- 
ability payments  as  a  result  of  occupational  skin  disease  approach 
$1  billion  annually. 

In  1995,  skin  cancer  will  outnumber  all  other  cancers  combined. 
This  estimate  includes  32,000  cases  of  malignant  melanoma,  the 
most  deadly  form  of  skin  cancer.  The  incidence  of  malignant  mela- 
noma in  1930  was  one  in  1,500.  It  is  expected  to  be  one  in  75  in 
the  near  future.  This  fact,  in  combination  with  the  growing  preva- 


76 

lence  of  other  forms  of  skin  cancer,  has  caused  the  Centers  for  Dis- 
ease Control  to  call  the  incidence  of  skin  cancer,  as  you  have  al- 
ready heard,  an  undeclared  epidemic.  The  American  Academy  of 
Dermatology  supports  and  is  working  with  the  Centers  for  Disease 
Control  program  for  prevention  and  early  detection  of  skin  cancer. 

Allow  me  to  conclude  by  saying  that  these  are  truly  the  best  of 
times  and  the  worst  of  times.  Each  week,  major  medical  break- 
throughs are  reported.  America  is  the  envy  of  the  world  of  bio- 
medical research.  Your  support  has  made  this  happen. 

Allow  me  to  personalize.  Researchers  at  the  University  of  Utah 
recently  localized  the  gene  for  inherited  forms  of  melanoma.  More 
recently,  the  causative  tumor  suppressor  gene  has  been  identified, 
heavy  accomplishments  for  a  small  institution  in  less  than  three 
years.  I  refer  to  these  as  the  best  of  times. 

To  gain  funding  for  these  important  breakthroughs,  the  research 
grants  went  through  two  and  three  rewrites,  more  than  one  year 
of  full-time  writing  by  productive  professional  researchers.  I  refer 
to  this  as  the  worst  of  times. 

Thank  you  for  hearing  us  and  for  your  support. 

[The  prepared  statement  of  Gerald  S.  Krueger,  M.D.,  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee: 

My  name  is  Gerald  Krueger,  M.D.  I  am  a  Professor  of  Medicine,  Division  of 
Dermatology,  at  the  University  of  Utah  School  of  Medicine  in  Salt  Lake  City,  Utah.  Today,  I 
appear  as  the  Chairman  of  the  American  Academy  of  Dermatology's  (AAD)  Council  on 
Research. 

My  colleagues  and  our  patients  thank  you  and  members  of  the  subcommittee  for  your 
continued  support  for  the  National  Institutes  of  Health  (NIH)  and  the  Centers  for  Disease  Control 
and  Prevention  (CDC).  I  would  also  like  to  thank  you  for  your  support  of  patient  registries  for 
rare  disorders.  You  will  be  interested  to  know  that  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS)  recently  awarded  five  contracts  to  establish 
registries  for  patients  suffering  from  rare  disorders,  including  a  National  Registry  for  Ichthyosis 
and  Related  Disorders.  These  registries  are  invaluable,  because  they  provide  a  central  listing  of 
medical  information  as  well  as  serve  as  a  source  of  patients  for  clinical  studies  on  new  methods 
of  treatment  and  prevention.  The  AAD  is  working  to  educate  dermatologists  about  the  existence 
of  these  new  registries. 

The  work  supported  by  NIAMS  is  crucial  to  our  fight  against  chronic  and  debilitating 
skin  disease  that  affects  60  million  Americans  every  year.  Unfortunately,  NIAMS  has  been 
seriously  underfunded  since  its  inception  in  1986.  While  we  are  grateful  House  and  Senate 
conferees  gave  NIAMS  a  small  boost  for  fiscal  year  1995,  increasing  the  institute's  funding  by 
3.6%,  the  funding  situation  remains  acute  at  NIAMS.  Indeed,  current  funding  levels  will  not 
allow  for  an  increase  in  the  NIAMS  payline.  Inadequate  funding  has  also  resulted  in  cutbacks  in 
personnel,  and  has  constrained  the  ability  of  the  Institute  to  operate  effectively.  I  believe  that  the 
most  dramatic  way  to  demonstrate  the  effect  of  inadequate  funding  for  NIAMS  is  to  simply 
examine  the  basic  and  clinical  research  opportunities  which  will  remain  unsupported  as  well  as 
the  savings  which  may  be  realized  by  increasing  our  investment. 

According  to  NIAMS,  opportunities  exist  in  several  areas  of  basic  research  that  should  be 
pursued,  but  will  not  bear  fruit  because  of  the  current  funding  levels.  Recent  research  has 
demonstrated  the  likelihood  that  a  specific  gene  or  genes  can  be  identified  that  are  responsible  for 
certain  autoimmune  diseases.  A  breakthrough  in  the  area  could  help  us  unlock  the  mysteries  of 
systemic  lupus,  scleroderma  and  other  autoimmune  diseases.  Nonhealing  wounds  are  a  huge 
drain  on  our  economy.  A  recent  NIAMS  workshop  on  wound  healing  identified  new  avenues  for 
research  in  this  area.  Improvements  in  our  understanding  of  how  the  skin  heals  itself  would 
improve  the  lives  of  patients  with  epidermolysis  bullosa,  pemphigus,  and  other  blistering  skin 
diseases;  it  could  reduce  the  amount  of  money  spent  each  year  by  the  Medicare  and  Medicaid 
programs  for  the  treatment  of  pressure  ulcers  in  the  bed-ridden  elderly;  it  would  decrease  the 
convalescence  time  of  individuals  with  burns  and  injuries  as  well  as  surgical  patients.  Indeed, 
the  potential  savings  in  both  dollars  and  in  human  suffering  would  be  enormous. 

Basic  and  clinical  research  in  melanoma  and  nonmelanoma  skin  cancers  must  also  be 
supported.  Recent  breakthroughs  on  the  development  of  moles  and  how  skin  responds  to 
damaging  sunlight  provide  new  opportunities  for  us  to  learn  how  to  better  combat  skin  cancer, 
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and  may  lead  to  the  development  of  such  tools  as  a  melanoma  vaccine. 

The  issue  of  parity  in  funding  for  NIAMS  is  a  very  important  one.  Currently,  the  success 
rate  for  NIAMS  is  well  below  that  of  the  other  institutes  as  NIH.  This  low  success  rate  means 
that  many  valid,  creative,  and  new  areas  of  inquiry  are  not  being  funded.  Experts  have  concluded 
that  the  NIH  should  be  funded  at  a  level  which  would  allow  them  to  fund  33%  of  approved 
grants.  NIH-wide,  only  one  in  four  approved  grants  is  funded.  The  success  rate  for  NIAMS  is 
below  one  in  five.  Scarce  resources  are  causing  young  scientists  to  abandon  careers  in  research. 

Parity  for  NIAMS  will  require  an  increase  of  1 5%,  a  very  large  increase  in  a  year  of 
budget  constraints.  We  are  well  aware  that  this  cannot  be  accomplished  in  one  year,  but  we  urge 
you  to  take  the  incremental  steps  necessary  to  bring  NIAMS  into  parity  with  the  other  institutes 
at  NIH. 

Skin  disease  is  an  important  health  concern  for  this  country.  It  is  estimated  that  60 
million  Americans  suffer  from  some  form  of  skin  disease.  Lost  wages  and  treatment  of  those 
suffering  from  skin  diseases  cost  this  country  over  $7  billion  annually.  Skin  disease,  especially 
occupational  dermatitis,  is  a  leading  cause  of  disability  in  the  workplace.  The  U.S.  Bureau  of 
Labor  Statistics  reports  that  occupational  skin  disease  constitutes  40%  of  all  disease  in  the 
workplace. 

The  AAD  is  concerned  that  support  of  both  intramural  and  extramural  clinical  research  in 
dermatology  remains  critically  underfunded.  NIAMS  believes  that  a  workshop  on  clinical 
research  training  in  dermatology  is  needed.  I  am  aware  that  the  lack  of  a  broad-based  intramural 
program  at  NIAMS  has  long  been  a  concern  of  this  committee,  and  especially  you,  Mr.  Porter. 
Recently,  NIAMS  expanded  its  intramural  program  to  include  three  new  intramural  sections, 
including  a  dermatology  unit.  Only  if  this  new  program  is  funded  adequately  will  we  be  able  to 
take  the  gains  being  made  in  the  laboratory  to  the  beside. 

The  AAD  supports  adequate  funding  for  the  National  Institute  of  Environmental  Health 
Sciences  (NIEHS).  Our  specialty  has  taken  the  lead  on  environmental  issues  that  effect  the  skin. 
In  1992,  the  Academy  hosted  a  conference  in  Washington,  DC  ~  the  National  Conference  on 
Environmental  Hazards  to  the  Skin  —  the  first  comprehensive  meeting  discussing  effects  of  the 
world's  deteriorating  environment  on  the  skin. 

Increased  funding  for  NIEHS  will  allow  expanded  work  on  toxins  and  their  effects  on 
man.  For  example,  occupational  skin  disorders  are  important  causes  of  morbidity  and  disability 
in  the  workplace.  The  National  Institute  for  Occupational  Safety  and  Health  (NIOSH)  has 
characterized  occupational  skin  disease  as  one  of  the  most  pervasive  occupation  health  problems 
in  America.  In  1982,  NIOSH  placed  skin  disorders  on  its  list  often  leading  work-related 
diseases  and  injuries;  and  a  recent  survey  by  the  National  Center  for  Health  Statistics  found  that 
one  in  eight  workers  reported  dermatitis  in  the  last  year,  and  15%  of  those  with  dermatitis 
attributed  this  to  a  chemical  or  substance  exposure  at  work.  The  AAD  feels  that  occupational 
diseases  are  a  significant  problem.  In  1988,  NIOSH  and  the  American  Academy  of  Dermatology 
jointly  sponsored  a  national  symposium  to  discuss  specific  measures  to  implement  the  NIOSH 
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National  Strategy  for  the  Prevention  of  Dermatological  Conditions. 

Despite  efforts  to  reduce  it,  occupational  skin  disease  still  takes  an  enormous  toll. 
According  to  the  U.S.  Bureau  of  Labor  Statistics,  an  estimated  40%  of  all  reported  occupational 
illness  are  skin  complaints.  Skin-related  illnesses  costs  millions  of  dollars  in  lost  work  time  —  1 1 
days  a  year  per  affected  worker  annually,  as  well  as  medication  and  treatment  expenses.  The 
number  of  reported  cases,  however,  is  believed  to  be  underreported  by  ten  to  fifty  fold. 
Therefore,  medical  costs  and  disability  payments  could  easily  range  from  $222  million  to  $1 
billion  annually.  If  additional  funds  were  made  available,  research  advances  in  treatment,  the 
development  of  protective  clothing,  and  in  other  areas  could  yield  great  savings. 

The  Centers  for  Disease  Control  now  calls  the  incidence  of  skin  cancer  an  "undeclared 
epidemic."  Skin  cancer  incidence  and  mortality  rates  continue  to  rise.  Estimates  suggest  that 
more  than  one  million  new  cases  of  skin  cancer  were  diagnosed  in  1994.  One  out  of  every  three 
cancer  diagnoses  will  be  a  diagnosis  of  skin  cancer.  This  makes  it  not  only  the  most  prevalent 
cancer  but  it  also  outnumbers  all  other  cancers  (breast,  lung,  etc)  combined.  This  estimate 
includes  32,000  cases  of  malignant  melanoma,  the  most  deadly  form  of  skin  cancer.  While  basal 
cell  carcinoma  and  squamous  cell  carcinoma  remain  the  more  prevalent  skin  cancers,  it  is  most 
unfortunate  that  the  incidence  of  melanoma  is  rising  faster  than  any  other  cancer.  Melanoma 
causes  nearly  three-quarters  of  the  9,000  skin  cancer  deaths  in  this  country.  In  the  1930's,  the 
incidence  of  malignant  melanoma  was  1  person  in  1,500.  By  the  year  2000,  it  is  expected  to  be  1 
in  75.  Malignant  melanoma  is  the  leading  cancer  in  young  women  between  25-29  and  is  second 
only  to  breast  cancer  in  young  women  in  their  30's. 

Skin  cancer  is  preventable.  A  determined  public  health  effort  of  prevention,  education 
and  early  detection,  combined  with  basic  medical  research  into  the  mechanisms  of  skin  cancer, 
will  reduce  the  incidence  of  skin  cancer  and  skin  cancer-related  deaths.  For  the  past  two  years, 
the  AAD  has  been  actively  working  with  the  CDC  to  develop  a  comprehensive  national 
prevention  program,  like  the  very  successful  program  in  Australia,  to  reduce  the  incidence  of 
skin  cancer.  As  part  of  this  effort,  the  CDC  joined  with  the  National  Weather  Service  and  the 
Environmental  Protection  Agency  last  summer  in  the  preliminary  launch  of  the  UV  Index.  The 
purpose  of  the  UV  Index  is  to  provide  Americans  with  the  next  day's  likely  levels  of  exposure  to 
ultraviolet  radiat:on  as  well  as  vital  information  about  what  you  can  do  to  protect  yourself  against 
the  sun's  deadly  rays  and  prevent  skin  cancer.  The  AAD  believes  that  this  important  cancer 
prevention  program  should  be  fully  funded  at  $3  million  for  fiscal  year  1996.  These  additional 
funds  would  allow  the  CDC  to  enhance  its  public  education  program  and  allow  for  the  evaluation 
of  current  prevention  activities. 

Mr.  Porter  and  members  of  the  Subcommittee,  I  appreciate  your  attention  and  the 
opportunity  you  have  given  the  AAD,  today.  For  fiscal  year  1996,  please  do  your  utmost  to 
ensure  that  NIAMS  is  given  parity  with  the  other  NIH  institutes.  I  would  be  honored  to  answer 
any  questions. 
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Mr.  Porter.  Dr.  Krueger,  thank  you  for  coming  all  the  way  from 
Utah  to  come  to  testify  today.  We  very  much  appreciate  your  good 
statement  to  the  subcommittee. 

I  would  advise  that  we  have  a  vote  on  right  now;  we  are  going 
to  continue  our  hearing  in  hopes  that  Mr.  Bonilla  will  return  in 
time  for  me  to  go  vote  also. 


Tuesday,  January  24,  1995. 

WITNESS 

JOHN   T.    GRUPENHOFF,   Ph.D.,   NATIONAL  ASSOCIATION   OF   PHYSI- 
CIANS FOR  THE  ENVIRONMENT 

Mr.  Porter.  John  Grupenhoff,  Ph.D.,  National  Association  of 
Physicians  for  the  Environment. 

Dr.  Grupenhoff,  it  is  good  to  see  you. 

Dr.  Grupenhoff.  Thank  you.  Thank  you  for  permitting  me  to 
testify.  I  am  going  to  be  speaking  today  about  two  institutes  at  the 
NIH,  the  National  Institute  for  Environmental  Health  Sciences  and 
also  the  Fogarty  International  Center. 

The  National  Association  of  Physicians  for  the  Environment  was 
established  only  18  months  ago.  Already  we  have  joined  with  us  21 
medical  societies.  The  attempt  is  to  ensure  that  practitioners  and 
others  who  deal  with  diseases  understand  the  impact  of  the  envi- 
ronment on  the  human  body  so  that  medical  specialty  organiza- 
tions can  deal  with  those  organs  and  systems  of  the  body  that  they 
understand  best. 

The  Fogarty  International  Center  is  working  on  the  issue  of  the 
protection  of  biodiversity,  especially  as  it  regards  the  derivation  of 
pharmaceuticals  and  other  biologicals  from  the  natural  world.  It  is 
estimated  by  them  that  25  percent  of  the  U.S.  pharmaceuticals  are 
derived  from  plants  and  another  15  percent  from  microorganisms. 

The  National  Association  of  Physicians  for  the  Environment  is 
deeply  interested  in  this  because  they  believe  that  if  individuals 
who  are  specialists  understand  the  drugs  that  they  use  and  how 
they  are  derived  from  the  natural  world,  they  will  have  a  greater 
empathy  for  the  natural  world  itself.  The  Fogarty  Center  has  re- 
cently compiled  a  report  and  it  indicates  that  about  15  of  the  insti- 
tutes and  other  agencies  of  the  NIH  were  involved  in  the  protection 
of  biodiversity  because  of  the  pharmaceuticals  involved. 

Second,  the  Fogarty  Center  is  going  to  be  holding  a  National 
Conference  on  Human  Health  and  Biodiversity  on  April  3rd  and 
4th  of  this  year.  Additionally,  the  Fogarty  Center  has  let  a  grant 
for  the  study  of  pharmaceuticals  and  they  will  be  listed  in  matrix 
order  by  name,  by  generic  name,  by  organ  and  system  dealt  with, 
by  disease,  and  by  specialty  using,  to  reinforce  the  understanding 
of  specialists  as  to  the  use  of  drugs.  We  fully  support  what  the 
Fogarty  Center  is  doing.  It  is  now  reaching  out  as  well  to  inter- 
national issues  of  an  environmental  nature,  and  is  working  with 
universities  overseas  on  that  issue. 

I  want  to  speak  also  about  the  National  Institute  for  Environ- 
mental Health  Sciences.  The  NIHS  early  on  funded  a  conference 
called  physicians  and  the  environment,  for  the  first  time  bringing 
together  about  100  medical  specialty  leaders  to  discuss  environ- 
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mental  impacts  on  the  human  body,  and  recently  funded  a  con- 
ference on  air  pollution  impacts  on  all  organs  and  systems  of  the 
body.  This  institute  we  see  is  an  institute  for  disease  prevention, 
and  it  goes  along  with  our  concept  of  pollution  prevention  is  disease 
prevention. 

Mr.  Chairman,  we  support  both  of  these  agencies,  and  when  it 
comes  time  to  appropriate  for  them,  we  hope  that  you  will  recall 
that  the  Fogarty  International  Center  has  done  remarkable  work 
in  the  field  of  biodiversity  protection  for  pharmaceuticals  and  that 
the  NIHS  is  an  important  prevention  of  disease  agency. 

Thank  you  very  much. 

[The  prepared  statement  of  John  T.  Grupenhoff,  Ph.D.  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for 
giving  me  the  opportunity  to  present  testimony  on  behalf  of  the 
National  Association  of  Physicians  for  the  Environment. 

Today  I  am  substituting  for  Dr.  Byron  Bailey,  Chairman  of  the 
NAPE  Committee  on  the  Protection  of  Biological  Diversity  and 
Chairman  of  the  Department  of  Otolaryngology,  University  of  Texas 
Medical  Branch,  Galveston,  Texas,  who  finds  it  necessary  to  be  in 
the  operating  room  today. 

I  am  John  Grupenhoff  and  I  serve  as  Executive  Vice  President  of 
this  relatively  new  organization,  eighteen  months  old. 

Quickly,  for  background  Mr.  Chairman,   NAPE  has  been  developed  to 
work  with  the  national  medical  specialties  and  subspecialties  (88 
total),  with  national,  state,  and  local  medical  societies,  and 
with  individual  physicians  to  deal  with  the  impacts  of 
environmental  pollutants  on  the  organs,  systems  or  disease 
processes  best  known  to  them.   NAPE  will  inform  physicians, 
patients  and  the  public  about  the  impact  of  pollutants  and  the 
necessary  personal  and  public  health  steps  that  should  be  taken 
to  reduce  or  eliminate  those  pollutants,  and  also  will  involve 
physicians  in  environmental  issues  global  in  nature,  such  as 
protection  of  biological  diversity.   Health  professional 
organizations,  non-profit  environmental,  public  interest 
organizations,  and  individuals  concerned  with  environment  and 
health  issues  are  invited  to  become  members. 

I  wish  to  speak  today  about  two  agencies  of  the  National 
Institutes  of  Health:   the  Fogarty  International  Center  and  the 
National  Institute  of  Environmental  Health  Sciences. 

First,  as  to  the  Fogarty  Center,  I  refer  you  to  Dr.  Bailey's 
statement  and  his  concerns  which  are  attached  to  this  written 
testimony.   Also,  I  would  like  to  comment  on  an  innovative 
program  established  by  the  Fogarty  International  Center  on  NIH, 
in  coordination  with  the  National  Science  Foundation  and  the 
United  States  Agency  for  International  Development. 

The  International  Cooperative  Biodiversity  Groups  Program  was 
launched  two  years  ago  to  discover  new  drugs  from  natural 
products  derived  from  the  Earth's  biological  diversity.   In 
concert  with  these  efforts,  strategies  are  advanced  to  preserve 
biological  diversity  and  promote  economic  growth  through 
sustainable  harvesting. 

The  projects  supported  include  the  screening  and  cataloguing  of 
plants,  insects  and  related  species,  the  examination  of 
traditional  medicine  practices  from  indigenous  cultures,  and 
training  for  scientists  from  cooperating  nations. 

In  the  United  States,  one-quarter  of  all  pharmaceuticals  are 
substances  extracted  from  plants.  Another  13  percent  are  derived 
from  microorganisms.   Yet  only  a  tiny  fraction  of  the  world's 


biological  wealth  has  been  studied  for  potential  therapeutic 
benefit.   All  of  us  involved  in  this  program  share  a  high  degree 
of  enthusiasm  and  expectation.   It  not  only  meets  an  urgent  need 
in  medicine,  it  also  presents  a  paradigm  for  sustainable 
development.   This  is  done  by  supporting  projects  which  promote 
sustained  economic  activity  through  the  preservation  of  natural 
resources . 

This  is  one  of  the  several  programs  of  the  Fogarty  Center  that 
address  health  threats  of  global  impact.   Center  programs  in 
HIV/AIDS  have  increased  health  research  capacity  in  over  50 
developing  nations .   They  have  prepared  scientists  to  launch 
prevention  programs  and  international  vaccine  trials  and  enabled 
U.S.  scientists  to  conduct  key  studies  on  HIV/AIDS,  that  could 
not  be  conducted  in  the  United  States  alone. 

NAPE  is  very  enthusiastic  about  the  fact  that,  based  on  their 
successful  biodiversity  and  HIV/AIDS  programs,  this  fiscal  year 
the  Fogarty  Center  launched  pilot  programs  in  population  and 
health,  and  environment  and  occupational  health.   These  programs 
create  scientific  partnerships  between  U.S.  universities  and 
counterparts  in  important  regions  of  the  world  to  meet  critical 
public  health  needs. 

On  behalf  of  the  National  Association  of  Physicians  for  the 
Environment,  I  strongly  encourage  the  subcommittee  to  provide 
resources  that  would  enable  the  Fogarty  Center  to  substantively 
increase  the  numbers  of  U.S.  scientists  and  institutions  involved 
in  these  international  efforts. 

Second,  in  regard  to  the  National  Institute  of  Environmental 
Health  Sciences,  I  will  be  providing  written  testimony  to  your 
staff  shortly. 
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Mr.  Chairman,  it  is  a  pleasure  to  present  this  testimony  in 
support  of  appropriations  for  the  John  E.  Fogarty  International 
Center  for  Advanced  Study  in  the  Health  Sciences  of  the  National 
Institutes  of  Health.   I  speak  on  behalf  of  the  membership  of  the 
National  Association  of  Physicians  for  the  Environment,  an 
association  of  medical  and  professional  societies  that  is 
organized  for  the  purpose  of  educating  the  public  about  the 
relationship  of  human  health  to  the  health  of  the  environment. 
We  believe  that  the  preservation  of  a  healthy  environment  is  the 
foundation  of  human  health  on  this  planet.   I  am  here  today  as 
the  Chairman  of  the  Committee  for  the  Protection  of  Biological 
Diversity  of  the  National  Association  of  Physicians  for  the 
Environment  (NAPE). 

I  wish  to  emphasize  three  points  of  great  importance  in  the  brief 
paragraphs  that  follow: 

1 .  the  importance  of  plants  in  our  environment  as  sources 
for  present  and  new  medical  treatment; 

2 .  the  key  role  of  the  Fogarty  International  Center  at  the 
NIH  in  organizing  and  sponsoring  the  1995  International 
Conference  on  Biological  Diversity  at  the  Smithsonian 
Institution,  April  3-5,  1995;  and 

3.  the  importance  of  the  Fogarty  International  Center 
grants  in  support  of  coordinated  international  research 
efforts  in  support  of  improved  global  health. 

First,  the  Fogarty  International  Center  has  been  the  focus  of  a 
major  effort  within  the  National  Institutes  of  Health  to  identify 
and  catalog  the  medical  products  that  originate  in  the  natural 
world.   The  Senate  Committee  on  Appropriations  reported  in  the 
1994  budget  a  mandate  to  the  National  Institutes  of  Health  to 
"prepare  a  report  on  all  of  its  activities  in  regard  to  drugs  and 
medical  products  derived  from  the  natural  world  and  its  efforts 
in  the  protection  of  biological  diversity."   The  Fogarty  Center 
report  describes  the  current  research  activities  pertaining  to 
medical  products  from  the  natural  world  that  are  currently 
sponsored  by  the  Fogarty  Center  and  twelve  of  the  institutes  at 
the  NIH.   The  report  emphasizes  that,  "all  over  the  world  NIH- 
supported  researchers  are  working  to  discover  and  develop  medical 
products  from  nature,  conducting  research  to  benefit  health, 
anhance  conservation,  and  promote  economic  development."  The 
report  spells  out  the  important  role  of  the  NIH  in  the 
preservation  of  biological  diversity. 

Vs  a  second  point,  the  Fogarty  Center  has  been  instrumental  in 
>rganizing  and  sponsoring  an  international  conference  on  the 
.mportance  of  biological  diversity,  with  particular  reference  to 
ipportunities  to  improve  human  health.   This  conference  will  be 
ield  in  the  International  Lecture  Hall  of  the  S.  Dillon  Ripley 
nternational  Center  of  the  Smithsonian  Institution  on  April  3rd 
nd  4th.   It  will  be  followed  by  a  further  planning  meeting  which 


will  be  held  on  the  NIH  campus  on  April  5,  1995.   These  meetings 
will  bring  together  the  outstanding  international  scientists 
working  in  almost  every  field  dealing  with  the  relevance  of 
biological  diversity  to  human  health.   The  information  presented 
at  this  International  Conference  will  be  new  and  of  considerable 
scientific  importance.   The  National  Association  of  Physicians 
for  the  Environment  has  been  involved  in  the  design  and  promotion 
of  this  conference  and  is  working  with  the  Fogarty  Center  to 
facilitate  the  publication  of  this  information  at  the  conclusion 
of  the  conference.   We  anticipate  that  there  will  be  a  great 
interest  in  the  information,  the  concepts,  and  the  conclusions  of 
the  International  Conference. 

The  third  point  I  wish  to  emphasize  is  the  importance  of  the  role 
played  by  the  Fogarty  International  Center  in  securing  grant 
support  for  the  promotion  of  long-term  scientific  cooperative 
investigation  in  the  field  of  biomedical  science.   As  Dr.  Philip 
E.  Schambra,  Director  of  the  Fogarty  International  Center  has 
emphasized,  "biomedical  science  is  by  nature  a  futurist  pursuit. 
The  financial  and  human  investments  we  make  today  affect  lives  of 
subsequent  generations."   During  the  past  year,  the  Fogarty 
International  Center  has  worked  with  its  Advisory  Board, 
scientists,  and  policy  makers  to  formulate  a  long-range  plan. 
Within  that  plan  one  can  find  a  road  map  to  a  healthy  future, 
with  particular  reference  to  new  and  emerging  international 
health  threats  and  the  opportunities  that  exist  through  research 
training  and  research  initiatives  to  have  a  significant  and 
positive  impact  on  the  global  challenges  of  the  next  decade. 

The  National  Association  of  Physicians  for  the  Environment  urges 
the  appropriation  of  adequate  funds  to  continue  the  fine  work  of 
the  Fogarty  International  Center  of  the  National  Institutes  of 
Health.   They  will  provide  the  leadership  and  the  continuity  that 
is  needed.  At  the  same  time,  we  will  work  in  our  local 
communities  to  gather  support  for  the  protection  and  preservation 
of  biological  diversity  through  our  alliances  with  botanical 
gardens,  local  professional  organizations,  and  all  other 
appropriate  resources . 

Thank  you  for  the  opportunity  to  present  these  views  and  to 
enlist  your  support  for  a  health  environment  as  the  foundation  of 
a  health  population. 
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federal  officials  participated.  Twenty  of  the  25  medical  specialties  recognized  by  the 

American  Board  of  Medical  Specialties  presented  their  views,  17  as  formal  presenters. 

Representatives  of  the  American  Medical  Association,  the  American  Society  of 

Internal  Medicine,  the  Council  of  Medical  Specialty  Societies,  the  American  Public 

Health  Association,  and  the  Association  of  Schools  of  Public  Health  also  attended 

and    presented.       Overall,    there   were    more    than    40    presenters,    many    from 

environmental  and  concerned  national  public  organizations. 

NAPE  has  been  developed  to  work  with  the  national  medical  specialties  and  subspecialties  (88  total),  with  national,  state,  and 
local  medical  societies,  and  with  individual  physicians  to  deal  with  the  impacts  of  environmental  pollutants  on  the  organs,  systems 
or  disease  processes  best  known  to  them.  NAPE  will  inform  physicians,  patients  and  the  public  about  the  impact  of  pollutants 
and  the  necessary  personal  and  public  health  steps  that  should  be  taken  to  reduce  or  eliminate  those  pollutants,  and  also  will 
involve  physicians  in  environmental  issues  global  in  nature,  such  as  protection  of  biological  diversity.  Health  professional 
organizations,  non-profit  environmental,  public  interest  organizations,  and  individuals  concerned  with  environment  and  health 
ssues  are  invited  to  become  members  (see  reverse  side  for  membership  information). 


aund:  In  recent  years,  physicians  increasingly  have  become  interested  and  concerned  about  our  deteriorating  environment, 
and  the  potential  impacts  on  human  health;  physicians  are  the  most  widely  distributed  scientifically-trained  professionals  in  the 
U.S.  Although  several  organizations,  especially  those  concerned  with  public  health  and  environmental  and  occupational  health 
have  been  leaders  in  these  matters  for  many  years,  physicians  generally  have  not  had  organizational  structures,  especially  closely 
tied  to  their  specialties,  through  which  to  participate  actively. 

Also,  no  association  of  medical  societies  existed  to  pull  together,  in  an  interdisciplinary  fashion,  these  growing  environmental 
concerns  of  the  specialties,  to  act  as  a  convener,  a  transfer  agent  of  information,  a  forum  for  debate  and  consensus  building  on 
the  issues,  and  to  develop  public  information  and  education  programs,  and  physician  education  and  action  programs  nationally 
and  locally.   NAPE  was  formed  to  fill  that  need. 

The  potential  influence  of  NAPE  is  considerable.  Nearly  all  U.S.  physicians  (about  500,00)  belong  to  one  or  more  medical 
specialty  or  subspecialty  societies,  as  well  as  national,  regional,  state  and  local  generic  medical  organizations;  many  serve  on 
hospital  boards  and  many  are  also  active  leaders  in  their  communities. 

Physicians  are  much  more  likely  to  involve  themselves  in  environmental  issues  if  their  medical  specialty  or  other  medical 
organizations  are  involved,  rather  than  as  individuals;  they  depend  upon,  and  trust,  these  medical  specialties  for  medical  policy 
development,  and  continuing  professional  education  and  information. 

Medical  specialty  organizations  each  already  have  in  place  a  national  physician  education  process  for  their  membership,  their  peer 
reviewed  journals  and  other  periodicals  assure  scientific  solid  information  upon  which  physicians  base  medical  activities,  and  they 
are  focused  on  specific  bodily  organs  and  systems,  or  diseases. 

Medical  societies  have  a  systematic  policymaking  apparatus  and  have  experienced,  intelligent  and  able  leadership  working  through 
strong  committee  systems.  They  all  have  communications  and  information  materials  development  teams.  They  have  staff  to  help 
analyze  policy  proposals,  to  make  recommendations  in  an  effective  way  to  policymakers. 

(over) 
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All  specialties  have  close  relationships  with  the  National  Institutes  of  Health,  and  most  institutes  are  organized  to  deal  with  such 
specialties.  The  National  Cancer  (oncology)  Institute  and  the  National  Heart  (cardiology).  Lung  (thoracic)  and  Blood 
(hematology)  Institute  are  examples.  The  National  Library  of  Medicine  has  a  superb  retrieval  system,  containing  vast  amounts 
of  scientific  literature,  which  can  be  accessed  by  individual  physicians  anywhere  la  the  world,  and  much  of  that  information  can 
be  utilized  to  deal  with  environmental  health  issues. 

Many  medical  specialties  also  have  close  connections  with  other  government  agencies,  such  as  the  National  Science  Foundation, 
the  Environmental  Protection  Agency,  and  the  National  Institute  of  Occupational  Safety  and  Health.  All  medical  societies  seek 
to  enlarge  their  contact  with  the  public,  and  would  be  eager  to  work  with  environmental  and  other  organizations  on  environmental 
health  issues. 

All  medical  specialties  have  international  components  -  many  of  the  foreign  medical  leaders  have  been  trained  in  medicine  and 
science  in  the  U.S.  and  seek  to  continue  these  close  ties. 

NAPE  officers  and  member  organizations  are:  President:  Jerome  C.  Goldstein.  MP.  FACS.  Executive  Vice  President,  American 
Academy  of  Otolaryngology-Head  and  Neck  Surgery,  Ina;  President-Elect:  Peyton  E.  Weary.  MP.  President,  American  Academy 
of  Dermatology;  Deleeate  to  1SDE:  J?hn  Kimhall  Scott  MP.  FACS.  Immediate  Past  Chairman,  American  Medical  Association 
Long-Range  Planning  Council;  and  Executive  Vice  President:  John  T.  Grupenhoff.  PhD. 

Twenty-one  medical  societies  and  medically  related  organizations  have  joined  NAPE  as  of  November  1,  1994: 

American  Medical  Association  .  Pennsylvania  Medical  Society 

American  Academy  of  Dermatology  .  Genesee  County  Medical  Society  (Michigan) 

American  Society  of  Hematology  .  American  Society  for  Dermatologic  Surgery,  Inc. 

American  Academy  of  Otolaryngology-  .  Society  for  Investigative  Dermatology 

Head  and  Neck  Surgery,  Inc.  .  Skin  Phototrauma  Foundation 
American  Society  for  Head  and  Neck  Surgery       .  Concurrent  Technologies  Corporation 

Wilderness  Medical  Society  .  The  Michigan  Oto-Laryngotogical  Society 

Society  of  Nuclear  Medicine  .   Pima  County  Medical  Society  (Arizona) 

American  Academy  of  Otolaryngic  Allergy  .  Baxter  International  Inc. 

International  Foundation  for  Dermatology  .   American  College  of  Preventive  Medicine 

Association  of  University  Environmental  .  Aerospace  Medical  Association 

Health  Sciences  Centers 

NAPE  is  the  designated  United  States  member  of  the  recently  formed  (1990)  International  Society  of  Doctors  for  the 
Environment  OSDE),  organized  by  national  chapters  -  in  2  years  over  20  such  national  societies  have  been  formed,  and  in  27 
other  countries  such  organizations  are  forming. 

NAPE  also  could  be  considered  as  a  model  for  a  potential  national  coalition  for  the  environment  of  health  professionals  generally, 
including,  along  with  physicians,  nursing  and  allied  health  professions  organizations,  health-related  professionals,  such  as 
veterinarians,  toxicologists,  eic,  health  and  life  insurance  groups,  medical  media,  hospitals,  pharmaceutical  organizations, 
biotechnology  associations,  and  coalitions  of  voluntary  health  organizations  interested  in  environmental  health  matters. 

Memberships:   Individual  and  organization  memberships  are  welcome. 

Individuals:  All  individuals,  not  only  physicians,  can  receive  the  benefits  of  membership  for  $30  per  year,  which  includes 
subscription  to  the  newsletter,  mailings  on  specific  issues,  and  invitations  to  conferences  and  meetings. 

Medical  organizations: 

*  Up  to  1,000  voting  members  $    100  yearly 

*  1,000  -  3,000  voting  members  S    500  yearly 

•  3,000  -  6,000  voting  members  $    750  yearly 

•  6,000+  voting  members  $  1,000  yearly 

Non-profit  organizations  (such  as  environmental  and  public  interest  organizations):  $    100  yearly 

Corporate:  S  LOO0  yearly 
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Mr.  Porter.  Thank  you,  Dr.  Grupenhoff. 

It  will  be  necessary  that  the  Chair  declare  a  very  short  recess 
until  Mr.  Bonilla  can  return.  We  will  stand  in  recess  until  that 
time. 

(Vote  recess.) 


Tuesday,  January  24,  1995. 

WITNESS 
ROBERT  J.  RUBEN,  M.D.,  AMERICAN  ACADEMY  OF  OTOLARYNGOLOGY- 
HEAD  AND  NECK  SURGERY,  INC. 

Mr.  BONILLA  [presiding].  Chairman  Porter  asked  me  to  resume 
the  hearing  while  he  runs  to  vote.  I  have  just  returned  from  the 
House  Floor.  So  if  we  could  resume  our  hearings,  I  believe  our  next 
witness  this  morning  is  Dr.  Robert  Ruben,  from  the  American 
Academy  of  Otolaryngology — Head  and  Neck  Surgery. 

Welcome  this  morning.  We  would  be  pleased  to  hear  from  you  at 
this  time. 

Dr.  Ruben.  Thank  you  very  much,  Mr.  Bonilla.  It  is  a  pleasure 
to  be  back  again,  to  the  Members  of  the  committee  who  are  voting, 
ladies,  gentlemen.  I  am  Dr.  Robert  J.  Ruben,  professor  and  chair- 
man at  the  Department  of  Otolaryngology,  Ear,  Nose  and  Throat, 
in  the  Bronx,  New  York.  Today  I  have  the  privilege  of  representing 
the  American  Academy  of  Otolaryngology — Head  and  Neck  Sur- 
gery, Incorporated,  the  world's  largest  organization  of  head  and 
neck  surgeons.  There  are  more  than  10,000  members,  including  97 
percent  of  all  board  certified  otolaryngologists. 

Mr.  Chairman,  Members  of  the  committee,  I  know  that  you  have 
followed  closely  the  remarkable  progress  of  the  National  Institute 
on  Deafness  and  other  Communication  Disorders,  the  NIDCD. 
From  the  point  of  view  of  our  researchers  and  practitioners,  that 
institute  has  superbly  fulfilled  its  mission  in  carrying  out  research 
programs  directed  at  the  understanding,  prevention,  cure  and  care 
of  the  disorders  of  hearing,  balance,  voice,  language,  taste  and 
smell. 

The  National  Institute  of  Deafness  and  Other  Communication 
Disorders  has  made  a  commitment  to  stimulate  and  support  the 
comprehensive  clinical  ability  to  identify  patients  with  a  commu- 
nication disorder,  hearing,  voice,  speech  and/or  language  prior  to 
the  onset  of  speech  development  prenatally  or  during  the  neonatal 
period  so  that  these  affected  individuals  will  be  able  to  be  effec- 
tively cared  for. 

Programs  to  detect  deficiencies  and  promote  the  development  of 
communication  skills  have  never  been  more  central  to  society's  suc- 
cess. The  wealth  of  nations  is  based  upon  the  output  of  their  popu- 
lations. Historically,  wealth  has  been  predominantly  dependent 
upon  the  ability  of  the  population  to  produce  through  physical  ef- 
fort. Today,  the  skills  that  determine  wealth  are  those  of  commu- 
nication. 

In  the  developed  world,  millions  of  jobs  that  depended  on  phys- 
ical strength  no  longer  exist,  and  nearly  all  of  the  economic  oppor- 
tunities that  have  been  created  in  the  last  few  decades  demand 
communication  skills. 
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In  a  communication-based  culture,  the  person  with  deficient  lan- 
guage abilities  is  economically  and  socially  disadvantaged,  arguably 
even  more  so  than  if  he  or  she  were  in  a  wheelchair  or  some  other 
physical  disability.  While  the  person  in  a  wheelchair  can  work  pro- 
ductively as  a  computer  operator,  stock  trader,  lawyer  or  nearly 
any  other  profession,  persons  with  hearing  loss  or  speech  and  lan- 
guage deficiency  is  at  best  confined  to  the  shrinking  pool  of  jobs 
that  do  not  require  communications  skills  or,  at  worse,  is  unem- 
ployable. 

Beyond  the  impact  of  the  individual,  the  lack  of  adequate  com- 
munication skills  among  a  sizable  portion  of  the  population  tears 
at  the  very  fabric  of  a  civil  society.  Communication  disorders  con- 
tribute to  the  creation  of  a  disaffected  segment  of  the  population 
who,  having  no  stake  in  the  wealth  of  the  Nation,  may  be  left  un- 
dermined. Only  by  the  early  detection  of  communication  disorders 
can  some  of  that  problem  be  alleviated. 

If  we  do  not  make  an  effort  now,  we  can  project  with  certainty 
that  there  will  be  severe  social  problems  arising  as  a  result  of  a 
large  number  of  our  citizens  being  unable  to  express  themselves  in 
the  complex  language  required  by  an  even  more  complex  economic 
system,  and  consequently,  we  will  find  more  and  more  people  drop- 
ping out  of  the  economic  and  social  systems  resulting  in  economic 
loss  and  social  disorder.  The  NIDCD  has  initiated  programs  for  the 
early  detection  of  communication  disorders  so  that  the  known  effec- 
tive therapies  can  be  carried  out  to  prevent  their  destructive  per- 
sonal, social,  and  economic  consequences. 

Additionally,  Mr.  Chairman,  I  would  like  to  turn  to  the  remark- 
able job  that  the  NIDCD  has  been  doing,  working  with  other  agen- 
cies of  the  Federal  Government  and  elsewhere  to  further  research. 
The  director  of  the  NIDCD,  Dr.  James  Snow,  is  chair  of  an  inter- 
agency coordinating  council  on  deafness  and  other  communication 
disorders  that  allows  for  continued  communication  among  Federal 
agencies  with  research  and  research  training  support  for  diseases 
and  disorders  of  hearing,  balance,  voice,  speech,  language  and 
smell. 

The  NIDCD  is  collaborating  with  the  Veterans  Affairs,  with  the 
National  Center  for  Health  Statistics,  NASA,  the  FDA  on  a  number 
of  projects.  The  NIDCD  also  has  numerous  cooperative  programs 
with  other  NIH  institutes  including  the  Chemical  Center,  the 
NIMH  and  13  other  institutes  and  the  Office  of  Research  on  Wom- 
en's Health  and  very  much  more. 

The  NIDCD  is  carrying  out  these  cooperative  programs  designed 
to  eliminate  redundancy  or  duplication  and  to  provide  expertise 
and  special  knowledge  to  all  areas  of  government  research,  which 
is  part  of  their  mission.  This  cooperative  effort  can  be  considered 
as  a  model  for  the  effective  use  of  the  Nation's  resources. 

A  third  area  describes  the  NIDCD  and  minority  programs.  The 
NIDCD  has  an  effective  collaboration  of  the  Office  of  Research  on 
Minority  Health  in  the  form  of  a  partnership  program  designed  to 
maximize  opportunities  for  underrepresented  minorities  to  partici- 
pate in  fundamental  clinical  research  disciplines  related  to  hearing, 
balance,  taste,  voice,  speech  and  language. 

Let  me  turn  now  to  one  other  institute  that  our  academy  has  in- 
terest in  which  is  important  to  our  field  of  work,  that  is  the  Na- 
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tional  Institute  of  Environmental  Health.  As  you  know,  because  of 
the  deep  interest  in  environmental  health  issues  related  to  health, 
this  institute  is  vital  for  determining  the  impacts  of  environmental 
toxins  on  human  health. 

This  institute  supported  in  1993  the  first  national  conference  on 
physicians  and  environment  cosponsored  by  our  academy  and  the 
National  Association  for  Physicians  from  the  Environment  and, 
again,  sponsored  a  recent  national  conference  on  impacts  of  air  pol- 
lution on  all  body  organ  systems  including  those  in  the  head  and 
neck  area. 

We  now  know,  as  a  result  of  our  conference  in  which  more  than 
30  experts  spoke.  That  in  fact  air  pollutants  can  affect  virtually 
every  organ  and  system  in  the  human  body  from  the  upper  res- 
piratory tract  to  the  brain,  to  the  neurological  system,  to  the  heart, 
and  others.  We  believe  that  this  was  a  remarkable,  forward-looking 
institute  and  we  want  to  let  you  know  how  strongly  we  support  it. 

For  the  NIDCD  for  next  year,  we  recommend  an  increase  of  ap- 
proximately 12  percent  for  fiscal  year  1996.  We  propose  a  similar 
increase  for  the  National  Environmental  Health  Institute  for  fiscal 
1996. 

Thank  you,  Mr.  Chairman,  for  the  privilege  and  opportunity  to 
testify  before  you. 

Mr.  Bonilla.  Thank  you,  Dr.  Ruben,  for  the  information  you  pro- 
vided us  today.  It  will  be  very  helpful. 

[The  prepared  statement  of  Robert  J.  Ruben,  M.D.,  follows:] 
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Chairman  Porter,  members  of  the  Committee,  ladies  and  gentlemen. 
I  am  Dr.  Robert  J  Ruben,  Professor  and  chairman  of  the  Department 
of  Otolaryngology  (Ear  -  Nose  -  and  Throat)  of  the  Albert 
Einstein  College  of  Medicine  and  the  Montefiore  Medical  Center  of 
the  Bronx,  New  York.   Today  I  am  representing  the  American 
Academy  of  Otolaryngology-Head  and  Neck  Surgery,  Incorporated 
(AAO-HNS,  Inc.),  the  world's  largest  organization  of 
otolaryngology  and  head  and  neck  surgeons .   There  are  more  than 
10,000  members,  including  97%  of  all  Board  certified 
otolaryngologists . 

Mr.  Chairman,  I  know  that  you  have  followed  closely  the 
remarkable  progress  of  the  National  Institute  on  Deafness  and 
Other  Communication  Disorders  (NIDCD) .   From  the  point  of  view  of 
our  researchers  and  practitioners,  that  Institute  has  superbly 
fulfilled  its  mission  in  carrying  out  research  programs  directed 
at  the  understanding,  prevention,  cure  and  care  of  the  disorders 
of  hearing,  balance,  voice,  speech,  language  taste,  and  smell. 

Testimony  in  regard  to  the  NIDCD  will  deal  with  several  issues. 

First,  I  will  comment  on  the  remarkable  opportunities  available 
as  the  result  of  previous  successful  research. 

Second,  I  want  to  comment  on  the  superb  job  the  NIDCD  is  doing, 
in  cooperation  with  other  Federal  agencies,  as  it  works  hard  to 
stretch  the  funding  you  have  provided  to  it. 

Third,  I  want  to  comment  on  two  other  programs  which  are  now 
under  way,  which  are  designed  to  effect  the  inclusion  of  minority 
populations  of  the  United  States,  both  in  their  care  and  of 
significant  involvement  of  individuals  in  the  research  activities 
of  our  Nation. 

First,  Mr.  Chairman,  let  me  comment  on  the  issue  of  clinical 
trials  and  cooperative  groups. 

Clinical  Trials: 

The  National  Institute  on  Deafness  and  Other  Communication 
Disorders  (NIDCD)  has  made  a  commitment  to  stimulate  and  support 
comprehensive  clinical  ability  to  identify  patients  with  a 
communication  disorder  -  hearing,  voice,  speech  and/or  language  - 
prior  to  the  onset  of  speech  development  prenatally  or  during  the 
neonatal  period  so  that  these  affected  individuals  will  be  able 
to  circumvent  the  problems  encountered  as  a  result  of  defective 
communication  skills. 

Programs  to  detect  deficiencies  and  promote  the  development  of 
communication  skills  have  never  been  more  central  to  society's 
success.   The  wealth  of  nations  is  based  on  the  output  of  their 
populations.   Historically  wealth"  has  been  predominantly 
dependent  upon  the  ability  of  the  population  to  produce  through 
physical  effort.   Today  the  skills  that  determine  wealth  are 
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those  of  communication.   In  the  developed  world,  millions  of  jobs 
that  depended  on  physical  strength  no  longer  exist,  and  nearly 
all  of  the  economic  opportunities  that  have  been  created  in  the 
last  few  decades  demand  communication  skills. 

In  a  communication-based  culture,  a  person  with  deficient 
language  abilities  is  economically  and  socially  disadvantaged, 
arguably  even  more  so  than  if  he  or  she  were  in  a  wheelchair  or 
had  some  other  physical  disability.   While  the  person  in  a 
wheelchair  can  work  productively  as  a  computer  operator,  stock 
trader,  lawyer  or  in  nearly  any  other  position,  the  fully  muscled 
young  person  who  is  functionally  illiterate  from  a  past  or 
permanent  hearing  loss  or  a  speech  or  language  deficiency  is,  at 
best,  confined  to  the  shrinking  pool  of  jobs  that  do  not  require 
communication  skills  or,  at  worst,  is  unemployable.   Persons  with 
deficient  language  skills  do  contribute  to  society  in  countless 
ways  not  dependent  on  communication,  but  there  are  fewer  and 
fewer  opportunities  in  the  marketplace  that  reward  those 
contributions . 

Beyond  the  impact  on  the  individuals,  the  lack  of  adequate 
communication  skills  among  a  sizeable  portion  of  the  population 
tears  at  the  very  fabric  of  a  civil  society.   There  is  ample 
evidence  that  untreated  communication  disorders  contribute  to 
asocial  behavior  and  criminality.   Communication  disorders 
contribute  to  the  creation  of  a  disaffected  segment  of  the 
population  who,  having  no  stake  in  the  wealth  of  the  nation,  may 
be  left  to  undermine  it. 

Only  by  the  early  detection  of  communication  disorders  can  some 
of  that  problem  be  alleviated.   If  we  do  not  make  an  effort  now, 
we  can  project  with  certainty  that  there  will  be  severe  social 
problems  arising  as  a  result  of  a  large  number  of  our  citizens 
being  unable  to  express  themselves  in  the  complex  language 
reguired  by  our  ever  more  complex  economic  system,  and 
consequently  we  will  find  more  and  more  people  "dropping  out"  of 
the  economic  and  social  systems,  resulting  in  economic  loss  and 
social  disorder.   The  NIDCD  has  initiated  programs  for  the  early 
detection  of  communication  disorders  so  that  known  effective 
therapies  can  be  carried  out  to  prevent  their  destructive 
personal,  economic  and  social  conseguences . 

Cooperation  With  Other  Federal  Agencies: 

Secondly,  Mr.  Chairman,  I  would  like  to  turn  to  the  remarkable 
job  the  NIDCD  has  been  doing  working  with  other  agencies  of  the 
Federal  Government  and  elsewhere  to  further  the  research  in  which 
they  are  intensely  interested. 

The  Director  of  the  NIDCD,  Dr.  James  Snow,  is  chair  of  an 
Interagency  Coordinating  Council  on  Deafness  and  Other 
Communication  Disorders  that  allows  for  continuing  communication 
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among  federal  agencies  with  research  and  research  training 
support  for  diseases  and  disorders  of  hearing,  balance,  smell, 
taste,  voice,  speech  and  language. 

The  NIDCD  is  collaborating  with  several  federal  agencies  outside 
the  NIH.   The  NIDCD  with  the  Department  of  Veterans  Affairs  (VA) 
has  established  a  series  of  initiatives  to  improve  hearing  aids 
and  their  use  especially  in  situations  involving  understanding 
speech  in  noisy  backgrounds.  Included  in  support  for  basic  and 
applied  research,  hardware  development,  clinical  trials  and  a 
national  forum  for  presentation  of  findings  in  hearing  aid 
research.   With  the  National  Center  for  Health  Statistics,  the 
NIDCD  is  evaluating  research  opportunities  in  the  prevalence  of 
hearing  impairment  and  other  communication  disorders.   NIDCD  is  a 
partner  with  NASA  in  supporting  a  vestibular  research  center  at 
Northwestern  University,  a  ground-based  research  project 
answering  guestions  related  to  space  flight  as  well  as  vestibular 
disorders  on  Earth.   Also  in  collaboration  with  NASA  and  twelve 
other  collaborating  institutes  and  organizations,  the  NIDCD  is 
supporting  in-flight  vestibular  experiments  on  the  1998  Neurolab 
space  flight.   FDA  and  NIDCD  are  collaborating  on  the  development 
of  a  vaccine  against  nontypeable  haemophilus  influenzae. 

NIDCD  has  many  collaborative  efforts  with  other  NIH  institutes, 
centers  and  divisions,    NIDCD  and  the  Clinical  Center  shared  in 
the  purchase  of  specialized  eguipment  and  on  studies  of  speech 
disorders.   NIDCD  along  with  NIMH  and  13  other  institutes  and 
science  research  agencies  has  supported  initiatives  for  the  Human 
Brain  project.   With  NIAID,  NIDCD  is  supporting  a  program 
announcement  for  research  on  congenital  cytomegalovirus.   NIDCD 
and  NIA  have  a  program  announcement  on  mechanisms  of  sensorimotor 
adaptation  and  one  on  the  vulnerability  of  the  olfactory  system 
to  impact  of  environmental  toxins.   Additionally,  the  NIA 
transferred  funds  to  NIDCD  to  lead  an  effort  in  high  priority 
research  on  prevention,  treatment  or  cure  of  cancer  affecting 
human  communication.   With  several  other  institutes  and  NCI, 
NIDCD  intramural  scientists  are  investigating  gene  and 
immunotherapy  of  neoplasms  affecting  human  communication.   Other 
research  with  NCI  involves  the  cellular  and  developmental  biology 
of  the  inner  ear.   With  NCRR,  NIDCD  is  working  intramurally  on 
monoclonal  antibodies  to  define  the  distribution  of  proteins  in 
the  inner  ear.   NIDCD  with  NICHD  is  supporting  an  autism 
workshop,  collaborated  on  a  consensus  conference  on  the  early 
identification  of  hearing  impairment  in  infants  and  young 
children,  and  has  two  studies  underway  related  to  SIDS  and  otitis 
media  morbidity  and  mortality  risks  as  well  as  one  looking  at 
SIDS  and  the  larynx  and  trachea.   NIDCD  and  NIDDK  are  supporting 
an  RFA  on  nutrient  modulation  of  cell  integrity  and  repair 
mechanisms .   NIDCD  and  NEI  are  supporting  a  program  announcement 
on  balance  and  vision.   NINDS  and  NIDCD  are  working  on 
collaborative  research  related  to  Waardenburg  syndrome,  shared 
animal  facilities  and  support  of  minority  faculty-student 
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partnership  traineeships  in  biotechnology  as  well  as  continuing 
to  jointly  support  the  annual  neural  prosthesis  workshop.   With 
NIH's  Office  of  the  Director,  the  NIDCD  is  supporting  Decade  of 
the  Brain  projects  and  supported  a  trauma  task  force.   NIDCD  has 
contributed  to  an  awards  program  in  the  office  of  education. 
NIDCD  is  supporting  supplemental  projects  with  support  of  the 
Office  of  Research  on  Women's  Health. 

The  NIDCD  is  carrying  out  these  cooperative  programs  designed  to 
eliminate  redundancy  or  duplication  and  to  provide  expertise  and 
special  knowledge  to  all  areas  of  government  research  which  is 
part  of  their  mission.   This  cooperative  effort  can  be  considered 
as  a  model  of  the  effective  use  of  the  nation's  resources. 

Minority  Programs: 

The  third  are  described  is  that  of  minority  programs .   NIDCD  has 
an  effective  collaboration  with  the  Office  of  Research  on 
Minority  Health  in  the  form  of  "The  Partnership  program"  designed 
to  maximize  opportunities  for  underrepresented  minorities  to 
participate  in  fundamental  clinical  research  disciplines  related 
to  hearing,  balance,  smell,  taste,  voice,  speech  and  language. 

NI 

Let  me  turn  now  to  one  other  Institute,  Mr.  Chairman,  which  is 
important  to  our  field  of  work  —  that  is  the  National  Institute 
on  Environmental  Health  Sciences  (NIEHS). 

As  you  know,  because  of  your  deep  interest  in  environmental 
issues  as  they  relate  to  health,  this  Institute  is  vital  for 
determining  impacts  of  environmental  toxins  on  all  of  human 
health.   This  Institute  supported  the  first  national  conference 
on  "Physicians  and  the  Environment,"  co-sponsored  by  our  Academy 
and  the  National  Association  of  Physicians  for  the  Environment 
(NAPE)  in  1993,  and  again  sponsored  a  recent  "National  Conference 
on  the  Impacts  of  Air  Pollution  on  All  Body  Organs  and  Systems," 
including  those  in  the  head  and  neck  area.   This  conference  was 
the  first  ever  of  its  kind.   In  the  past,  air  pollution  was 
considered  by  most  people  to  relate  only  to  the  lung.   However, 
now  we  know,  as  a  result  of  our  conference  at  which  more  than  30 
experts  spoke,  that  in  fact  air  pollutants  can  affect  virtually 
every  organ  and  system  of  the  human  body,  from  the  upper 
respiratory  tract,  to  the  brain  and  neurological  system  to  the 
bone,  to  the  skin,  to  the  digestive  and  urinary  tracts,  and  to 
the  heart. 

We  believe  that  this  is  a  remarkable  forward  looking  Institute 
»nd  we  want  you  to  know  how  strongly  we  support  it. 


RECOMMENDATIONS 

For  NIDCD  we  recommend  an  increase  of  approximately  12%  for 
fiscal  year  1996. 

We  propose  a  similar  increase  for  the  NIEHS  for  fiscal  year  1996. 

Thank  you,  Mr.  Chairman,  for  the  privilege  and  opportunity  to 
testify  before  you. 
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Tuesday,  January  24,  1995. 

WITNESS 
LAWRENCE  LESSIN,  M.D.,  AMERICAN  SOCIETY  OF  HEMATOLOGY 

Mr.  Bonilla.  Our  next  witness  is  Dr.  Lawrence  Lessin  from  the 
American  Society  of  Hematology. 

Good  morning,  Doctor. 

Dr.  Lessin.  Good  morning.  Mr.  Chairman,  Members  of  the  com- 
mittee, ladies  and  gentlemen,  thank  you  for  the  opportunity  to  tes- 
tify today.  I  am  Dr.  Lawrence  Lessin,  professor  of  Medicine  and  Pa- 
thology of  the  George  Washington  University  and  Medical  Director 
of  the  Washington  Cancer  Institute. 

I  am  here  today  on  behalf  of  the  American  Society  of  Hema- 
tology, an  organization  representing  nearly  6,000  physicians  and 
scientists  from  practice,  academics,  government  and  industry,  all 
committed  to  the  care  of  patients  with  inherited  blood  diseases 
such  as  sickle  cell  disease,  Cooky's  anemia  and  hemophilia. 

Our  membership  is  also  intensely  involved  in  the  treatment  of 
cancers  such  as  lymphoma  and  leukemia  as  well  as  AIDS,  another 
disorder  carried  by  the  blood.  We  are  also  the  specialty  that  carries 
out  bone  marrow  transplantation,  both  in  areas  of  treatment  and 
research. 

On  behalf  of  the  society,  I  want  to  thank  the  committee  for  its 
long-time  support  of  research  and  blood  diseases.  In  fact,  because 
of  this  support,  we  can  honestly  report  that  we  are  not  just  trying 
to  prevent  or  ameliorate  these  inherited  diseases,  but  now  believe 
that  we  have  a  clear  understanding  of  the  several  pathways  that 
can  actually  be  taken  toward  cure. 

Just  in  the  last  year,  the  NHLBI  has  moved  forward  on  a  major 
new  gene  therapy  initiative  on  sickle  cell  disease  and  also  on  hemo- 
philia, as  well  as  important  and  promising  new  initiatives  in  the 
area  of  bone  marrow  stem  cells,  the  key  cells  to  bone  marrow 
transplantation,  and  this  is  done  in  partnership  with  NIDDK. 

Let  me  just  take  a  moment  to  comment  on  the  bone  marrow  stem 
cell  research,  again  key  to  bone  marrow  transplantation,  for  it  is 
one  of  the  most  notable  recent  advances  in  hematologic  research. 
Just  one  single  one  of  these  self-reproducing  stem  cells  can  com- 
pletely restore  all  of  the  blood  cells  of  an  animal  or  man,  including 
red  blood  cells  which  carry  oxygen,  white  blood  cells  which  fight  in- 
fection and  restore  immunity,  and  blood  platelets  which  prevent 
bleeding. 

Research  supported  by  the  NHLBI  and  the  NIDDK  is  helping  to 
identify  better  ways  of  isolating  these  essential  stem  cells  which 
make  up  less  than  one-thousandth  of  all  of  the  cells  in  the  bone 
marrow.  Experiments  are  currently  underway  to  isolate  and  re- 
move stem  cells  from  animal  models  with  genetic  disorders  such  as 
the  sickle  cell  mouse  or  the  thalassemic  mouse,  insert  the  missing 
gene  into  the  stem  cells  and  then  return  these  cells  to  the  animal 
model.  A  working  animal  model  will  set  the  stage  and  create  a  new 
pathway  for  transforming  the  red  blood  cells  of  patients  with  sickle 
cell  disease,  Coolers  anemia  and  similar  diseases  to  normal  func- 
tioning red  blood  cells. 

Bone  marrow  stem  cells,  we  believe,  also  hold  the  key  to  im- 
provements  in  bone  marrow  transplantation,   a  technique  I  am 
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proud  to  add  was  developed  in  large  part  by  Dr.  E.  Donnall  Thom- 
as, a  past  president  of  the  American  Society  of  Hematology,  and  a 
Nobel  laureate  for  his  pioneering  research  in  bone  marrow  trans- 
plantation. 

As  you  know,  high-dose  chemotherapy  which  can  cure,  also 
harms  the  patient.  Thus,  the  patient  must  be  rescued  with  stem 
cells  preserved  from  his  own  bone  marrow  or  taken  from  another 
individual  as  a  matched  donor.  This  technique  has  proved  very  suc- 
cessful and  even  curative  in  some  cases  such  as  in  the  well-known 
case  of  Jose  Carreras,  the  marvelous  operatic  tenor  whose  leukemia 
was  cured  by  bone  marrow  transplant. 

In  fact,  Mr.  Chairman,  Mr.  Young  of  Florida  of  this  committee 
was  a  major  public  policy  proponent  of  the  creation  of  the  National 
Bone  Marrow  Donor  Registry  that  has  been  so  important  in  the 
utilization  of  this  breakthrough  procedure.  This  national  registry 
allows  patients  to  access  a  nationwide  donor  list  to  find  a  possible 
donor  source. 

The  research  I  just  mentioned  has  allowed  us  to  also  understand 
how  to  accelerate  the  production  and  release  of  bone  marrow  stem 
cells  into  the  blood  with  genetically  engineered  growth  factors.  This 
makes  it  possible  for  us  to  harvest  the  stem  cells  by  means  of  a 
special  blood  donation  and  thus  avoid  for  the  patient  the  pain  and 
anesthesia  risk  as  well  as  the  high  cost  associated  in  the  past  with 
bone  marrow  donation. 

Another  exciting  option  comes  from  NIH  funded  studies  showing 
that  there  are  enough  stem  cells  in  the  umbilical  cord  of  the  pla- 
centa after  a  baby  is  born  to  repopulate  the  bone  marrow  of  a  child 
and  perhaps,  appropriately  done,  even  adults.  These  neonatal  stem 
cells  can  be  tissue  typed  and  increased  in  number,  amplified  in  the 
laboratory,  then  frozen  away  for  future  use  in  other  individuals. 
Thus,  theoretically,  every  baby  born  can  potentially  serve  as  a  stem 
cell  donor. 

I  want  to  also  thank  the  committee  for  its  continued  support  of 
the  NIDDK  sponsored  centers  of  excellence  in  molecular  hema- 
tology. This  initiative  is  for  the  first  time  bringing  together  multi- 
disciplinary  teams  of  scientists  and  clinical  investigators  who  are 
committed  to  developing  and  using  the  most  advanced  techniques 
of  modern  science  to  improve  diagnosis  and  treatment  of  blood  dis- 
eases. Realistically,  this  can  be  aimed  at  finding  a  cure  for  such 
devastating  genetic  disorders  as  hemophilia,  sickle  cell  anemia  and 
Cooley's  anemia  as  well  as  acquired  diseases  such  as  leukemia  and 
lymphoma. 

One  final  area  that  I  might  mention  relates  to  the  area  of  blood 
clots  or  thrombosis.  Of  course,  this  common  disorder  has  once  again 
been  recently  highlighted  in  the  press  with  a  treatment  of  former 
Vice  President  Quayle  for  his  pulmonary  embolus.  In  fact,  50  per- 
cent of  deaths  each  year  in  hospitals  are  attributed  to  cardio- 
vascular and  thrombotic  disease.  The  NHLBI  estimates  that  some 
60,000  patients  each  year  die  of  this  phenomenon  of  deep  vein 
thrombosis  and  pulmonary  embolism  which  is  due  primarily  to 
blood  clots  arising  in  the  veins  of  the  legs. 

As  a  result  of  basic  research,  several  new  classes  of  drugs  are 
now  being  developed  to  attack  this  problem.  More  than  10  pharma- 
ceutical and  biotechnology  companies  are  currently  developing  such 
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agents  aimed  at  preventing,  retarding,  or  dissolving  blood  clots.  If 
adequate  resources  are  available,  the  NHLBI  can  actively  expand 
and  accelerate  this  research. 

Mr.  Chairman  and  Members  of  the  committee,  we  know  the  very 
difficult  task  that  you  face  this  year.  Members  of  the  American  So- 
ciety of  Hematology  believe  that,  for  the  reasons  that  I  have  just 
cited  and  many  others,  some  included  in  our  written  testimony 
which  I  don't  have  time  to  mention  now,  we  believe  that  a  funding 
increase  in  line  with  the  professional  judgment  budgets  of  the 
NHLBI,  the  NIDDK  and  the  NCI,  on  the  order  of  15  percent,  are 
certainly  scientifically  justified. 

However,  Mr.  Chairman,  in  recognition  of  the  task  that  you  and 
the  committee  face,  we  ask  that  you  do  whatever  you  can  to  ensure 
that  we  can  maintain  our  country's  exciting  and  world-leading  pace 
of  hematologic  research  accomplishment  translated  directly  into 
clinical  progress.  At  a  minimum,  we  strongly  urge  that  the  NHLBI, 
the  NIDDK  and  the  NCI  receive  budget  increases  at  least  equiva- 
lent to  those  of  the  other  NIH  institutes. 

Thank  you  for  hearing  our  testimony.  We  request  that  our  more 
detailed  written  testimony  be  incorporated  into  the  record. 

Mr.  Porter.  [Presiding.]  Dr.  Lessin,  thank  you  very  much  for 
your  testimony  and  for  your  being  here  and  sharing  your  thoughts 
with  us. 

[The  prepared  statement  of  Dr.  Lawrence  Lessin  follows:] 
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Testimony 

American  Society  of  Hematology 

Department  of  Labor,  Health  and  Human  Services,  and 

Education  Subcommittee  of  the  Committee  on  Appropriations 


Mr.  Porter,  Members  of  the  Committee,  ladies  and  gentlemen.   Thank  you 
for  the  opportunity  to  testify  today.   I  am  Dr.  Lawrence  Lessin  representing 
the  American  Society  of  Hematology. 

The  American  Society  of  Hematology  represents  nearly  6,000  physicians 
and  scientists  committed  to  the  care  of  patients  with  blood  diseases, 
research  to  improve  the  diagnosis  and  treatment  of  blood  diseases,  and  the 
education  of  students,  physicians  and  the  public  on  blood  diseases. 

The  Society  wishes  to  thank  the  Committee  for  its  longtime  support  of 
research  in  hematology  and  in  particular  for  its  help  in  advancing  the 
Centers  of  Excellence  in  Molecular  Hematology  program  of  NIDDK.   This 
initiative  is  bringing  together  multidisciplinary  teams  of  physicians  and 
scientists  who  are  committed  to  using  the  most  advanced  techniques  of  modern 
science  to  improve  the  diagnosis  and  treatment  of  inherited  diseases  such  as 
sickle  cell  disease,  Cooley' s  anemia,  and  hemophilia.   This  same  knowledge 
can  also  be  applied  to  improve  the  therapy  of  leukemia  and  other  cancers,  and 
even  AIDS.   In  fact,  for  the  first  time,  and  in  part  because  of  the 
excitement  generated  by  the  Centers  of  Excellence  in  Molecular  Hematology 
program,  we  can  honestly  say  that  we  are  not  just  trying  to  prevent  or 
ameliorate  these  disorders  but  rather  we  now  have  a  clear  understanding  of 
the  several  paths  we  can  take  to  actually  cure  them. 

One  of  the  most  notable  recent  scientific  developments  in  hematology  is 
that  we  have  begun  to  unlock  the  secrets  of  the  blood  stem  cell.   Just  one  of 
these  precious,  long-lived  cells  can  completely  restore  all  of  an  animal's 
blood  cells,  including  the  red  blood  cells,  which  carry  oxygen,  the  white 
blood  cells,  which  fight  infection  and  provide  immunity,  and  the  platelets, 
which  prevent  bleeding.   Better  ways  of  identifying  and  isolating  these  rare 
cells,  which  make  up  less  than  one-thousandth  of  the  cells  in  the  bone 
marrow,  have  opened  up  new  vistas  in  our  therapeutic  options.   For  example, 
patients  with  Cooley' s  anemia  and  sickle  cell  disease  have  abnormal  stem 
cells  containing  the  mutated  genes.   Experiments  are  underway  to  remove  stem 
cells  from  animals  with  genetic  disorders  akin  to  sickle  cell  anemia,  insert 
the  missing  gene  and  then  return  the  stem  cells  to  the  animal.   Many  of  the 
projects  in  the  Centers  of  Excellence  in  Molecular  Hematology  involve  such 
gene  therapy  approaches .   This  same  technology  can  also  be  applied  to  the 
treatment  of  cancer,  making  normal  stem  cells  resistant  to  chemotherapy.   In 
addition,  using  similar  techniques  in  liver  cells  and  muscle  cells,  advances 
have  been  made  in  our  attempts  to  bring  gene  therapy  forward  as  a  treatment 
for  hemophilia.  Most  importantly,  we  have  ongoing  proof  of  the  long-term 
benefits  of  gene  therapy  since  the  young  patients  with  the  rare  disorder  of 
blood  cell  immunity  who  received  gene  therapy  several  years  ago,  are 
continuing  to  do  very  well. 
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Stem  cells  also  hold  the  key  to  improvements  in  bone  marrow 
transplantation,  a  technique  developed  in  large  part  by  Dr.  E.  Donnall 
Thomas,  a  Nobel  laureate  and  past  president  of  the  American  Society  of 
Hematology.   When  patients  need  strong  chemotherapy  to  treat  leukemia  or 
other  cancers,  all  of  the  patient's  own  stem  cells  die  and  so  the  patient 
must  get  stem  cells  from  elsewhere.   One  technique  that  has  been  very 
successful  is  to  take  bone  marrow,  which  contains  stem  cells,  from  another 
person  with  a  correct  tissue  type  and  perform  a  bone  marrow  transplant.   As 
an  alternative,  the  patient's  own  bone  marrow  can  be  taken  before  therapy  and 
frozen  away  after  the  therapy  has  damaged  the  bone  marrow,  the  frozen  marrow 
can  be  thawed  and  returned  to  the  individual.   This  approach  avoids  the  need 
for  a  donor  but  there  is  a  risk  that  hidden  tumor  cells  may  also  be  returned 
to  the  patient. 

We  have  recently  learned  how  to  coax  stem  cells  out  of  the  bone  marrow 
into  the  blood  with  growth  factors;  this  makes  it  possible  to  get  the  stem 
cells  with  just  a  special  blood  donation  and  thus  avoid  the  pain  and 
anesthesia  risk  associated  with  bone  marrow  donation.   Another  exciting 
option  comes  from  studies  showing  that  there  are  enough  stem  cells  in  the 
umbilical  cord  blood  after  a  baby  is  born  to  repopulate  the  bone  marrow  of 
children  and  perhaps  even  adults.   These  cells  can  be  tissue-typed  and  frozen 
away  for  future  use  in  other  individuals.   Thus  every  baby  born  can 
potentially  be  a  stem  cell  donor  allowing  an  enormous  expansion  in  the  pool 
of  donors  with  different  tissue  types;  this  technique  also  avoids  the  pain 
and  risks  of  marrow  donation,  and  the  donor  pool  will  better  reflect  the 
tissue  types  of  the  general  population.   Finally,  animal  studies  indicate 
that  it  may  be  possible  to  transplant  stem  cells  from  one  early  fetus  to 
another  while  the  latter  is  still  in  the  womb.   Since  the  immune  systems  of 
the  fetuses  are  immature,  they  do  not  have  to  be  of  the  same  tissue  type. 
This  procedure  leads  to  the  baby  having  two  different  sets  of  blood  cells  and 
it  has  potential  for  treating  or  ameliorating  a  number  of  genetic  disorders 
affecting  blood  cells. 

One  very  exciting  discovery  during  this  past  year  was  the  purification 
of  the  protein  that  stimulates  blood  platelet  production,  thrombopoetin,  and 
the  identification  of  the  gene  that  controls  its  production.   United  States 
and  foreign  scientists,  some  supported  by  NIH,  made  major  contributions  to 
this  discovery,  which  promises  to  allow  more  effective  and  safer  treatment  of 
cancer  and  other  diseases. 

The  potential  for  new  discoveries  in  the  areas  of  gene  therapy,  bone 
marrow  transplantation,  and  stem  cell  biology  is  best  indicated  by  noting 
that  NIDDK  recently  chose  to  target  stem  cells  for  research  support  and  NHLBI 
chose  to  target  fetal  transplantation  for  research  support.   Much  of  the  work 
in  the  Centers  of  Excellence  in  Molecular  Hematology  is  also  targeted  at 
these  same  areas. 

Blood  clots  in  arteries  remains  the  number  one  killer  of  Americans, 
leading  to  heart  attacks  and  strokes.   In  fact,  nearly  50%  of  the  deaths  each 
year  in  this  country  are  due  to  cardiovascular  disease,  with  an  estimated 
economic  loss  in  1989  of  more  than  $150  billion  per  year.   The  human  loss,  of 
course,  is  incalculable.   Clot  dissolving  agents  have  been  helpful  in 
treating  established  heart  attacks,  but  they  are  not  universally  successful 
and  cannot  be  given  as  preventive  therapy.  As  a  result  of  basic  research  by 
a  number  of  investigators  largely  supported  by  NIH,  a  new  class  of  drugs  that 
block  a  receptor  (GPIIb/IIIa)  on  the  surface  of  blood  platelets  has  been 
developed  and  these  agents  are  more  potent  than  aspirin  in  preventing 
platelets  from  clumping  together  and  clogging  arteries.   Several  of  these 
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drugs  are  in  advanced  stages  of  human  testing,  one  (c7E3  Fab,ReoPro)  was  just 
recently  approved  by  the  FDA  for  use  in  patients  with  high  risk  coronary 
angioplasty.   While  these  agents  may  produce  some  increases  in  bleeding,  they 
are  more  potent  than  aspiring  in  reducing  the  risks  of  developing  heart 
attacks;  they  may  also  improve  the  efficacy  of  thrombolytic  therapy  in 
patients  with  heart  attacks.   More  than  10  pharmaceutical  and  biotechnology 
companies  are  working  on  developing  such  agents  and  it  is  likely  that  they 
have  collectively  already  spent  hundreds  of  millions  of  dollars  and  employed 
hundreds  of  scientists  and  support  staff  in  the  process. 

Other  new  agents  that  retard  blood  clotting  have  been  identified  based 
on  proteins  from  the  leech  and  these  have  been  shown  to  be  more  potent  than 
heparin,  the  drug  currently  available.   Although  there  is  concern  about  their 
potential  to  cause  bleeding,  their  use  also  promises  to  improve  our  therapy 
of  heart  attacks  and  related  problems. 

Venous  thrombosis,  or  phlebitis,  is  due  primarily  to  blood  clots  in  the 
veins  in  the  legs.   If  these  clots  break  off  and  travel  to  the  lung,  they  are 
called  pulmonary  emboli  and  can  lead  to  death  from  a  lack  of  oxygen.   In  the 
past  year,  scientists  from  abroad  and  NIH  funded  scientists  identified  a  new 
mutation  in  blood  coagulation  in  Factor  V  that  is  the  most  common  cause  for 
predisposing  individuals  to  develop  venous  thrombosis  being  present  in 
probably  more  than  20%  of  the  affected  individuals.   This  discovery  will 
result  in  better  diagnosis  and  discovery.   The  NHLBI  estimates  that  as  many 
as  60,000  patients  die  each  year  from  this  process,  more  than  die  from  breast 
cancer.   Attacking  this  problem  should  be  an  important  part  of  the  Women's 
Health  initiative  since  venous  thrombosis  affects  women  twice  as  often  as  men 
and  pulmonary  embolism  is  the  most  common  cause  of  death  in  women  after 
giving  birth. 

We  know  the  very  difficult  budget  situation  this  committee  faces.  We 
ask  simply  that  you  do  whatever  you  can  to  ensure  we  maintain  our  country' s 
thrilling  pace  of  research  and  clinical  improvement.   We  urge  that  the  NHLBI, 
NIDDK  and  NCI  receive  increases  of  at  least  as  much  as  the  other  NIH 
institutes. 

In  conclusion,  Mr.  Chairman  and  Members  of  the  subcommittee,  on  behalf 
of  the  American  Society  of  Hematology,  thank  you  for  allowing  me  to  testify 
before  you.   Mr.  Chairman,  you  have  been  a  real  leader  in  the  area  of 
biomedical  research  and  we  thank  you  for  that  and  look  forward  to  working 
with  you  in  the  future  as  we  strive  to  improve  the  nation's  health. 
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Tuesday,  January  24,  1995. 

WITNESS 
RALPH  CAZZETTA,  COOLEY'S  ANEMIA  FOUNDATION 

Mr.  Porter.  Our  next  witness  is  Ralph  Cazzetta,  Cooley's  Ane- 
mia Foundation.  Mr.  Cazzetta. 

Mr.  Cazzetta.  Good  morning.  Mr.  Chairman  and  Members  of  the 
committee.  I  ask  that  you  please  enter  my  written  remarks  in  the 
record  and  I  will  simply  summarize  them  for  you  at  this  time. 

My  name  is  Ralph  Cazzetta.  I  am  the  director  of  patient  services 
at  the  Cooley's  Anemia  Foundation.  For  the  past  decade,  I  have  ap- 
peared before  Congress  testifying  about  Cooley's  anemia  researcn, 
patient  care,  and  public  education.  With  me  today  is  our  executive 
director,  Gina  Cioffi.  She  is  one  of  2  million  trait  carriers  in  Amer- 
ica. 

Funding  from  Congress  has  given  me  hope  that  my  disease  will 
one  day  be  a  curable  disease.  For  those  unfamiliar,  Cooley's  anemia 
or  Thalassemia  major,  is  a  genetic  blood  disease.  The  World  Health 
Organization  identified  Cooley's  anemia  as  the  most  common,  le- 
thal, inherited  hematological  disease.  I  was  diagnosed  with  Cooley's 
before  I  was  the  age  of  one.  Until  I  was  10,  the  only  treatment  for 
my  disease  was  regular  blood  transfusions. 

Twenty  years  ago,  Desferal  was  introduced  to  the  market.  This 
drug  is  an  iron  chelator  to  remove  iron  overload  which  severely 
damage  major  organs  such  as  the  heart,  liver,  leading  to  death  at 
an  early  age. 

If  I  can  interject  at  this  moment,  we  lost  two  patients  last  week 
to  Thalassemia  major,  both  about  the  age  of  30.  In  the  same  week, 
I  now  had  to  teach  a  four-year-old  little  boy  that  he  had  to  stick 
himself  every  night  with  this  needle  in  his  belly,  and  leave  this  on 
for  10  to  12  hours  a  night  every  night.  So  part  of  the  job  is  dealing 
with  death  and  also  trying  to  teach  a  little  hoy  to  stay  alive. 

Right  now,  I  am  29  years  of  age  and  every  night  I  must  inject 
Desferal  into  my  system  for  a  period  of  12  hours.  Every  two  weeks, 
I  receive  blood  transfusions.  My  monthly  supply  of  Desferal,  which 
is  supplied  through  the  pump,  is  $3,000  approximately,  and  mv 
transfusions  cost  approximately  $2,000.  My  total  treatment  each 
year  is  an  average  of  $60,000. 

The  NHLBI  and  the  NIDDK  have  been  great  supporters  and 
leaders  in  the  battle  for  life.  I  implore  you  to  continue  support  for 
these  institutes  at  the  highest  level  possible. 

Six  areas  of  investigation  and  development  have  either  reached 
the  stage  of  clinical  application  or  close  to  that  stage.  These  areas 
are  of  great  importance  to  us.  One,  the  continued  development  of 
an  oral  iron  chelator.  The  first  set  of  patients  will  begin  to  take  an 
experimental  drug,  and  it  is  our  hope  that  independence  from  the 
pump  will  result  from  this. 

Two,  that  bone  marrow  transplantation  is  now  limited  to  a  small 
group  of  patients,  and  it  carries  high  risks.  I  hope  to  see  refine- 
ment of  transplantation  and  a  greater  potential  for  saving  lives. 

Three,  the  continued  safety  of  our  blood  supply.  It  remains  a  con- 
stant concern  in  transfused  patients. 

New  and  promising  research  relate  to  factors  that  cause  hemo- 
globin enhancements  which  must  be  explored.  This  process  seeks 
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to  improve  the  anemia  and  remove  the  need  for  transfusions.  Gene 
therapy  may  one  day  correct  the  underlying  molecular  defective- 
ness disorder.  Technology  for  measuring  iron  overload  in  patients 
with  Cooky's  anemia,  sickle  cell  and  hemochromatosis  could  help 
in  patient  care. 

Last  year  we  testified  before  this  committee  requesting  the  devel- 
opment of  a  clinical  network.  We  think  that  this  network  is  a  criti- 
cal step,  next  step  in  bringing  the  benefit  of  research  to  bear  on 
the  treatment  of  Cooley's  anemia  patients.  Successful  models  for 
this  approach  have  been  established  in  hemophilia,  AIDS,  and 
other  diseases  that  are  characterized  by  wide  geographic  distribu- 
tion and  complex  clinical  area. 

We  are  not  seeking  new  building  construction  or  major  expendi- 
tures of  funds.  This  clinical  network  can  be  implemented  in  exist- 
ing institutions,  matched  to  areas  with  the  base  population  of 
Cooley's  anemia  patients. 

Clinical  research  related  to  Cooley's  anemia  has  helped  pave  the 
way  for  many  major  accomplishments.  Cooley's  anemia  patients 
were  the  earliest  contributors  to  understanding  the  molecular  basis 
of  blood  diseases  such  as  sickle  cell  disease  and  other  diseases 
needing  regular  transfusions. 

We  know  you  understand  the  benefits  to  society  regarding  bio- 
medical research.  It  is  our  request  that  you  fund  the  NHLBI  and 
the  NIDDK  at  increases  equal  to  other  NIH  institutes. 

I  thank  you  for  the  opportunity  to  speak  to  you  today. 

[The  prepared  statement  of  Ralph  Cazzetta  follows:] 
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Mr.  Chairman,  members  of  the  Committee,  my  name  is  Ralph  Cazzetta.   I  am 
honored  to  appear  before  you  again.   As  you  know,  Mr.  Chairman,  I've 
testified  along  with  other  leaders  of  the  Cooley's  Anemia  Foundation  for  more 
than  a  decade  about  Cooley's  anemia  research,  patient  care  and  public 
education . 

Cooley's  anemia,  also  known  as  Thalassemia  major,  is  a  genetic  blood 
disease.  The  World  Health  Organization  identifies  Cooley's  anemia  as  the 
most  common  lethal  inherited  hematological  disease  striking  people  world- 
wide. 

Currently,  I  am  the  Director  of  Patient  Services  for  the  Cooley's  Anemia 
Foundation.   With  me  today  is  Gina  Cioffi  who  is  the  Executive  Director  of 
the  Cooley's  Anemia  Foundation,  and  a  trait  carrier  herself  —  one  of 
approximately  2,000,000  trait  carriers  nationwide. 

As  the  Director  of  Patient  Services  I  deal  with  patients  all  over  the 
nation  providing  information  on  testing  and  treatment  that  help  families  and 
individuals  deal  with  this  devastating  disease. 

Just  so  you  have  some  sense  of  what  Cooley's  anemia's  patients  deal  with 
on  a  daily  basis,  let  me  describe  my  own  situation.   I  was  diagnosed  with 
Cooley's  anemia  before  I  was  age  one.  Until  I  was  about  ten,  the  only 
treatment  for  my  disease  was  regular  blood  transfusions.  A  major  advance 
occurred  about  twenty  years  ago  with  the  introduction  of  the  drug  Desferal  - 
an  iron  chelator.  Desferal  removes  the  toxic  iron  which  can  severely  damage 
major  organs  such  as  the  heart  and  liver,  leading  to  death  at  an  early  age. 
With  the  utilization  of  Desferal,  Cooley's  patients  have  been  able  to  lead 
improved  lives.   There  was  a  time  when  most  patients  died  by  the  time  they 
were  twelve  or  thirteen.   I'm  now  twenty-nine  years  old. 

However,  every  night  I  must  inject  Desferal  into  my  system.   I  utilize  a 
pump  to  infuse  myself  over  a  period  of  about  ten  hours.   In  addition,  I 
require  blood  transfusions  every  two  weeks.  I  estimate  over  my  lifetime,  I've 
now  had  over  1400  blood  transfusions.   My  monthly  supply  of  Desferal  costs 
S3.000  —  my  monthly  transfusions  cost  another  S2r000.  This  means  my  total 
cost  for  treatment  in  a  year  is  around  $60,000.   This  figure  is  typical  for 
many  Cooley's  anemia  patients. 

Because  of  the  support  of  the  Congress,  the  NHLBI  and  NIDDK  have 
sponsored  major  research  initiatives  that  have  given  us  great  hope  for  the 
future.   In  fact,  there  are  six  areas  of  intense  investigation  and 
development  that  have  either  reached  the  stage  of  clinical  application  or  are 
on  the  verge  of  implementation  in  the  treatment  of  Cooley's  anemia.  These 
areas  include:   1)   Oral  iron  chelators  are  being  developed  to  address  the 
problem  of  iron  overload  due  to  transfusions  that  causes  complications  and 
death  in  patients  with  Cooley's  anemia.  Research  sponsored  in  this  area  has 
brought  us  to  the  verge  of  clinical  trials  to  further  test  one  of  the 
promising  compounds  identified,  a  fact  noted  by  this  committee  last  year.   In 
fact,  as  we  speak,  the  first  patients  will  begin  to  take  the  drug.  2) 
Research  has  helped  refine  bone  marrow  transplantation  which  may  cure 
Cooley's  anemia.  The  procedure,  however,  is  limited  to  a  small  group  of 
patients,  and  carries  a  number  of  high  risks.  3)   Research  aimed  at  improving 
blood  transfusion  technology  is  important  for  patients  whose  lives  depend  on 
regular  blood  transfusions.  The  continuing  safety  of  our  blood  supply  remains 
a  constant  concern  for  transfused  patients.  4)   New  and  promising  research 
related  to  factors  that  cause  hemoglobin  enhancement  have  been  initially 
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highly  successful  and  is  leading  to  the  development  of  drugs  to  enhance  fetal 
hemoglobin  production,  thereby  improving  the  anemia,  and  removing  the  need 
for  transfusion.   5)   Gene  therapy  research  has  brought  realistic  hope  of  the 
realization  of  a  cure  for  Cooley' s  anemia  through  the  correction  of  the 
underlying  molecular  defect  in  this  disease.   6)   New  technology  for 
measuring  iron  overload  in  patients  with  Cooley' s  anemia,  Sickle  Cell 
disease,  hemochromotosis  appears  promising,  and  we  encourage  further  inquiry 
aimed  at  increasing  utilization  by  patients. 

Mr.  Chairman,  last  year  the  Cooley' s  Anemia  Foundation  marked  its 
fortieth  anniversary.   Over  those  years,  the  Foundation  has  utilized 
extensive  volunteer  assistance  from  patients  and  their  families.  We  have 
raised  several  million  dollars  to  sponsor  research  fellowships,  grants  and 
six  worldwide  symposia.  The  seventh  worldwide  symposium  will  be  held  in  1996. 
Finally,  the  Cooley' s  Anemia  Foundation  has  sponsored  the  Thalassemia  Action 
Group,  a  patient  self-help  group  which  I  helped  found,  composed  of  patients 
from  all  over  the  country.  The  research  sponsored  by  the  NHLBI  and  NIDDK 
related  to  Cooley' s  anemia  has  led  directly  to  these  new  research 
opportunities,  as  well  as  dramatic  advances  in  the  overall  clinical  care  of 
patients.   For  this,  we  are  thankful  for  this  committee's  leadership  over  the 
years,  as  are  Cooley' s  anemia  patients  nationwide  who  have  led  higher  quality 
—  and  longer  lives. 

Last  year,  we  advocated  before  this  committee  the  development  of  a 
clinical  network  under  the  auspices  of  NHLBI  as  a  critical  next  step  in 
bringing  the  benefits  of  previous  research  to  bear  on  the  treatment  of  all 
patients  with  Cooley' s  anemia,  and  in  establishing  a  strong  base  for  future 
research  efforts  and  clinical  trials.  This  clinical  network  would  allow  the 
expeditious  translation  of  the  many  advances  in  basic  research  during  the 
past  two  decades  into  new  life-saving  therapies. 

Dealing  as  I  do  everyday  with  patients  all  around  the  country,  I  must 
tell  you  that  one  of  the  hardest  parts  of  my  job  is  to  lose  more  friends,  as 
I  did  this  past  week.  Cooley' s  anemia  patients  are  encouraged  by  the 
potential  in  some  of  these  new  research  areas  and  believe  that  the 
establishment  of  this  clinical  network  is  vital. 

I  want  to  note  that  successful  models  for  this  approach  have  been 
established  in  hemophilia,  AIDS  and  other  diseases  that  are  characterized  by 
wide  geographical  distribution  and  complex  clinical  care  that  is  unfamiliar 
to  most  physicians.  We  are  not  advocating  new  construction  or  major 
expenditures  of  funds  —  rather  we  seek  the  development  of  this  clinical 
network  in  already  existing  institutions  located  in  areas  with  a  base 
population  of  Cooley' s  anemia  patients. 

Last  year,  this  committee  recognized  the  need  for  planning  this  effort 
and  asked  NHLBI  to  report  to  you  early  this  year  on  how  clinical  trials  could 
best  be  organized.  Since  then,  we  have  worked  closely  with  the  NHLBI  in  this 
effort  and  look  forward  to  the  next  step. 

As  you  know,  research  is  a  cumulative  effort  and  oftentimes  the  results 
of  basic  research  can  be  applied  in  unforeseen  ways.  Certainly  the  basic  and 
clinical  research  related  to  Cooley' s  anemia  has  helped  pave  the  way  for  many 
major  accomplishments  in  the  understanding  and  treatment  of  human  diseases. 
Cooley' s  anemia  patients  were  the  earliest  contributors  to  understanding  of 
the  molecular  basis  of  blood  disorders  such  as  Sickle  Cell  disease.  Research 
into  Cooley' s  anemia  has  helped  improve  the  care  of  all  patients  who  need 
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regular  blood  transfusions.  The  establishment  of  a  Cooley's  anemia  clinical 
network  will  insure  that  all  patients  with  Cooley's  anemia  will  have  the 
opportunity  to  contribute  to  new  scientific  knowledge  and  better  treatment  of 
Cooley's  anemia  and  other  blood  disorders  and  all  genetic  diseases. 

We  appreciate  the  fact  that  the  NHLBI  has  been  focused  on  these  matters 
over  the  years  and  are  strongly  supportive  of  their  efforts  to  foster  the 
development  and  utilization  of  innovative  transfusion  strategies  that 
minimize  blood  recipient  exposure,  reduce  human  errors,  pinpoint  the  optimum 
blood  hemoglobin  level  and  improve  iron  chelation.  We  urge  continued  support 
in  this  area. 

We  also  like  to  underscore  the  extremely  valuable  support  that  the  NIDDK 
has  provided  for  research  in  the  area  of  Cooley's  anemia  and  other  anemias. 
In  particular,  NIDDK' s  support  for  research  on  oral  iron  chelators  and 
research  on  drugs  aimed  at  increasing  fetal  hemoglobin  has  helped  bring  this 
area  to  the  point  where,  as  mentioned,  we're  very  optimistic  about  the 
prospects  for  real  breakthroughs. 

Mr.  Chairman,  members  of  the  Committee,  we  know  that  you  are  faced  with 
severe  budget  constraints  this  year.   We  also  know  that  you  especially 
understand,  Mr.  Porter,  the  benefits  to  society  of  biomedical  research.  I  am 
not  here  today  to  do  anything  other  than  to  thank  you  for  your  past  support 
and  encourage  you  to  consider  the  Cooley's  anemia  patients  all  over  this 
country  when  you  make  your  final  decisions .   We  feel  that  the  NHLBI  and  NIDDK 
should,  at  a  minimum,  receive  an  increase  equal  to  all  other  NIH  institutes. 
Certainly  the  scientific  opportunities  which  present  themselves  at  this 
critical  point  in  time  are  exciting  and  give  great  hope  for  Cooley's  anemia 
patients.   We  urge  you  to  provide  appropriate  levels  of  funding  for  these 
important  areas  of  research. 

Finally,  we  would  like  to  just  make  note  of  the  fact  that  the  leadership 
shown  by  the  NHLBI  and  NIDDK  in  responding  to  the  needs  of  Cooley' s  anemia 
patients  is  exemplary.   Their  doors  have  always  been  open  to  us;  they  take 
the  time  to  meet  with  us  and  discuss  our  concerns,  and  we  just  want  you  to 
know  from  a  patient  perspective  we  feel  they  are  doing  a  great  job. 


have 


Thank  you  Mr.  Chairman.  I'll  be  pleased  to  answer  any  questions  you  nay 
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Mr.  Porter.  Could  I  ask  a  question?  You  said  iron  overload  and 
I  think  the  popular  conception  is  that  anemia  is  an  iron  deficiency 
disease.  Can  you  explain  that,  please. 

Mr.  Cazzetta.  Most  people  who  are  told  that  they  are  anemic  are 
because  they  are  iron  deficient.  With  Cooley's  anemia,  it  is  the  op- 
posite. We  have  enough  iron  in  our  system.  What  happens  is  with 
the  transfusion,  we  become  iron  overloaded.  With  each  unit  of 
blood,  you  are  gaining  so  much  iron,  so  our  system  becomes  toxic 
to  this  iron,  and  if  it  is  not  removed  through  the  Desferal,  death 
in  a  patient  usually  occurs  in  the  early  teens. 

Mr.  Porter.  And  this  pump  is  the  only  way  that  this  can  be  ad- 
ministered? 

Mr.  Cazzetta.  It  is  the  only  way  that  the  iron  is  taken  out. 

Mr.  Porter.  It  has  to  be  done  how  long  every  day? 

Mr.  Cazzetta.  Ten  to  twelve  hours  every  night,  every  day.  What 
happens  is  that  I  am  involved  in  a  patient  support  group  and  many 
of  the  patients  are  noncompliant  to  this,  because  it  is  a  painful 
medication,  it  is  an  irritant.  What  child  or  young  adult  is  going  to 
want  to  wear  something  for  10  or  12  hours  a  day.  That  is  half  your 
time. 

So  the  problem  is  the  patients  don't  use  it  and  they  succumb  to 
an  early  death  because  of  iron  overload  and  usually  it  is  cardiac 
disease. 

Mr.  Porter.  Well,  we  thank  you  very  much  for  your  testimony, 
once  again,  and  it  was  good  to  see  you. 

Mr.  Cazzetta.  Thank  you. 


Tuesday,  January  24,  1995. 

WITNESS 
GEORGE  A.  GATES,  M.D.,  FRIENDS  OF  NIDCD 

Mr.  Porter.  George  Gates,  M.D.,  Friends  of  NIDCD. 

Dr.  Gates. 

Dr.  Gates.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  You  have  been  here  before. 

Dr.  Gates.  Yes.  Thank  you  for  the  opportunity  to  testify.  Chair- 
man Porter,  Members  of  the  committee,  ladies  and  gentlemen,  I  am 
George  Gates,  President  of  the  Friends  of  the  National  Institute  on 
Deafness  and  other  Communication  Disorders,  NIDCD,  and  Direc- 
tor of  the  Virginia  Merrill  Bloedel  Hearing  Research  Center  at  the 
University  of  Washington  in  Seattle  which  is  one  of  the  leading  re- 
search universities  in  America. 

As  an  aside  for  Mr.  Bonilla,  I  spent  17  wonderful  years  in  San 
Antonio  where  I  started  the  program  there  at  the  University  of 
Texas. 

The  Friends  of  NIDCD  is  a  grassroots  organization  representing 
the  50  million  patients  with  communication  disorders  and  the  orga- 
nizations of  health  care  professionals  that  care  for  them,  as  well  as 
the  scientific  organizations  whose  members  conduct  the  research  in 
the  domain  of  the  NIDCD. 

As  a  clinical  scientist  and  a  practicing  physician  caring  for  pa- 
tients with  disorders  of  the  ears,  nose,  and  throat,  I  can  testify  as 
to  the  important  job  being  done  by  the  NIDCD,  and  I  am  here 
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today  to  call  attention  to  the  notable  opportunities  for  progress  in 
communication  disorders  being  supported  by  the  NIDCD. 

Mr.  Chairman,  you  and  your  committee  are  already  aware  of  the 
substantial  progress  of  the  NIDCD  in  the  seven  years  of  its  short 
existence.  Tlie  research  community  applauds  the  effectiveness  of 
the  institute  in  superbly  fulfilling  its  mission  to  expand  the  under- 
standing, prevention  and  treatment  and  care  of  disorders  of  hear- 
ing, balance,  voice,  speech,  language,  taste  and  smell. 

Even  though  the  NIDCD  is  the  second  youngest  institute  and  one 
of  the  smallest,  there  are  more  scientists  working  in  these  fields 
today  than  in  the  history  of  mankind,  and  recent  advances  have 
made  possible  the  approach  to  new  treatments  heretofore  been  con- 
sidered impossible.  The  result  is  intense  competition  for  scarce  re- 
search dollars. 

There  are  three  important  areas  that  deserve  comment  today. 
Accomplishments,  opportunities  and  cost.  First,  Mr.  Chairman,  you 
have  already  been  made  aware  of  the  success  the  researchers  sup- 
ported by  the  NIDCD  in  the  identification  of  a  number  of  deafness 
genes,  hereditary  conditions  that  cause  disorders,  and  the  impact 
of  environmental  conditions  that  affect  our  health. 

The  second  aspect  I  wish  to  discuss  is  research  opportunities.  As 
significant  as  progress  to  date  has  been,  it  makes  possible  new  op- 
portunities for  improving  the  health  of  our  Nation's  citizens.  Three 
specific  areas  deserve  comment.  First  is  hair  cell  regeneration.  We 
now  know  that  the  sensory  cells  of  the  inner  ear  can  regrow  and 
scientists  are  now  searching  to  identify  the  biochemical  factors  that 
start  and  stop  this  process  and  the  genes  that  are  responsible  for 
regulating  the  production  of  these  chemicals. 

As  you  know,  genes  are  packages  for  storing  information  which, 
like  little  computer  programs,  tell  the  cell  when  to  start  and  when 
to  stop  doing  what  they  do  and  when  to  do  it.  The  ongoing  research 
supported  by  the  NIDCD  is  actively  pursuing  the  identification  of 
which  genes  and  which  chemicals  control  the  development  of  hair 
cells  in  the  first  place,  so  that  the  same  process  can  be  turned  on 
again  when  needed,  should  the  ear  be  damaged  in  some  way.  The 
goal  of  this  research  is  to  develop  a  method  for  restoring  hearing. 
It  is  fair  to  say  that  this  is  the  first  significant  opportunity  before 
us  as  auditory  research  looks  into  the  next  century. 

The  second  area  of  note  is  the  development  of  vaccines  to  prevent 
childhood  ear  infections  which  are  the  most  common  cause  of  hear- 
ing loss  in  children  and  the  most  common  medical  condition  in 
which  children  receive  treatment.  Ongoing  research  supported  by 
the  NIDCD  has  as  its  goal  the  development  of  an  effective  vaccine 
that  would  significantly  decrees  the  health  care  costs  for  this  ill- 
ness which  is  now  estimated  at  $2  billion  annually. 

The  third  area  is  the  modulation  of  the  impact  of  environmental 
noise  pollution  on  the  inner  ear.  Mr.  Chairman,  because  of  your  in- 
terest in  environmental  causes  of  disease,  I  know  of  your  aware- 
ness of  the  devastating  effect  of  environmental  noise  on  hearing. 
Because  considerable  progress  has  been  made  in  understanding  the 
very  complex  structure  and  function  of  the  inner  ear,  we  now  know 
that  what  makes  the  ear  so  sensitive  in  detecting  soft  sounds  also 
makes  it  susceptible  to  damage  from  loud  sounds. 
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Noise  damage  is  cumulative,  permanent  and  a  major  contributor 
to  hearing  loss  in  adults.  Current  research  indicates  that  it  may  be 
possible  to  protect  the  inner  ear  from  noise  damage  through  chemi- 
cal means  which  could  theoretically  protect  the  10  million  workers 
exposed  to  hazardous  noise  in  the  workplace. 

All  three  of  these  major  research  areas  supported  by  the  NIDCD 
have  enormous  implications  for  our  future,  including  major  cost 
savings  which  I  would  like  to  discuss  as  the  last  point. 

The  societal  burden  of  communicative  disorders  is  substantial. 
Nearly  50  million  people  are  affected  and  the  resulting  breakdown 
in  communication  results  in  lost  opportunities  for  minds  to  develop, 
results  in  juvenile  delinquency,  results  in  lost  wages  and  results  in 
increased  health  care  costs. 

The  direct  nonresearch  cost  to  government  for  communicative 
disorders  is  over  $1  billion  annually,  and  if  the  health  care  costs 
are  included,  for  example,  the  $2  billion  we  spend  for  otitis  media 
and  another  billion  for  hearing  aids,  the  amount  spent  for  research 
in  the  communication  disorders,  $210  million,  seems  extremely 
modest  indeed. 

Mr.  Chairman,  because  of  the  important  work  of  the  NIDCD  and 
the  rich  opportunities  for  substantial  progress  in  improving  the 
communicational  health  of  America's  citizen,  the  Friends  of  the 
NIDCD  recommends  to  the  committee  a  scientifically  justified  in- 
crease in  the  budget  of  the  NIDCD  of  12  percent  for  fiscal  year 
1996.  We  understand  the  intense  pressures  for  cost  savings  and  we 
would  hope  that  the  progress  made  by  the  NIDCD  would  lead  your 
committee  to  at  least  maintain  parity  for  this  year. 

Thank  you  for  the  opportunity  to  testify. 

Mr.  Porter.  Dr.  Gates,  thank  you  very  much  for  being  with  us 
once  again,  and  thank  you  for  your  good  testimony. 

[The  prepared  statement  of  George  A.  Gates,  M.D.,  follows:] 
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Chairman  Porter,  members  of  the  Committee,  ladies  and  gentlemen.  I  am  Dr. 
George  A.  Gates,  President  of  the  Friends  of  the  National  Institute  on  Deafness  and 
Other  Communication  Disorders  (NIDCD)  and  Director  of  the  Virginia  Merrill  Bloedel 
Hearing  Research  Center  of  the  University  of  Washington  in  Seattle,  one  of  the 
leading  research  Universities  in  America.  The  Friends  of  the  NIDCD  is  a  grass  roots 
organization  representing  the  50  million  patients  with  communication  disorders  and 
the  organizations  of  health  care  professionals  that  care  for  them,  as  well  as  the 
scientific  organizations  whose  members  conduct  the  research  in  the  domain  of  the 
NIDCD.  As  a  clinical  scientist  and  a  practicing  physician  caring  for  patients  with 
disorders  of  the  ears,  nose,  and  throat,  I  can  testify  as  to  the  important  job  being  done 
by  the  NIDCD,  and  I  am  here  today  to  call  attention  to  the  notable  opportunities  for 
progress  in  communication  disorders  being  supported  by  the  NIDCD. 

Mr.  Chairman,  you  and  your  committee  are  already  aware  of  the  substantial 
progress  of  the  NIDCD  in  the  seven  years  of  its  short  existence.  The  research 
community  applauds  the  effectiveness  of  the  Institute  in  superbly  fulfilling  its  mission  to 
expand  the  understanding,  prevention,  treatment,  and  cure  of  disorders  of  hearing, 
balance,  voice,  speech,  language,  taste  and  smell.  There  are  more  scientists  working 
in  these  fields  today  than  in  the  history  of  mankind,  and  recent  advances  have  made 
possible  the  approach  to  new  treatments  that  have  heretofore  been  considered 
impossible. 

There  are  three  important  areas  that  deserve  comment  today: 
accomplishments,  opportunities,  and  cost. 

First,  Mr.  Chairman,  you  have  already  been  made  aware  of  the  successes  of 
researchers  supported  by  the  NIDCD  in  identification  of  a  number  of  deafness  genes, 
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of  recognition  of  hereditary  conditions  that  cause  communication  disorders,  and  the 
impact  of  environmental  conditions  that  affect  our  health. 

The  second  aspect  I  wish  to  discuss  is  research  opportunities.  As  significant  as 
progress  to  date  has  been,  it  makes  possible  new  opportunities  for  improving  the 
health  of  our  nation's  citizens.  Three  specific  research  areas  deserve  emphasis:  First 
is  hair  cell  regeneration.  We  now  know  that  the  sensory  cells  of  the  inner  ear  can 
regrow  and  scientists  are  now  searching  to  identify  the  biochemical  factors  that  start 
and  stop  this  process  and  the  genes  that  are  responsible  for  regulating  the  production 
of  these  chemicals.  Genes  are  packages  for  storing  information  which,  like  computer 
programs,  tell  the  cell  what  to  do  and  when  to  do  it.  The  ongoing  research  supported 
by  the  NIDCD  is  actively  pursuing  the  identification  of  which  genes  and  which 
chemicals  control  the  development  of  hair  cells  in  the  first  place  so  that  the  same 
process  can  be  turned  on  again  when  needed  should  the  ear  be  damaged  in  some 


The  goal  of  this  research  is  to  develop  a  method  for  RESTORING  hearing.  It  is 
fair  to  say  that  this  is  the  most  significant  opportunity  before  us  as  auditory  research 
looks  into  the  next  century. 

The  second  area  of  note  is  the  development  of  vaccines  to  prevent  childhood 
ear  infections,  which  are  the  most  common  cause  of  hearing  loss  in  children  and  the 
most  common  medical  condition  for  which  children  receive  treatment.  On-going 
research  supported  by  the  NIDCD  has  as  its  goal  the  development  of  an  effective 
vaccine  that  would  significantly  decrease  the  health  care  costs  for  this  common  illness, 
which  is  estimated  at  $2B  annually. 
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The  third  area  is  the  modulation  of  the  impact  of  environmental  noise  pollution 
on  the  inner  ear.  Mr.  Chairman,  because  of  your  interest  in  environmental  causes  of 
disease,  I  know  of  your  awareness  of  the  devastating  effect  of  environmental  noise  on 
hearing.  Because  considerable  progress  has  been  made  in  understanding  the  very 
complex  structure  and  function  of  the  inner  ear,  we  now  know  that  what  makes  the  ear 
so  sensitive  in  detecting  soft  sounds  also  makes  it  susceptible  to  damage  from  loud 
sounds.  Noise  damage  is  cumulative,  permanent,  and  a  major  contributor  to  hearing 
loss  in  adults.  Current  research  indicates  that  it  may  be  possible  to  protect  the  inner 
ear  from  noise  damage  through  chemical  means,  which  could  theoretically  protect  the 
1 0  million  workers  exposed  to  hazard  noise  in  the  work  place. 

All  three  of  these  major  research  areas  supported  by  the  NIDCD  have 
enormous  implications  for  our  future,  including  major  cost  savings,  which  is  the  third 
point  I  wish  to  discuss. 

The  societal  burden  of  communicative  disorders  is  substantial.  Nearly  50 
million  people  are  affected  and  the  resulting  breakdown  in  communication  results  in 
lost  opportunities  for  minds  to  develop,  results  in  juvenile  delinquency,  results  in  lost 
wages,  and  results  in  increased  health  care  costs.  The  direct  non-research  costs  to 
government  for  communicative  disorders  is  over  $1 B  and  if  the  health  care  costs  are 
included  -  for  example,  we  spend  over  $2B  annually  just  for  the  care  of  children  with 
otitis  media,  and  $1 B  for  hearing  aids,  the  amount  spent  for  research  into 
communication  disorders  -  $21 OM  -  seems  extremely  modest  indeed. 


RECOMMENDATIONS 

Mr.  Chairman,  because  of  the  important  work  of  the  NIDCD  and  the  rich 
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opportunities  for  substantial  progress  in  improving  the  communication  health  of 
America's  citizens,  the  Friends  of  the  NIDCD  recommends  to  the  committee,  an 
increase  in  the  budget  of  the  NIDCD  of  12%  for  fiscal  year  1996. 

Thank  you,  Mr.  Chairman,  for  the  privilege  and  opportunity  to  share  this 
information  with  you  and  to  assist  the  committee  in  its  difficult  budgetary  tasks. 
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Tuesday,  January  24,  1995. 

WITNESS 


MORTON  CORN,  M.D.,  ASSOCIATION  OF  UNIVERSITY  PROGRAMS  IN 
OCCUPATIONAL  HEALTH  AND  SAFETY 

Mr.  Porter.  Our  final  witness  for  this  morning  is  Morton  Corn 
M.D  Association  of  University  Programs  in  Occupational  Health 
and  Safety. 

Dr.  Corn,  we  welcome  you. 

Dr.  Corn.  Mr.  Chairman,  Members  of  the  committee,  I  appre- 
ciate the  opportunity  to  be  here.  I  request  the  statement  that  I  pre- 
pared be  added  to  the  record.  My  name  is  Morton  Corn,  I  am  pro- 
fessor and  director  of  the  Division  of  Environmental  Health  Engi- 
neering at  Johns  Hopkins  and  I  direct  a  NIOSH  educational  re- 
source center  in  occupational  safety  and  health. 
±J  hav.®  b?en  35  years  pursuing  practice,  research  and  teaching  in 
this  field;  I  served  as  Assistant  Secretary  of  Labor  in  the  Adminis- 
tration of  President  Ford  heading  the  Occupational  Safety  and 

j  S,tt  mistratlon-  My  &oal  today  is  t0  differentiate  NIOSH 
and  OSHA  and  to  speak  to  the  infrastructure  that  NIOSH  provides 
in  this  country  to  address  these  problems.  The  problems  are  real 
work  can  be  dangerous  to  your  health.  I  will  not  dwell  on  it  my 
statement  gives  you  the  statistics,  the  estimated  cost,  and  the 'pre- 
vention costs.  We  do  not  put  much  into  prevention. 

OSHA  is  a  regulatory  agency.  The  conceptualization  of  the  act 
was  that  NIOSH  provide  the  knowledge  and  the  professionals  and 
workers  educated  to  the  knowledge  to  intervene,  to  prevent  inju- 
ries, disease  and  death.  NIOSH  does  not  regulate.  I  stress  that  be- 
SSfSrii*8  bee?  su&gested  by  others  before  this  committee  that 
NIOSH  be  zeroed  out.  To  zero  out  NIOSH  would  be  to  destroy  the 
infrastructure  we  have  built. 

NIOSH  supports  training  of  physicians,  nurses,  hygienists,  safety 
professionals.  We  do  all  of  that  at  our  center.  At  any  given  time 
there  are  dozens  of  physicians,  several  dozen  hygienists,  nurses' 
Inere  are  14  such  centers  throughout  the  country  geographically 
distributed  who  compete  for  these  assisting  funds  and  there  are  42 
single  discipline  training  programs.  The  shortage  of  professionals 
continues  to  exist;  that  is  documented  in  my  statement 

So  OSHA  regulates,  NIOSH  feeds  up  the  knowledge  for  appro- 
priate intervention  and  ways  of  getting  effective,  both  cost  and  in 
terms  of  results,  reduction  of  these  injuries  and  diseases. 

I  would  like  to  state  that  in  my  experience,  controversy  acri- 
mony anguish  and  gridlock  are  greatest  where  the  economic  im- 
pact of  change  is  costliest  and  the  knowledge  base  is  thin.  And  I 
ESSSa-  y  mention  the  furor  over  the  ergonomics  standard  that 
OSHA  is  considering.  The  knowledge  base  is  thin.  NIOSH  research 
increases  that  knowledge  base  and  it  has  training  programs  to 
transmit  the  knowledge  to  people  who  go  out  there  and  apply  it 
1  could  give  specific  illustrations  of  the  truth  of  these  ideas  if  they 
are  desired.  I  will  not  dwell  on  it  here. 

I  serve  on  the  panel  of  experts  of  the  World  Health  Organization 
assisting  developing  nations  and  will  state  that  they  fail  and  have 
appalling  work  conditions,  illustrated  by  the  Bhopal  episode    be- 
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cause  they  don't  have  the  infrastructure  of  people,  and  they  have 
not  integrated  the  knowledge  of  the  old  manufacturing  industries. 

I  would  also  say  that  NIOSH  deals  with  the  new  workplace,  not 
only  the  blue  collar  image,  they  are  concerned  with  health  workers, 
they  are  concerned  with  agricultural  workers  using  new  chemicals; 
they  are  concerned  with  office  workers. 

The  research  and  the  training  are  linked.  If  you  have  the  re- 
search and  you  do  not  have  the  transmission  to  the  field,  you 
haven't  gotten  the  value  out  of  what  you  paid  for.  At  OSHA,  I  could 
not  hire  these  professionals;  I  created  the  training  institute  in  Chi- 
cago to  upgrade  the  OSHA  inspectors  with  the  new  knowledge,  and 
that  training  institute  still  exists. 

Those  are  the  ideas  I  very  much  wanted  to  get  through  to  you. 
The  funds  provided  are  a  small  proportion  of  the  expenditures  at 
our  university,  but  they  are  essential  and  I  believe  that  NIOSH 
monies  in  this  field  is  a  very  small  premium  to  pay  to  sustain  this 
infrastructure. 

I  thank  you  very  much. 

Mr.  Porter.  Dr.  Corn,  thank  you  very  much  for  being  with  us 
and  for  your  good  testimony. 

[The  prepared  statement  of  Dr.  Morton  Corn  follows:] 


123 

TESTIMONY 

OF 

DR.  MORTON  CORN 
JOHNS  HOPKINS  UNIVERSITY 

ON  BEHALF  OF 

ASSOCIATION  OF  UNIVERSITY  PROGRAMS  IN 
OCCUPATIONAL  HEALTH  AND  SAFETY  (AUPOHS) 

NATIONAL  OCCUPATIONAL  SAFETY  AND  HEALTH 
EDUCATIONAL  ASSOCIATION 


Concerning  Appropriations  for  the  National  Institute  For 
Occupational  Safety  and  Health  (NIOSH) 


BEFORE  THE 

SUBCOMMITTEE  FOR  LABOR,  HHS,  EDUCATION 

AND  RELATED  AGENCIES  APPROPRIATIONS 

U.  S.  HOUSE  OF  REPRESENTATIVES 
JANUARY  24,  1995 


124 

AUPOHS  Testimony:  FY-96 


The  following  testimony  is  presented  in  support  of  appropriations  for  the  National  Institute 
for  Occupational  Safety  and  Health  (NIOSH)  on  behalf  of  the  Association  of  University  Pro- 
grams in  Occupational  Health  and  Safety  (AUPOHS)  and  in  conjunction  with  the  National 
Occupational  Safety  and  Health  Education  Association  (NOSHEA). 

AUPOHS  represents  14  multi-disciplinary,  university-based  Educational  Resource  Centers 
(ERCs).  Most  centers  are  collaborative  efforts  among  several  institutions  in  their  respective 
regions.  NOSHEA  represents  42  smaller,  single-discipline  Training  Program  Grants  (TPGs)  dis- 
tributed throughout  the  U.S.  The  combined  ERC-TPG  efforts  thus  involve  56  programs  that  ac- 
count for  virtually  all  the  nation's  professional  education  and  specialty  training  in  occupational 
health  and  safety,  helping  NIOSH  to  meet  its  mandate  by  delivering  "...  educational  programs  to 
provide  an  adequate  supply  of  qualified  personnel  to  carry  out  the  purposes  of  the  Act" 
(Occupational  Safety  and  Health'Act  of  1970).  This  degree  of  nationally  coordinated  profes- 
sional education  in  occupational  safety  and  health  is  unequaled  in  any  other  country.  These  pro- 
grams also  provide  research  training  and  conduct  most  of  the  occupational  health  and  safety  re- 
search performed  in  academic  institutions. 

As  their  name  implies,  the  ERCs  arc  regional  resources  for  all  parties  involved  with  occupa- 
tional health  and  safety — industry,  labor,  government,  acaderrria,  the  general  public.  In  the  last 
five  years,  NIOSH-supported  professional  education  programs  graduated  about  2,700  safety  and 
health  professionals,  and  continuing  education  courses  had  more  than  150,000  attendees. 

THE  CURRENT  MANPOWER  SHORTAGE 

Notwithstanding  the  mandate  of  the  OS&H  Act  to  provide  adequate  qualified  personnel,  and 
the  substantial  activities  of  die  ERC-TPG  programs,  there  exist  today  ongoing  shortages  of  quali- 
fied occupational  health  and  safety  professionals  in  all  specialties.  These  deficiencies  have  al- 
ways been  present  but  have  worsened  progressively  over  the  last  decade.  This  worsening  can  be 
traced  directly  to  the  Congress  failing  to  fund  adequately  NIOSH's  Training  line  which  supports 
the  educational  grants  programs. 

For  example,  a  limited  number  of  occupational  medicine  specialists  axe  trained  each  year  in 
the  nation's  34  occupational  medicine  residencies.  All  but  one  of  these  residencies  are  located  in 
NIOSH-supported  programs  (the  exception  is  a  U.S.  Army  program)  and  each  is  supported  by 
NIOSH  at  levels  far  below  the  actual  cost  of  training.  In  1991,  owing  to  the  lack  of  funds  to 
support  such  residency  programs,  there  were  only  161  physicians  engaged  full-time  in  occupa- 
tional medicine  training.  From  these  two-year  residency  programs  about  70  physicians  per  year 
achieve  specialty  certification  by  the  American  Board  of  Preventive  Medicine.  This  total  output 
for  the  country  contrasts  strikingly  with  the  national  need  for  occupational  physicians. 

In  1991.  the  Institute  of  Medicine  (IOM)  issued  a  report  on  the  manpower  shortage  in  occu- 
pational and  environmental  medicine.  This  report1  estimated  that  the  number  of  active  occupa- 
tional medicine  specialists  was  between  1 ,200  and  1.500  (or  roughly  one  physician  per  80,000 
active  workers  and  20,000  retired  or  disabled  workers).  The  IOM  estimated  a  need  for  3,100  to 
4,700  physicians — a  net  deficit  of  1,600  to  3,500  qualified  occupational  physicians.  In  other 
words,  we  needed  to  increase  the  number  of  trained  physicians  by  two-  to  three-fold  just  to  meet 
the  demand  in  1991. 


Institute  of  Medicine.  Addressing  the  Physician  Shortage  in  Occupational  and  Environmental  Medicine. 
National  Academy  of  Science:  Washington.  DC,  1991. 
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The  national  demand  for  industrial  hygienists  may  be  even  greater.  Industries  are  having 
problems  recruiting  sufficient  qualified  industrial  hygienists  and  must  offer  unusually  high 
salaries  to  attract  recent  graduates  from  our  programs.  The  aggressive  demand  of  industry  is 
drawing  industrial  hygienists  away  from  regulatory  agencies,  academia,  and  other  institutions, 
resulting  in  shortages  in  key  areas.  Similar  deficiencies  in  the  supply  of  qualified  occupational 
health  nurses  and  safety  professionals  have  been  discussed  by  their  respective  professional  or- 
ganizations. The  funding  support  from  NIOSH  to  train  manpower  in  each  of  these  occupational 
safety  and  health  professions  is  seriously  deficient. 

THE  ONGOING  EPIDEMIC  OF  WORK-RELATED  ILLNESSES  AND  INJURIES 

Occupational  hazards  have  become  increasingly  complex  and  affect  a  greater  number  of 
workers  today  than  ever.  Lost  workdays  in  the  private  sector,  for  example,  continue  to  increase 
dramatically2  (Figure  1).  The  Bureau  of  Labor  Statistics  (BLS)  reports  that  lost  workdays  per 
100  workers  per  year  have  increased  from  58.5  in  1983,  to  86.5  in  1992 — a  steady,  unchecked 
increase  of  nearly  50%  over  that  nine-year  period. 

Workers  killed  on  the  job  number  about  10,000  per  year,  and  another  50,000  to  70,000  die 
from  diseases  such  as  cancer,  lung  diseases,  kidney  failure,  and  neurological  impairment.  Total 
deaths  from  work-related  injuries  and  diseases  are  thus  60,000  to  80,000  per  year  (or  about  three 
to  four  times  the  current  number  of  deaths  per  year  from  AIDS).2 

Non-fatal  injuries  and  occupational  diseases  affect  several  million  more  U.S.  workers  each 
year.  Musculoskeletal  disorders  alone  cause  disability  to  about  1.2  million  workers  annually, 
while  occupational  injuries  disable  another  3.3  million  each  year.2  The  tragedy  of  this  is  that 
most  work-related  fatalities,  injuries,  and  diseases  can  be  prevented  by  more  effective,  profes- 
sionally directed,  health  and  safety  programs.  When  hazardous  conditions  are  identified,  it  re- 
quires highly  skilled,  broadly  trained  professionals  to  evaluate  the  causes  of  injuries  and  illness- 
es so  that  effective  and  low-cost  remedies  can  be  implemented.  Our  present  level  of  professional 
education  and  training  is  simply  not  producing  sufficient  numbers  of  people  to  perform  these 
critical  functions. 

It  needs  be  emphasized  also  that  the  annual  cost  of  occupational  injuries  and  illnesses  in  our 
country  is  huge.  Ultimately,  these  are  public  costs,  borne  direcdy  by  wage  earners  and  tax  pay- 
ers and  indirecdy  through  increased  costs  to  industry  that  are  passed  on  to  consumers  in  the 
prices  of  goods  and  services.  The"  National  Safety  Council  has  estimated  that  fatal  and  non-fatal 
injuries  alone  accounted  for  more  than  $116  billion  in  total  costs  in  1992,2  while  the  total  costs 
for  all  work-related  illnesses  are  probably  in  the  range  of  $80-100  billion.  Thus  the  complete 
costs  to  the  nation,  including  direct  and  indirect  expenses,  of  occupational  illnesses  and  injuries 
are  about  $190-220  billion,  or  $1,600  to  $1,900  for  every  American  worker.  Yet  despite  being 
the  primary  focus  for  occupational  disease  and  injury  prevention  in  the  country,  NIOSH  receives 
only  about  one  dollar  per  worker  per  year  for  its  mission  of  research,  professional  education,  and 
outreach.  In  other  words,  we  spend  a  dollar  on  prevention  for  every  $1, 600-1  fiOO  in  costs. 

The  severe  financial  drain  created  by  occupational  injuries  and  diseases,  as  well  as  the  per- 
sonal burden  of  ill  health  borne  by  workers  and  their  families,  cannot  be  solved  solely  by  adjust- 
ing insurance  costs  or  other  economic  measures.  Much  is  said  today  about  the  crisis  in  health 
care  and  workers'  compensation,  and  the  need  to  reduce  these  costs.  Prevention  of  even  a  mod 


2  National  Safety  Council.  Accident  Facts.  1993  Edition. 


126 


AUPOHS  Testimony:  FY-96 


est  portion  of  the  annual  occupational  injuries,  diseases,  and  deaths  would  produce  marked  divi- 
dends that  could  be  measured  in  terms  of  reducing  the  burden  of  workers'  compensation  and  de- 
creasing costs  of  health  care.  Such  prevention  requires  knowledge  (through  basic  and  applied 
research)  and  professional  manpower.  Today's  manpower  problem  is  primarily  one  of  inade- 
quate training  funds.  The  most  cost-effective  way  to  achieve  the  necessary  increase  in  profes- 
sionals is  to  increase  the  level  of  funding  for  professional  education  in  the  NIOSH  Training  line. 

The  last  five  years  of  level  funding,  plus  the  net  reduction  by  two-thirds  in  real  dollars  appro- 
priated relative  to  1980,  has  created  a  serious  problem  for  our  continued  operation.  The  current 
awards  for  the  ERC-TPG  programs  cover  less  than  one-third  of  the  actual  operating  costs  for 
each  grantee.  At  times  when  federal,  state,  and  private  funding  sources  are  all  stressed,  some 
centers  will  be  unable  to  continue  subsidizing  the  majority  of  costs  for  training  professionals  in 
occupational  health  and  safety.  There  is  a  real  possibility  that  some  centers  will  cease  to  exist 
This  will  be  a  major  problem  for  the  nation  at  a  time  when  it  needs  increased  manpower  and 
training  in  occupational  health  and  safety. 

The  funding  problem  extends  to  the  NIOSH  Research  line.  Occupational  safety  and  health 
problems  are  changing  constantly  and  new  information  (through  applied  and  basic  research)  is 
needed  to  address  emerging  concerns.  One  example  is  the  serious  health  and  safety  concerns 
associated  with  cleaning  up  the  Department  of  Energy's  nuclear  weapons  facilities.  Last  year, 
representatives  of  NIOSH,  the  Department  of  Energy,  and  the  Occupational  Safety  and  Health 
Administration  met  with  the  ERC  directors  to  discuss  ways  in  which  these  problems  might  be 
addressed.  The  ERCs  and  TPGs  are  the  principal  external  groups  undertaking  research  training 
and  research  in  occupational  safety  and  health. 

HERITAGE  FOUNDATION  PROPOSED  BUDGET 

In  a  recent  evaluation  of  the  federal  budget,  the  Heritage  Foundation  made  the  following 
observations:  "...  [NIOSH]  develops  criteria  for  occupational  safety  and  health  standards,  and 
provides  training  in  the  recognition,  avoidance,  and  prevention  of  unsafe  or  unhealthful  working 
conditions  and  the  proper  use  of  equipment ...  this  program  duplicates  the  mission  and  purpose  of 
the  Occupational  Safety  and  Health  Administration  (OSHA) ...  Without  a  doubt,  NIOSH  should 
be  eliminated."  The  kindest  comment  to  be  made  about  this  recommendation  is  that  it  comes 
from  profound  ignorance  of  the  respective  roles  and  functions  of  NIOSH  and  OSHA. 

In  recent  years,  NIOSH's  chief  functions  have  been  research,  professional  education,  worker 
training,  outreach  services  (through  the  conduct  of  health  hazard  evaluations),  certification  of 
respirators  and  other  safety  equipment  Production  of  criteria  documents  for  occupational  safety 
and  health  standards  virtually  ceased  in  the  early  1980s.  OSHA,  on  the  other  hand,  conducts  no 
original  research,  performs  limited  worker  training  and  in-house  training  of  its  inspectors,  and 
has  a  unique  regulatory  responsibility  for  developing  and  enforcing  the  majority  of  U.S.  work 
places.  The  relative  roles  of  OSHA  and  NIOSH  are  not  duplicative  but  are  complementary  in 
many  respects.  The  functions  performed  by  both  agencies  are  necessary  to  make  work  places  in 
this  country  healthier  and  safer.  To  suggest  otherwise  betrays  an  alarming  naivete"  and  lack  of 
understanding  for  the  needs  of  U.S.  workers,  employers,  labor  groups,  state  and  local  govern- 
ment agencies,  health  care  providers  and  workers'  compensation  carriers. 

We  strongly  urge  the  Committee  and  the  Congress  to  become  thoroughly  informed  on  the 

roles  and  responsibilities  of  OSHA  and  NIOSH,  and  the  serious  economic  and  health 

concerns  related  to  work  place  health  and  safety,  before  considering  any  reductions  in 

these  two  agencies.  In  particular,  NIOSH's  role  in  funding  professional  education  centers 

and  programs  is  unparalleled  elsewhere  and  serves  as  a  model  for  other  countries. 

This  edeucational  function  needs  strengthening. 
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Table  1.  NIOSH-funded  Educational  Resource  Centers  (ERCs) 


University  of  Alabama  Birmingham 
School  of  Public  Health     . 

University  of  California  at  Berkeley 
School  of  Public  Health 

University  of  Cincinnati  Medical  Center 
Institute  of  Environmental  Health 

University  of  Illinois  at  Chicago 
Occupational  Health  and  Safety  Center 

University  of  Michigan 

Center  for  Occupational  Health  and  Safety  Engineering 

University  of  Minnesota 
School  of  Public  Health 
Midwest  Center  for  Occupational  Health  and  Safety 

University  of  North  Carolina 

North  Carolina  Educational  Resource  Center 

University  of  Southern  California 

Southern  California  Educational  Resource  Center 

University  of  Texas  Houston 
School  of  Public  Health 


University  of  Utah  Medical  l 

Rocky  Mountain  Center  for  Occupational  Health 

University  of  Washington 

School  of  Public  Health 

Northwest  Center  for  Occupational  Health  and  Safety 

Harvard  University 
School  of  Public  Health 

Johns  Hopkins  University 

School  of  Hygiene  and  Public  Health 

Mt  Sinai  School  of  Medicine 

New  York/New  Jersey  Educational  Resource  Center 
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Mr  Porter.  The  list  of  witnesses  is  completed  for  this  morning. 
The  subcommittee  will  stand  in  recess  until  10  o'clock  tomorrow. 
Thank  you  all  for  being  here. 


Wednesday,  January  25,  1995. 

WITNESS 
SUZANNE  OPARIL,  M.D.,  AMERICAN  HEART  ASSOCIATION 

Mr.  Porter.  The  subcommittee  will  come  to  order.  This  is  the 
second  day  in  eight  days  of  hearings  on  public  witnesses,  and  we 
welcome  all  of  you  here  this  morning. 

We  have  a  number  of  witnesses  in  the  next  two  hours,  and  we 
would  request  that  each  witness  stay  within  the  five-minute  time 
limit.  I  have  to  say  yesterday  witnesses  stayed  exactly  within  the 
time  limit,  so  we  expect  the  same  for  the  witnesses  today. 

We  begin  with  Suzanne  Oparil,  M.D.,  of  the  American  Heart  As- 
sociation. Dr.  Oparil. 

Dr.  Oparil.  Thank  you.  The  American  Heart  Association  ap- 
plauds particularly  your  continued  leadership  and  championship  of 
increased  funding  for  the  NIH.  The  NIH  is  in  good  hands  in  the 
era  of  fiscal  constraint. 

Despite  progress,  cardiovascular  diseases,  including  heart  attack 
and  stroke,  remain  America's  number  one  killer  of  men  and  women 
and  the  leading  cause  of  disability.  Cardiovascular  diseases  are  re- 
sponsible for  almost  half  of  all  American  deaths.  That  is  one  life 
every  34  seconds. 

Heart  attack  and  stroke  still  occur  in  epidemic  proportions. 
Heart  attack  is  the  single  largest  cause  of  death  in  this  Nation,  and 
it  kills  more  than  five  times  as  many  American  women  as  breast 
cancer. 

One  in  four  Americans  suffer  from  cardiovascular  diseases.  The 
estimated  cost  of  this  will  be  $138  billion  in  1995.  Yet  only  .62  per- 
cent of  the  expenditures  for  cardiovascular  health  are  being  in- 
vested in  fiscal  year  1993  NIH-supported  heart  attack  and  stroke 
research. 

The  National  Center  for  Health  Statistics  reports  that  elimi- 
nation of  all  major  forms  of  cardiovascular  diseases  would  increase 
life  expectancy  10  years.  In  contrast,  if  all  forms  of  cancer  were 
eradicated,  the  increase  would  only  be  three  years. 

Despite  this,  fewer  Federal  dollars  are  spent  on  heart  disease 
and  stroke  than  all  other  major  diseases.  In  fiscal  year  1993,  HHS 
spent  36  times  more  on  research  funding  per  death  of  an  AIDS  vic- 
tim than  was  spent  per  death  of  a  heart  disease  victim.  Likewise, 
per  death,  AIDS  funding  exceeded  stroke  funding  by  50  to  one,  and 
cancer  funding  exceeded  stroke  funding  by  five  to  one  and  heart 
disease  funding  by  four  to  one. 

The  AHA  supports  the  Ad  Hoc  Group  for  Medical  Research 
Funding's  fiscal  year  1996  proposal  of  $13  billion  for  the  NIH.  Only 
NHLBI  and  NINDS  recommendations  are  within  this  amount. 

The  NHLBI  research  and  disease  prevention  portfolio  produces 
major,  cost-effective  advances.  The  institute  effectively  translates 
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new  science  into  public  benefit.  Nevertheless,  there  has  been  a 
steady  decline  in  relative  support  for  NHLBI  compared  to  other  in- 
stitutes. This  is  a  major  concern. 

The  current  appropriation  has  reduced  NHLBFs  buying  power 
below  its  fiscal  year  1985  level,  restricting  the  institute's  ability  to 
fund  many  promising  areas  of  research.  We  advocate  a  fiscal  year 
1996  appropriation  of  $1.5  billion  for  NHLBI. 

Promising  NHLBI  research  opportunities  for  innovative,  cost-sav- 
ing approaches  to  the  diagnosis,  treatment,  prevention  and  perhaps 
cure  of  heart  attack  and  stroke,  which  could  be  exploited  with  more 
resources,  include:  a  variety  of  initiatives,  including  studies  to  help 
the  heart  grow  new  blood  vessels  to  bypass  obstructed  arteries; 

To  develop  new  gene  transfer  technology  to  provide  the  basis  for 
use  of  gene  therapy  in  the  treatment  of  heart  disease  and  stroke 
victims; 

To  determine  how  the  inner  lining  of  the  heart  and  the  blood  ves- 
sels protect  these  structures,  how  this  inner  lining  becomes  injured 
by  disease  and  how  injury  can  be  prevented  or  repaired; 

To  understand  dramatic  changes  in  the  structure  of  a  baby's 
heart  that  occurs  or  fails  to  occur  at  birth.  This  understanding  will 
lead  to  techniques  to  cure  or  prevent  congenital  heart  defects,  the 
most  common  birth  defect,  the  major  cause  of  infant  birth-defect- 
related  deaths  and  a  leading  cause  of  childhood  illness  and  disabil- 
ity; 

And  to  identify  the  adaptive  mechanisms  that  strengthen  the 
failing  heart  and  determine  what  causes  the  sick  but  compensated 
heart  to  fail.  Improved  knowledge  will  advance  the  treatment  of 
congestive  heart  failure,  the  leading  cause  of  hospitalization  for 
Americans  over  65. 

Stroke  is  America's  third  most  common  cause  of  death  and  the 
leading  cause  of  serious  disability  and  a  major  contributor  to  late 
life  dementia  in  America.  Stroke  afflicts  one  American  every  60 
seconds  or  half  a  million  people  each  year,  and  it  kills  one  of  its 
victims  every  3.5  minutes.  Most  stroke  survivors  are  permanently 
disabled. 

The  three  million  stroke  survivors  in  America  often  face  years  of 
debilitating  impairment,  emotional  distress  and  overwhelming 
medical  costs.  Stroke  will  cost  this  Nation  an  estimated  $21  billion 
in  health  care  costs  in  disability  payments  in  1995.  Yet  fiscal  year 
1995  funding  of  NINDS-supported  stroke  research  is  only  $69  mil- 
lion. With  the  paucity  of  resources  currently  devoted  to  stroke,  the 
promise  of  the  Decade  of  the  Brain  rings  hollow. 

The  NINDS  must  receive  sufficient  funds  to  exploit  research  op- 
portunities in  stroke  prevention  and  treatment.  In  fiscal  year  1996, 
appropriation  of  $95.5  million  will  allow  NINDS  to  pursue  ex- 
panded public  education  and  more  rapid  progress  toward  the  goal 
of  prevention  of  80  percent  of  all  strokes  within  the  Decade  of  the 
Brain. 

CDC's  programs  compliment  NIH's  research  by  bringing  preven- 
tion activities  to  Americans.  We  advocate  $10,000,000  to  launch 
CDC's  first  nationwide  cardiovascular  disease  prevention  and  con- 
trol program. 
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Mr.  PORTER.  Dr.  Oparil,  thank  you  very  much  for  your  testimony 
this  morning.  We  appreciate  your  being  here  representing  the 
American  Heart  Association  before  the  subcommittee. 

[The  prepared  statement  of  Suzanne  Oparil,  M.D    follows] 
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Summary  of  Recommendations: 

National  Institutes  of  Health— $13  billion 

National  Heart,  Lung,  and  Blood  Institute— $1.5  billion 
National  Institute  of  Neurological  Disorders  and  Stroke 

Stroke  Research— $95.5  million 
National  Center  for  Research  Resources— $412  million 


Cardiovascular  Research— $30  million 

Office  of  Disease  Prevention  and  Health  Promotion— $5.6  million 

Centers  for  Disease  Control  and  Prevention— $2.5  billion 
Cardiovascular  Diseases  Prevention— $10  million 
Comprehensive  School  Health  Education— $50  million 
Office  on  Smoking  and  Health— $30  million 
Preventive  Health  and  Hearth  Services  Block  Grant— $182  million 

Agency  for  Health  Care  Policy  Research— $188  million 
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The  American  Heart  Association,  committed  to  reducing  disability  and  death  from  cardiovascular  diseases, 
including  heart  attack  and  stroke,  works  with  federal  agencies  responsible  for  research,  education  and  prevention 
programs.  Our  comments  and  FY  1 9%  funding  recommendations  for  programs  of  major  interest  follow. 

Research  and  prevention  programs  are  critical  because  they  save  lives  and  money.  But,  currently,  only  3  cents 
of  every  health  care  dollar  goes  to  medical  research.  However,  a  nationwide  1993  Harris  poll,  commissioned  by 
Research!  America,  found  that  9  out  of  10  Americans  believe  that  the  United  States  should  spend  more  on  medical 
research  to  better  diagnose,  prevent  and  treat  disease.  Moreover,  the  poll  showed  that  2  out  of  3  Americans  rate 
medical  research  as  the  most  valuable  type  of  scientific  research. 

Cardiovascular  diseases,  including  heart  attack  and  stroke,  remain  America's  No.  1  killer  of  men  and  women 
since  1919  and  a  leading  cause  of  disability.  Cardiovascular  diseases  cause  a  death  every  34  seconds  in  the  United 
States,  lulling  more  than  925,000  Americans  each  year.  Heart  attack,  the  single  largest  cause  of  death  in  this 
nation,  kills  more  than  S  times  as  many  American  women  as  breast  cancer.  Stroke  is  America's  third  biggest  killer 
and  the  chief  cause  of  permanent  disability.  More  than  60  percent  of  fatal  stroke  victims  are  female    Based  on  a 
lifespan  of  74  years,  cardiovascular  diseases  accounted  for  4.7  million  years  of  potential  life  lost  in  1991. 

When  discussing  the  fruits  of  medical  research,  most  scientists  point  to  the  dramatic  decline  in  the  age-adjusted 
death  rates  from  heart  attack  and  stroke  from  1950  to  1990.  But,  despite  that  progress,  heart  attack  and  stroke  still 
occur  in  epidemic  proportions,  representing  the  greatest  and  most  costly  health  burden  for  this  country.  The 
majority  of  American  families  have  been  touched  by  these  devastating  diseases.  According  to  a  1994  Gallup  poll, 
54  percent  of  Americans  have  a  family  history  of  heart  attack  or  stroke. 

Approximately  1  in  4  Americans  suffer  from  cardiovascular  diseases  at  an  estimated  cost  to  this  nation  of 
$138  billion  in  medical  expenses  and  lost  productivity  in  1995.  Stroke  accounts  for  over  $21  billion  of  this 
amount   These  enormous  costs  dwarf  the  $855  million  National  Institutes  of  Health  FY  1993  budget  for  heart  and 
stroke  research.  Only  0.62  percent  of  the  expenditures  for  cardiovascular  health  are  being  invested  in  NIH- 
supported  heart  and  stroke  research-an  unacceptable  percentage  for  any  forward  looking  enterprise.  America  is 
jeopardizing  its  future  by  failing  to  support  promising,  cost  effective  discoveries  that  could  pave  the  way  to  disease 
prevention  and  cure. 

The  National  Center  for  Health  Statistics  reports  that  an  elimination  of  all  major  forms  of  cardiovascular 
diseases,  including  heart  attack  and  stroke,  would  increase  life  expectancy  by  about  10  years;  but,  if  all  forms  of 
cancer  were  eradicated,  the  increase  would  be  only  3  years.  Yet,  fewer  federal  research  dollars  are  spent  on  heart 
disease  and  stroke  compared  to  other  major  diseases.  In  FY  1993,  the  Department  of  Health  and  Human  Services 
spent  36  times  more  on  research  funding  per  death  of  an  AIDS  victim  than  was  spent  per  death  of  a  victim  of  heart 
disease.  Similarly,  with  regard  to  dollars  spent  per  death,  AIDS  funding  exceeded  stroke  funding  by  50  to  1, 
cancer  funding  exceeded  stroke  funding  by  5  to  1  and  heart  disease  funding  by  4  to  1. 

National  Institutes  of  Health 

NTH-supported  research  is  the  best  way  to  bring  down  health  care  costs,  provide  Americans  with  cutting-edge 
treatment  and  prevention  efforts  and  maintain  America's  status  as  the  world  leader  in  medical  research.  To 
provide  for  a  modest  growth  in  biomedical  research,  the  AHA  supports  the  FY  19%  Ad  Hoc  Group  for  Medical 
Research  Funding's  proposal  of  $13  billion  for  the  NTH.  Within  this  amount  our  recommendations  for  specific 
institutes  follow. 


I  Heart,  Lung,  and  Blood  Institute 

The  NHLBI's  research  and  disease  prevention  portfolio  has  been  highly  effective.  A  high  priority  is  given  to 
research  project  grants.  In  addition,  the  NHLBI  stresses  other  important  program  mechanisms,  such  as  clinical 
trials,  population  studies,  specialized  centers  of  research,  research  and  demonstration  centers,  training  programs, 
research  and  development  contracts  and  education  and  direct  prevention  programs.  This  carefully  balanced 
approach  has  contributed  to  the  success  of  NHLBI  programs  and  has  enhanced  its  effectiveness  in  translating  new 
science  into  public  benefit. 

The  Institute's  research  programs  have  produced  major,  cost  effective  advances,  some  of  which  follow.  An 
NHLBI-supported  clinical  trial,  co-sponsored  with  the  National  Institute  on  Aging,  showed  that  an  inexpensive, 
commonly-used  antihypertensive  drug  reduced  stroke  and  heart  attack  in  victims  of  systolic  hypertension  (SH),  a 
form  of  high  blood  pressure  that  afflicts  about  3  million  older  Americans.  Nationwide  treatment  of  SH  in  the 
elderly  could  save  at  least  $25  million  a  year  in  health  care  costs.  Another  clinical  trial  revealed  that  the  use  of  an 
angiotensin  converting  enzyme  (ACE)  inhibitor  reduced  deaths  and  hospitalizations  of  congestive  heart  failure 
victims.  Routine  use  of  an  ACE  inhibitor  to  treat  chronic  heart  failure  could  prevent  approximately  10,000  to 
20,000  deaths  and  about  100,000  hospitalizations  annually.  Associated  savings  are  estimated  at  $1  billion 
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NHLBI-ftinded  research  demonstrated  that  a  blood  test  to  diagnose  or  rule  out  heart  attack  within  the  first 
6  hours  of  symptoms  could  reduce  coronary  care  unit  admissions  by  30  to  70  percent,  achieving  a  substantial 
savings.  Because  less  than  30  percent  of  patients  admitted  to  hospitals  with  chest  pain  are  subsequently  found  to 
have  suffered  a  heart  attack,  quickly  ruling  out  heart  attack  in  these  victims  could  save  about  $4  billion  a  year.  The 
NHLBI-sponsored  Trial  of  Antihypertensive  Interventions  and  Management  showed  that  weight  loss  is  effective  in 
reducing  blood  pressure.  High  blood  pressure  is  the  most  pervasive  cardiovascular  disease,  the  most  critical  stroke 
risk  factor  and  a  leading  cause  of  heart  attack,  kidney  failure  and  congestive  heart  failure.  Findings  from  this  study 
reveal  that  many  patients  with  mild  high  blood  pressure  who  control  their  weight  could  avoid  medications  entirely, 
thereby  reducing  health  care  costs. 

The  Postmenopausal  Estrogen  Progestin  Intervention  Trial  (PEPI),  administered  and  primarily  funded  by  the 
NHLBI,  is  the  first  major  clinical  trial  to  study  the  effects  of  hormone  replacement  therapy  on  heart  disease  risk 
factors  in  postmenopausal  women.  PEPI  showed  that  hormone  replacement  therapy  provided  meaningful  increases 
in  HDL  or  good  cholesterol  in  postmenopausal  women.  Also,  PEPI  found  that  hormone  replacement  therapy 
reduced  two  other  heart  disease  risk  factors:  LDL  or  bad  cholesterol  and  fibrinogen-a  blood  clotting  factor 
predictive  of  stroke  and  heart  attack.  In  addition,  none  of  the  three  estrogen/progestin  combinations  examined 
caused  high  blood  pressure,  weight  gain  or  hyperplasia,  significant  cell  overgrowth  in  the  uterine  lining  that  can 
develop  into  cancer.  Results  of  other  ongoing  trials  such  as  the  Women's  Health  Initiative  are  needed  to  determine 
whether  raising  HDL  levels  reduces  the  risk  of  developing  or  dying  from  heart  disease. 

NHLBI-supported  researchers  discovered  that  electrocardiography  (ECG)  can  detect  reversal  of  left  ventricular 
hypertrophy,  a  common  type  of  thickened  heart  muscle  found  generally  in  the  elderly  and  hypertensives,  and  link  it 
to  decreased  risk  of  heart  attack  and  stroke.  The  study  also  found  that  aggressive  treatment  of  high  blood  pressure 
in  these  patients  improves  the  condition.  Other  new  research  progress  includes:  recognition  of  a  defective  gene 
that  causes  Liddle's  syndrome,  a  severe  and  rare  form  of  high  blood  pressure  in  children  that  can  result  in  kidney 
failure,  stroke  and  death  as  early  as  age  40;  recognition  of  a  link  between  a  human  gene  and  essential  hypertension, 
the  most  common  form  of  high  blood  pressure;  revelation  that  even  borderline  systolic  blood  pressure  is  a  key  heart 
attack  and  stroke  risk  factor,  demonstration  that  some  types  of  congenital  heart  disease  can  be  attributed  to  simple, 
identifiable  genetic  defects;  utilization  of  genetic  markers  to  develop  a  pre-clinical  diagnostic  test  for  hypertrophic 
cardiomyopathy,  the  most  common  inherited  heart  disease  and  the  major  cause  of  sudden  death  in  the  young; 
manipulation  of  an  innovative  gene  therapy  in  animals  to  prevent  renarrowing  of  arteries  after  angioplasty;  and 
reduction  of  mean  levels  of  cholesterol  in  adults  over  a  3 1  -year  period.  Findings  from  these  studies  will  provide 
opportunities  for  health  care  cost  savings  and  for  new  knowledge  and  treatment. 

The  steady  decline  in  relative  support  for  the  NHLBI,  compared  to  the  other  institutes,  is  a  major  concern.  The 
Institute's  FY  1995  appropriation  is  a  2.9  percent  increase  over  the  FY  1994  level,  less  than  inflation  as  estimated 
by  the  Biomedical  Research  and  Development  Price  Index  at  4. 1  percent.  The  current  appropriation  has  reduced 
the  NHLBI  buying  power  below  its  FY  1985  level,  which  has  restricted  the  Institute's  ability  to  fund  many 
promising  areas  of  research. 

The  AHA  advocates  an  FY  1996  appropriation  of  $1.5  billion  for  the  NHLBI,  allowing  expansion  of  current 
programs  to  more  sufficient  levels  and  initiation  of  new  research.  Promising  research  opportunities  for  innovative, 
cost-saving  approaches  to  the  diagnosis,  treatment  and  prevention  of  cardiovascular  diseases,  such  as  heart  attack 
and  stroke,  which  could  be  exploited  with  more  resources,  include: 

•  studies  to  help  the  heart  grow  new  blood  vessels:  to  examine  cellular  mechanisms  that  enable  the  heart  to  bypass 
disease  by  developing  new  blood  vessels  that  would  cany  blood  around  obstructed  arteries.  Researchers  hope  that 
ultimately  gene  therapy  can  stimulate  the  heart  to  grow  blood  vessels; 

•  gene  transfer  for  treatment  of  cardiovascular  diseases:  to  develop  better  tools  (vectors)  for  carrying  genes  to  be 
transferred,  enhance  ways  of  reaching  diseased  areas  of  the  heart  and  blood  vessels  and  promote  understanding  of 
defective  genes-prerequisites  for  gene  therapy.  Gene  therapy  has  potential  for  treatment  of  high  blood  pressure 
and  stroke  which  disproportionately  affect  African- Americans,  who  may  be  among  the  earliest  recipients  of  this 
innovative,  cutting-edge  therapy; 

•  research  on  the  inner  lining  (endothelium)  of  the  heart  and  blood  vessels:  to  study  how  the  normal  endothelium 
protects  the  heart  and  blood  vessels,  how  it  becomes  injured  by  cardiovascular  diseases  and  how  to  prevent  or 
repair  injury.  This  research  will  provide  important  leads  for  effective  treatment  and  prevention  of  heart  attack 
and  stroke; 

•  heart  adaptation  to  postnatal  life:  to  study  the  dramatic  adjustments  in  the  heart  and  blood  vessels  that  take  place 
when  a  baby  is  born.  In  order  to  change  the  baby's  source  of  oxygen  from  the  mother  to  the  baby's  own  lungs, 
the  heart  undergoes  major  changes  in  structure,  through  redirecting  blood  flow.  If  these  critical  changes  in  the 
heart  fail  to  take  place,  the  newborn  baby  cannot  take  on  oxygen  and  becomes  seriously  ill  or  dies.  Research  on 
how  these  normal  heart  changes  occur  and  why  they  fail  in  those  born  with  heart  defects  is  needed  to  develop 
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techniques  to  cure  or  prevent  congenital  heart  defects.  Inborn  heart  defects  are  the  most  common  birth  defect, 
the  major  cause  of  birth  defects-related  infant  deaths  and  a  leading  cause  of  childhood  illness  and  disability; 

i  gene-nutrient  interactions  in  congenital  heart  defects:  to  identify  mechanisms  by  which  nutrients  interact  with 
genes  necessary  for  normal  heart  development  Results  of  this  initiative  may  lead  to  recognition  of  whether 
genes  regulating  heart  development  also  regulate  nutrient  metabolism  and  whether  products  of  these  genes 
require  certain  nutrients  to  function  properly.  The  research  may  also  lead  ultimately  to  new  approaches  for  the 
prevention  of  up  to  35  types  of  recognized  congenital  heart  defects.  Topics  of  interest  include  molecular  and 
genetic  studies  cf  heart  development  in  nonhuman  models  and  small  epidemiological  studies  on  the  role  of 
nutrients  in  the  development  of  human  congenital  heart  defects; 

'  heart  failure:  to  identify  the  role  and  limitations  of  adaptive  mechanisms  that  strengthen  the  failing  heart  or 
cause  the  sick  but  compensated  heart  to  fail.  Improved  knowledge  of  these  processes  will  lead  to  better  treatment 
of  congestive  heart  failure,  the  leading  cause  of  hospitalization  for  Americans  over  age  63,  an  important  cause  of 
disability  and  the  only  form  of  heart  disease  increasing  in  prevalence  in  this  country; 

■  mechanisms  of  high  blood  pressure  in  African-American  men  and  women:  to  enhance  understanding  of  causes 
of  hypertension,  which  is  more  common  and  severe  in  blacks  than  whites.  Research  findings  will  improve  high 
blood  pressure  treatment  and  lead  to  the  prevention  of  the  cardiovascular  complications  of  hypertension, 
including  stroke,  heart  attack  and  kidney  failure; 

cardiovascular  disease  risk  and  incidence  in  elderly  blacks:  to  analyze  prevalence,  severity  and  risk  factors  and 
develop  preventive  measures  for  heart  attack  and  stroke,  which  disproportionately  affect  African-Americans;  and 
cardiovascular  disease  and  menopause:  to  determine  whether  increases  in  LDL  or  bad  cholesterol  at  the  time  of 
menopause  can  be  prevented  or  lowered  with  intensive  lifestyle  changes,  including  diet  and  exercise,  through 
decreasing  risk  of  heart  attack  in  middle-aged  and  elderly  women. 


Stroke  is  the  third  most  common  cause  of  death  in  the  United  States,  the  leading  cause  of  serious  disability  and 
a  maior  contributor  to  late-life  dementia.  Stroke  strikes  an  American  every  60  seconds  or  500,000  each  year, 
lolling  a  victim  every  3.5  minutes  or  143,640  Americans  each  year.  More  than  60  percent  of  fatal  stroke  victims 
are  female.  Stroke  occurs  primarily  in  the  elderly,  but  also  can  strike  newborns,  the  young  and  drug  abusers. 
Stroke  inridftKT  and  death  rates  are  higher  in  blacks  and  in  the  southeast— Alabama,  Arkansas,  Georgia,  Indiana, 
Kentucky,  Louisiana,  Mississippi,  North  Carolina,  South  Carolina,  Tennessee  and  Virginia-the  "Stroke  Belt" 
The  age-adjusted  death  rate  from  stroke  fell  27  percent  from  1982  to  1992,  but  the  rate  of  new  cases  of  stroke 
appears  to  have  leveled  off  and  may  be  on  the  rise. 

Stroke  survivors,  now  numbering  more  than  3  million,  often  face  years  of  debilitating  physical  and  mental 
impairment  emotional  distress  and  overwhelming  medical  costs.  Most  stroke  survivors  are  permanently  disabled, 
impeding  or  preventing  resumption  of  work,  interfering  with  independent  productive  life  and  taking  an  enormous 
toll  on  family.  Stroke  will  cost  this  nation  an  estimated  S21  billion  in  medical  expenses  and  lost  productivity  in 
1995.  Yet,  the  estimated  FY  1995  funding  of  NINDS-supported  stroke  research  is  only  $69  million 

The  NTNDS  is  the  federal  focal  point  for  neurological  research,  including  research  on  diagnosis,  treatment, 
rehabilitation  and  prevention  of  stroke.  The  Institute's  stroke  research  program  consists  of  a  wide  range  of  studies 
by  individual  researchers  and  teams  of  scientists  in  facilities  nationwide  and  on  the  NTH  campus. 

i  viewed  as  a  hopeless  disability.  But,  important  new  information  shows  promise  for  improved 
rehabilitation  and  prevention    Today,  many  researchers  are  confident  thai,  given  the 
appropriate  conditions,  the  brain  can  mend  itself  and  regenerate  impaired  nerve  tissue.  Prevention  is  the  main  goal 
of  stroke  research,  but  NTNDS  also  supports  studies  on  treatment  to  protect  nerve  cells  and  limit  brain  damage  after 
a  stroke,  prevent  permanent  damage,  improve  recovery  of  brain  function  and  enhance  quality  of  life  for  victims. 
Interventions  under  study  include  change  of  brain  temperature  and  regulation  of  blood  flow  to  damaged  brain  cells. 
Researchers  are  developing  ways  to  advance  understanding  of  stroke  through  new  genetic  and  immunologic 
technologies  that  will  contribute  to  cost  savings  by  allowing  early  diagnosis  of  stroke  in  those  at  risk  and 
developing  more  effective  treatments  for  victims   Highlights  of  selected  NINDS-supported  stroke  studies  follow 

•  A  multicenter  Hinirai  trial  found  that  aspirin  or  warfarin  reduced  strokes  by  up  to  80  percent  in  victims  of  atrial 
fibrillation,  a  condition  characterized  by  an  irregular  heart  beat  and  associated  with  70,000  strokes  each  year. 
Aspirin  or  warfarin  treatment  could  prevent  up  to  30,000  strokes  each  year  with  an  annual  savings  of 

$200  million  For  most  atrial  fibrillation  victims,  the  cheaper,  less  complicated  aspirin  provided  sufficient 
protection  from  stroke. 

•  A  imilrtcerrrer  clinical  trial  showed  that  a  widely-used  surgical  procedure,  carotid  endarterectomy,  in  conjunction 
with  medical  treatment,  reduces  stroke  risk  in  both  victims  of  prior  stroke  and  symptomatic  patients  with  a 


severely  constricted  (up  to  90  percent)  carotid  artery  in  the  neck.  This  procedure  reduced  stroke  risk  by  up  to 
SO  percent  primarily  in  men  with  no  stroke  symptoms  but  with  at  least  a  60  percent  constriction. 

•  A  multicenter  clinical  trial  is  assessing  the  effectiveness  of  t-PA,  tissue  plasminogen  activator,  to  restore  blood 
flow  and  oxygen  to  the  brain  and  enhance  recovery  of  stroke  victims.  Two  other  trials  are  studying  the  efficacy 
of  new  compounds  in  stopping  growth  of  blood  clots  and  preventing  new  clots.  A  new  trial  is  examining  the  use 
of  estrogen  to  prevent  a  second  stroke  in  postmenopausal  women. 

•  Scientists  are  testing  the  value  of  a  variety  of  compounds  to  decrease  death  of  brain  cells  during  stroke. 

•  Studies  are  being  conducted  to  determine  differences  in  stroke  rate  among  various  population  groups  in  the 
United  States  and  further  examine  stroke  risk  factors. 

The  FY  1995  funding  of  $69  million  for  NTNDS-supponed  stroke  research  is  grossly  inadequate.  A  major 
increase  in  funds  is  needed  to  address  promising  research  opportunities  to  improve  stroke  diagnosis,  treatment  and 
prevention.  With  the  current  resources  devoted  to  stroke,  the  promise  of  the  Decade  of  the  Brain  rings  hollow. 

The  NTNDS  must  receive  sufficient  funds  to  maintain  research  momentum  and  to  exploit  research  opportunities 
with  the  potential  to  decrease  stroke  incidence  and  its  debilitating  consequences.    The  AHA  advocates 
$95.5  million  for  NINDS-supported  stroke  research  in  FY  1996.  This  will  allow  NINDS  to  pursue  the  goals 
outlined  in  "Progress  and  Promise  1992:  Status  Report  on  the  Decade  of  the  Brain,"  including  expanded  public 
education  efforts  and  more  rapid  progress  toward  the  goal  of  "prevention  of  80  percent  of  all  strokes  and  protection 
of  the  brain  during  the  acute  stroke  within  the  Decade  of  the  Brain.  Research  examples  are  listed  below. 

•  "Investigate  mechanisms  of  nerve  cell  injury,  death,  and  survival  and  basic  mechanisms  of  cerebral  blood  flow  to  arrive 
at  effective  treatment  Ten  more  multidisciplinary  basic  and  clinical  research  teams  are  needed  to  achieve  tlusgoal 

•  Develop  combined  epidemiologic  and  long-term  prevention  programs  and  clinical  trials  to  evaluate  the  impact  of  stroke 
and  the  benefits  of  treatment... 

•  Establish  a  multicenter  research  task  force  to  address  the  major  problems  of  vascular  dementia,  its  incidence, 
differential  diagnosis,  prevention,  and  treatment 

•  Determine  how  to  prevent  or  lessen  effects  of ..  events  during  the  first  few  hours  of  stroke   More  efforts  must  be  made 
to  accelerate  drug  development  and  to  educate  the  public  about  the  importance  and  benefits  of  prompt  stroke  treatment 

•  Foster  research  on  recovery  from  stroke.... 

•  Encourage  evaluation  of  effectiveness  of  rehabilitation  techniques.... 

•  Initiate  clinical  studies  to  determine  safety  and  efficacy  of  new  therapies,  lncluduuj  rmxsedures  to  prevent  stroke  caused 
by  bleeding  aneurysms  and  blocked  arteries. 

•  Pursue  new  research  avenues  in  the  field  of  restorative  neurology  to  restore  function  in  those  who  have  suffered  stroke." 

National  Center  For  Research  Resources 
The  NCRR's  Comparative  Medicine  Program  (CMP)  corjsists  of  Uiree  subprograrns,  irrhiding  tJie  Larx>ratory  Ammal 

Sciences  and  Regional  Pnmate  Research  Centers   The  CMP  helps  institutions  and  biomedical  researchers  acquire  and 
use  laboratory  animals  more  effectively  and  efficiently    Support  is  provided  for  research  facilities  to  improve  animal 
health  and  welfare,  animal  model  development,  postdoctoral  training  in  comparative  medicine  and  modernization  of 
facilities   The  CMP  provides  advice  to  NTH  leadership  on  policies  related  to  humane  care  and  use  of  research  animals  and 
serves  as  a  liaison  to  animal  welfare  and  professional  scientific  organizations    About  one-half  of  NIH-supported  research 
projects  depend  on  the  use  of  animals  so  modern  housing  facilities  and  high  quality  animals  are  critical  to  assure  reliable 
research  results  and  animal  safeguards. 

In  part,  an  FY  19%  appropriation  of  $412  million  for  the  NCRR  wiu  l^p  strerigtJw  research  that  deperids  on 
animals  help  correct  deficiencies  in  research  animal  resources  and  fortify  the  nationwide  General  Clinical  Research 
Centers  program  as  well  as  the  Research  Faculties  Infrastructure  Program.  The  RFTP  faculty  improvement  grants  assist 
i  for  humane  care  and  use  of  animals  by  providing  equipment  and  facility  alterations 

National  Institute  on  Aging 

Age  is  the  mam  risk  factor  for  cardiovascular  diseases,  iiKluding  tieart  attack  and  stroke   Deaths  from  cardiovascular 
diseases  rise  significantly  with  increasing  age-as  does  the  number  of  Aniencans  suffenng  from  d*ese  diseases 
Cardiovascular  diseases  rernam  a  niam  cause  of  disabmtyaiMlu^ 
50  percent  of  those  age  65  and  over.  Medicare  hospital  costs  include  over  $14  billion  annually  for  cardiovascular  diseases 

An  estimated  300,000  Americans  age  65  and  over  are  in  nursing  liomesasaresuhof  lirmtarionsfromchroritc 
cardiovascular  diseases,  including  about  180,000  adrmtted  each  year  as  a  result  of  stroke  Incidence  of  stroke  is  strongly 
related  to  age  and  the  risk  of  heart  disease  rises  rapidly  after  age  55   High  blood  pressure  tends  to  increase  with  age, 
iiKTCasing  the  risk  for  heart  attack  and  stroke 
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While  age  is  the  most  potent  risk  factor  for  high  blood  pressure,  heart  attack,  stroke  and  congestive  heart  failure,  the 
reasons  are  largely  unknown   NIA-supported  research  is  examining  the  mechanisms  by  which  the  aging  process 
contributes  to  the  development  of  cardiovascular  diseases,  including  research  on  the  definition  of  normal  aging  changes  in 
the  heart  and  blood  vessels  and  the  interaction  between  these  aging  changes  and  disease  development.  This  research  will 
provide  fundamental  information  to  prevent  and  improve  treatment  of  cardiovascular  diseases  that  affect  a 
disproportionate  number  of  older  Americans.  The  AHA  applauds  the  Subcommittee's  designation  of  funds  last  year  for 
the  NIA  to  expand  extramural  research  on  vascular  function  and  congestive  heart  failure  and  to  expand  intramural 
research  on  aging-related  changes  in  the  molecular  biology  of  blood  vessels. 

The  NIA  now  supports  an  estimated  $25  million  in  cardiovascular  disease-related  research  To  allow  the  Institute  to 
fund  on-going  studies  and  expand  into  innovative  and  promising  research  areas,  the  AHA  advocates  an  FY  19% 
appropriation  of  $30  million— a  $5  million  increase  over  FY  1995— for  NIA  cardiovascular  aging  studies. 

Office  of  Disease  Prevention  and  Health  Promotion 

The  federal  office  responsible  for  prevention  policy  activities  of  the  Department  of  Health  and  Human  Services,  the 
ODPHP  promotes  similar  activities  in  the  private  sector,  services  a  national  information  center  and  offers  programs, 
research,  and  communications  support  for  disease  prevention  and  health  promotion.  The  cornerstone  of  the  ODPHP 
mission  is  the  development,  monitoring  and  implementation  of  Healthy  People  2000:  National  Health  Promotion  and 
Disease  Prevention  Objectives. 

The  FY  1995  appropriation  of  $4.6  million  supports  management  and  tracking  of  the  Healthy  People  2000  Objectives; 
coordination  of  nutrition  policy,  school  health,  worksite  health  promotion  and  clinical  preventive  services;  and 
coordination  of  activities  and  staffing  of  the  U.S.  Preventive  Services  Task  Force.  An  FY  1996  appropriation  of 
$5.6  million  would  allow  for  the  continuation  of  current  services  and  the  following  new  programs: 

•  Healthy  Scbools—collaboratrve  development  with  non-federal  health  and  education  organizations  to  develop  a  national 
school  health  resource  center  ($500,000  increase  over  the  FY  1995  appropriation);  and 

•  "Put  Prevention  Into  Practice"-a  professional  and  public  education  program  on  the  use  ofchmcal  preventive  services  in 
primary  health  care  settings  ($500,000  increase  over  the  FY  1995  appropriation). 

Centers  For  Disease  Control  and  Prevention 

CDC's  programs  complement  NIH's  research  by  bringing  prevention  activities  to  Americans.  The  AHA  supports  a 
total  FY  1996  appropriation  of  $2.5  billion  for  the  CDC.  Our  specific  recommendations  within  that  amount  follow 

CDC's  Office  of  Smokingand  Health  coordinates  federal  efforts  to  prevent  tobaccouse.  Cigarette  smoking,  the  single 
most  preventable  cause  ofdeath  and  disease,  kills  about  420,000  Americans  each  year.  The  FY  1995  OSH  appropriation 
of  $22.3  million  cannot  compete  with  tobacco  industry  marketing  of  over  $10  million  dairy.  With  an  FY  19% 
appropriation  of  $30  million,  OSH  could  develop  a  national  strategic  plan  targeting  smoking  and  strengthen  technical 
assistance  to  states. 

CDC  funds  comprehensive  school  health  education  programs  in  10  states,  focusing  in  part  on  cardiovascular  disease 
riskfactors.  Thanks  to  an  increase  by  the  congressional  appropriations  committees  last  year,  this  important  program  may 
be  expanded  during  FY  1995  to  two  more  states  An  appropriation  of  $50  million,  a  $39.7  million  increase  over  FY  1995, 
will  allow  expansion  of  this  program  nationwide,  making  it  comparable  to  CDCs  AIDS  prevention  program 

CDC  administers  the  Preventive  Health  and  Health  Services  Block  Grant,  tlieprirnary  source  of  federal  funding  for 
states  to  support  prevention  activities,  such  as  cholesterol  and  blood  pressure  screenings.  Most  states  lack  sufficient  funds 
to  ensure  that  persons  found  at  risk  of  diseases  are  managed  or  even  followed  up.  A  $24  million  increase  for  this  grant,  to 
total  $182  million,  will  enhance  state  efforts  targeting  cardiovascular  and  other  chronic  diseases. 

The  AHA  applauds  the  Appropriations  Committees'  increase  during  the  FY  1995  appropriations  process,  providing 
the  CDC  with  seed  money  to  launch  its  first-ever  nationwide,  state-based  initiative  to  prevent  and  control  cardiovascular 
diseases,  including  heart  attack  and  stroke,  America's  No.  1  killer  of  men  and  women.  A  designation  of  $10  million  for 
FY  1 9%  for  cardiovascular  diseases  will  enable  the  CDC  to  enhance  national  communication  strategy;  to  promote 
prevention,  national  tracking  and  monitoring  of  disease  burden  and  risk  factors  and  state  efforts  to  implement  community- 
based  programs  to  promote  physical  activity  and  healthy  diet  Emphasis  will  be  placed  on  underserved  populations 

Agency  for  Hearth  Care  Policy  and  Research 

AHCPR  plays  an  important  role  through  establishment  of  practice  guidelines  and  conduct  of  outcomes  research. 
Practice  guidelines  and  outcomes  research  help  insure  that  high  quality  and  cost-effective  medical  services  are  provided. 
The  AHA  concurs  with  the  Friends  of  AHCPR's  recommendation  of  an  FY  19%  appropriation  of  $188 1 
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Wednesday,  January  25,  1995. 

WITNESS 
SUSAN  DIME-MEENAN,  MENTAL  HEALTH  LIAISON  GROUP 

Mr.  Porter.  Our  next  witness  is  Susan  Dime-Meenan,  represent- 
ing the  Mental  Health  Liaison  Group. 

Susan,  it  is  nice  to  see  you  again.  Thank  you  for  being  with  us. 

Ms.  Dime-Meenan.  Good  morning,  Mr.  Chairman,  Congressman 
Porter,  distinguished  Members  of  the  subcommittee. 

My  name  is  Susan  Dime-Meenan,  and  I  am  here  to  testify  today 
on  behalf  of  the  Mental  Health  Liaison  Group,  an  organization  rep- 
resenting more  than  50  national  provider,  professional,  research, 
voluntary  health,  consumer  and  citizen  advocacy  organizations  con- 
cerned about  mental  health  and  mental  illness  and  substance 
abuse.  Over  50  million  adults  suffer  from  mental  or  addictive  dis- 
orders, and  I  am  one  of  them. 

Twelve  years  ago  I  began  to  speak  publicly  about  my  struggle 
with  manic  depressive  or  bipolar  disorder — of  my  childhood  haunt- 
ed by  unbearable  migraines,  my  inability  to  attend  classes  in  junior 
high  and  senior  high  school  because  of  a  severe  lack  of  sleep  and 
concentration.  And  through  all  of  this,  the  remarkable  parents  and 
friends  and  tutors  who  labored  to  help  me  and  protect  me. 

At  age  27,  my  life  appeared  to  be  wonderful.  I  was  a  successful 
businesswoman,  president  of  a  court  reporting  company  I  started 
at  22.  The  feeling  that  I  was  invincible  was  a  classic  symptom  of 
my  illness.  I  seemed  to  function  on  less  and  less  sleep;  and  then 
I  began  to  act  irrationally,  making  foolish  business  decisions,  trav- 
eling extravagantly  and  spending  outrageously. 

Mania  turned  into  paranoia.  I  began  telling  my  husband  of  only 
two  months,  that  both  the  FBI  and  the  Mafia  were  following  me. 

For  some  people,  the  defining  moment  of  their  life  is  their  wed- 
ding day,  the  birth  of  their  first  child  or  perhaps  their  graduation 
from  college.  For  me,  it  was  commitment  to  a  psychiatric  ward. 
There  I  received  the  diagnosis  that  was  to  become  my  persona  and 
lead  to  my  recovery. 

I  tell  you  this  story,  and  it  is  my  story,  so  that  you  will  know 
the  impact  that  your  decision,  your  votes  have  on  the  lives  of  so 
many  individuals. 

My  ability  to  lead  a  productive  life  advocating  for  those  who  suf- 
fer from  mental  illness  is  possible  due  to  biomedical  and  behavioral 
research  efforts  that  this  committee  and  government  have  sup- 
ported over  time.  We  have  witnessed  the  development  of  lithium 
for  patients  like  myself.  When  used  in  combination  with  supportive 
psychotherapy,  70  to  80  percent  of  manic  depressive  patients  lead 
essentially  normal  lives.  My  recovery  resources  included  medica- 
tion, therapies  and  the  unity  and  bolstering  of  self-help  groups. 
That  is  why  today  I  am  a  full-time  advocate  for  that  continuum  of 
treatment. 

Mr.  Chairman,  others  are  not  as  lucky  as  I  am.  Patients  with 
mental  illness  and  substance  abuse  disorders  are  waiting  for  the 
development  of  new  treatments,  improved  diagnostic  measures  and 
prevention  techniques  and  possibly  cures. 

Mental  illness  causes  the  Nation  a  staggering  $148  billion  an- 
nual in  direct  and  indirect  costs.  The  annual  cost  of  drug  depend- 
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ency  is  over  $67  billion,  and  alcoholism  and  alcohol  abuse  costs  the 
Nation  $99  billion  a  year  in  morbidity,  mortality  and  economic  vi- 
tality. 

The  capacity  to  do  something  about  this  is  in  science  and  the  re- 
search sponsored  by  the  National  Institute  of  Mental  Health, 
NIMH;  the  National  Institute  of  Drug  Abuse,  NIDA;  and  the  Na- 
tional Institute  on  Alcohol  Abuse  and  Alcoholism,  NIAAA. 

Mr.  Chairman,  parents  and  patient  advocates  and  patients  like 
myself  cannot  ignore  the  enormous  task  that  lies  ahead  for  this 
subcommittee.  But,  at  the  same  time,  as  you  struggle  with  budget 
priorities  in  the  coming  weeks  and  months,  it  is  our  hope  that  you 
take  note  of  the  people  with  mental  disorders  served  by  the  Center 
for  Mental  Health  Services  every  day. 

In  general,  Federal  mental  health  programs  focus  on  the  severely 
mentally  ill,  young  children,  adolescents  with  severe  mental  and 
emotional  disturbances,  homeless  people  in  America — and  a  third 
of  them  are  mentally  ill. 

While  the  Mental  Health  Liaison  Group,  Committee  on  Budget 
and  Appropriations,  has  outlined  in  my  written  testimony  a  profes- 
sional judgment  budget  for  your  review,  we  want  you  to  know  this 
represents  opportunities  for  the  very  best  scientific  endeavors  at 
NIMH,  NIDA  and  NIAAA  and  the  compelling  needs  of  those  served 
by  the  programs  administered  by  CMHS.  We  understand  this  is  a 
most  difficult  year  in  the  budget  and  appropriations  process,  and 
we  stand  ready  to  work  with  you  and  look  forward  to  developing 
with  you  research  and  services  agendas  for  the  fiscal  1996. 

Thank  you  for  allowing  me  to  testify  here  today  on  behalf  of  the 
Mental  Health  Liaison  Group.  I  am  glad  to  be  alive  to  be  here  to 
testify  today  due  do  scientific  research,  and  I  am  happy  to  answer 
any  questions  you  have  at  a  later  date.  Thank  you. 

Mr.  Porter.  Susan,  thank  you  very  much  for  your  testimony  this 
morning. 

[The  prepared  statement  of  Susan  Dime-Meenan  follows:] 
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Chairman  Porter,  Congressman  Obey,  distinguished  Members  of  this 
subcommittee,  my  name  is  Susan  Dime-Meenan,  and  I  am  here  to 
testify  today  on  behalf  of  the  Mental  Health  Liaison  Group,  an 
organization  representing  more  than  fifty  national  provider, 
professional,  research,  voluntary  health,  consumer,  and  citizen 
advocacy  organizations  concerned  about  mental  health,  mental 
illness,  and  substance  abuse. 

Over  50  million  American  adults  suffer  from  mental  or  addictive 
disorders.   I  am  one  of  them. 


SOS AN  DIME-MEENAN:   THE  PATIENT 


Twelve  years  ago  I  began  to  speak  publicly  of  my  struggle  with 
Manic  Depressive  /  Bipolar  Illness:  of  my  childhood  haunted  by 
unbearable  migraine  headaches,  of  my  inability  to  attend  classes  in 
junior  and  senior  high  school  because  of  a  severe  lack  of  sleep  and 
concentration.  And  through  all  of  this,  remarkable  parents, 
friends,  and  tutors  who  labored  to  help  and  protect  me. 

At  the  age  of  27,  my  life  appeared  to  be  wonderful.  I  was  a 
successful  businesswoman  —  president  of  a  court  reporting  company 
I  had  started  at  the  age  of  22. 

The  feeling  that  I  was  invincible  was  a  classic  symptom  of  my 
illness.  I  seemed  to  function  on  less  and  less  sleep;  then  I 
began  acting  rashly,  making  foolish  business  decisions,  traveling 
extravagantly  and  spending  outrageously. 

Mania  turned  into  paranoia.  I  began  telling  my  husband,  my  husband 
of  two  months,  that  the  Mafia  and  the  FBI  were  after  me. 

For  some  people  the  defining  moment  of  their  life  is  their  wedding 
day,  the  birth  of  their  first  child,  or  perhaps  their  graduation 
from  college.  .  .  for  me,  it  was  commitment  to  a  psychiatric  ward. 
There  I  received  the  diagnosis  that  was  to  become  my  persona  .  .  . 
and  lead  to  my  recovery. 

I  tell  you  this  story,  my  story,  so  that  you  will  know  what  impact 
your  decisions  —  your  votes  —  have  on  the  lives  of  so  many 
individuals. 

My  ability  to  lead  a  productive  life  advocating  for  those  who 
suffer  from  mental  illness  is  possible  due  to  the  biomedical  and 
behavioral  research  efforts  that  this  committee  and  this  government 
have  supported  over  time.  We  have  witnessed  the  development  of 
lithium  for  patients  like  myself  —  used  in  combination  with 
supportive  psychotherapy,  70  to  80  percent  of  manic-depressive 
patients  lead  essentially  normal  lives.  My  recovery  resources 
included  medication,  therapy  and  the  unity  and  bolstering  of  self- 
help  support  groups.  That  is  why  I  am  today  a  full  time  advocate 
for  that  continuum  of  treatment. 


142 


Mr.  Chairman,  others  are  not  as  lucky  as  I  am;  they  are  waiting 
for  the  development  of  new  treatment,  diagnostic  measures, 
preventions  and  possible  cures.  The  scientific  opportunities  that 
present  themselves  to  the  researchers  at  the  National  Institute  of 
Mental  Health  (NIMH) ,  the  National  Institute  on  Drug  Abuse  (NIDA) , 
and  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA) 
are  extraordinary;  the  Office  of  Behavioral  Science  at  NIH  will 
improve  support  of  basic  and  applied  behavioral  and  social  science 
research.  The  mental  health  services  programs  of  the  Substance 
Abuse  and  Mental  Health  Services  Administration  (SAMHSA)  at  the 
Center  for  Mental  Health  Service  (CMHS)  are  breaking  new  ground. 
Obviously,  we  are  only  able  to  highlight  a  few  of  these  endeavors 
at  this  time. 

While  the  Mental  Health  Liaison  Group  Committee  on  Budget  and 
Appropriations  has  outlined  a  professional  judgement  budget  for 
your  review,  we  want  you  to  know  that  this  represents  opportunities 
for  the  very  best  scientific  endeavors  at  NIMH,  NIDA,  and  NIAAA, 
and  the  compelling  needs  of  those  served  by  the  programs 
administered  by  CMHS.  We  understand  that  this  is  a  most  difficult 
year  in  the  budget  and  appropriations  process.  We  stand  ready  to 
work  with  you,  and  look  forward  to  developing  with  you  a  research 
and  services  agenda  for  Fiscal  Year  1996. 


THE  RESEARCH  AGENDA 


In  any  given  year,  22%  of  the  population  will  be  affected  by  mental 
disorders  such  as  major  depression,  schizophrenia,  manic-depressive 
illness  and  obsessive-compulsive  disorder.  Mental  illnesses  cost 
the  nation  a  staggering  $148  billion  in  1990  for  direct  and 
indirect  costs. 

National  Institute  of  Mental  Health  research  funding  is  supporting 
the  current  revolution  in  understanding  the  brain  and  behavior. 
Additional  funding  would  allow  the  NIMH  to  advance  basic 
neuroscience  studies  and  use  molecular  biology  techniques  to 
understand  mental  disorders.  The  Institute  would  take  advantage  of 
many  new  tools,  such  as  genetic  mutations,  to  create  new  animal 
models  to  study  neurotransmitters,  receptors,  and  other  aspects  of 
brain  function.  NIMH  also  would  augment  research  on  psychosocial 
and  neurobiological  development  by  linking  behavioral  and 
environmental  forces  with  anatomical,  neurochemical,  and  hormonal 
factors  that  can  shape  one's  capacity  for  attention,  self- 
regulation,  learning  memory,  emotion,  and  social  behavior.  For 
NIMH,  the  MHLG  recommends  a  $695  million  funding  level  for  Fiscal 
Year  1996. 

Drug  abuse  and  drug  addiction  impact  society  at  all  levels.  The 
annual  cost  of  drug  dependence  is  over  $67  billion.  Stable  support 
is  necessary  for  the  National  Institute  on  Drug  Abuse  for  research 
ranging  from  basic  studies  of  how  drugs  affect  the  central  nervous 
system,   to   studies   of   the   effectiveness   of   prevention 
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interventions,  and  research  on  innovative  strategies  for  improving 
treatment  services.  Unprecedented  opportunities  exist  to  exploit 
recent  advances  in  the  neurosciences  to  further  our  understanding 
of  the  biological  basis  of  drug  abuse,  how  drugs  affect  the  central 
nervous  system,  and  the  relationships  between  biology  and  behavior. 
Research  opportunities,  developing  knowledge  about  the  fundamental 
mechanisms  underlying  certain  types  of  complex  drug  abuse  behaviors 
such  as  craving,  and  on  the  interaction  of  drugs  of  abuse  and 
immune  function,  and  the  relation  to  HIV  infection  could  be 
explored.  For  NIDA,  the  MHLG  recommends  a  $600  million  funding 
level  for  Fiscal  Year  1996. 

More  than  15  million  Americans  suffer  from  alcoholism  or  alcohol 
abuse.  Alcohol  is  used  by  more  Americans  than  any  other  drug, 
including  tobacco.  In  1989,  109,000  deaths  were  alcohol  related. 
In  1990,  alcohol  abuse  and  alcoholism  cost  the  nation  $99  billion 
in  morbidity,  mortality,  and  economic  vitality.  Adeguate  research 
and  training  funds  would  enable  the  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  to  increase  its  focus  on  six  critical  areas: 
health  services  research;  research  on  women  and  minority  health; 
medications  development;  research  on  youth  and  alcohol;  and 
prevention  research.  For  NIAAA,  the  MHLG  recommends  a  funding 
level  of  $238  million  for  Fiscal  Year  1996. 

As  much  as  50  percent  of  mortality  from  the  10  leading  causes  of 
death  in  the  United  States  can  be  traced  to  lifestyle.  The  Office 
of  Behavioral  Science  at  NIH  will  not  only  develop  a  standard 
definition  of  behavioral  and  social  science  research,  but  will  also 
identify  those  areas  where  public  health  needs  warrant  increased 
research  in  these  fields.  For  the  OBSSR,  the  MHLG  recommends  a  $5 
million  funding  level. 

Mr.  Chairman,  in  turning  to  the  direct  services  portion  of  my 
testimony,  parents  and  advocates  like  myself  cannot  ignore  the 
enormous  task  that  lies  ahead  for  this  subcommittee.  Clearly,  the 
November  elections  have  completely  transformed  the  landscape  here 
in  Washington  and  the  Mental  Health  Liaison  Group  recognizes  your 
pivotal  role  in  achieving  a  balanced  federal  budget  —  a  goal 
widely  supported  by  the  American  people. 


THE  PEOPLE  SERVED  BY  CMHS 


At  the  same  time,  as  the  subcommittee  struggles  with  budget 
priorities  in  the  coming  weeks  and  months,  it's  our  plea  that  you 
take  note  of  the  people  with  mental  disorders  served  by  CMHS  every 
day.  In  general,  federal  mental  health  programs  focus  on  difficult 
hard-to-reach  populations  like  adults  with  severe  mental  illnesses, 
young  children  and  adolescents  with  serious  emotional  disturbances 
and  homeless  Americans  —  a  full  third  of  whom  are  mentally  ill. 
While  all  of  these  people  share  common  problems  like  societal 
stigma  or  lack  of  access  to  appropriate  services,  they  also  have 
unigue  individual  needs.  For  example,  at  last  count,  about  thirty- 
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five  (35)  states  —  including  my  home  state  of  Illinois  —  were 
either  downsizing  their  state  mental  hospitals  or  shutting  down 
facilities  altogether.  As  a  result,  the  Community  Mental  Health 
Centers  funded  through  the  federal  Mental  Health  Block  Grant  will 
be  needed  more  than  ever  before  to  provide  emergency  care, 
medication  management  and  basic  rehabilitation  services  to  a 
population  with  more  severe  mental  disorders. 

Similarly,  states  are  struggling  with  how  to  provide  mental  health 
care  to  vulnerable  children  in  various  public  systems.  Today, 
almost  1  million  kids  in  the  United  States  are  spread  across  the 
foster  care  system,  special  education  programs  and  juvenile  justice 
facilities.  An  incredible  60%  of  the  half  million  abused  and 
neglected  children  in  our  nation's  child  welfare  system  have  mental 
health  problems  —  often  very  serious  emotional  disturbances.  CMHS 
(in  collaboration  with  state  and  county  agencies)  is  running  a 
innovative  "system  of  care"  program  designed  to  keep  these  children 
in  the  community  with  their  families  —  and  out  of  expensive 
residential  facilities  and  psychiatric  hospitals. 


STRONG  STATE  AND  COUNTY  SUPPORT  FOR  CMHS 


I  believe  both  of  these  examples  illustrate  a  important  point. 
Unlike  some  other  federal  efforts,  the  programs  administered  by 
CMHS  enjoy  the  strong  support  of  state  and  county  governments 
across  the  United  States.  Well  over  half  of  the  agency's  budget 
goes  directly  to  state  departments  of  mental  health,  county 
agencies  and  municipal  offices.  In  most  cases,  federal  funds  are 
used  to  finance  community  mental  health  services  or  test  new 
approaches  like  outreach  and  the  use  of  mobile  vans  to  directly 
engage  homeless  people  with  severe  mental  disorders  and  keep  them 
off  the  streets. 

In  addition,  CMHS  oversees  at  least  two  initiatives  —  the  PATH 
Homeless  Program  and  the  Children's  Mental  Health  Services  Program 
with  combined  federal  funding  of  $90  million  —  in  which  states  and 
counties  voluntarily  match  federal  dollars  with  local  tax  revenue. 
I  believe  this  local  financial  support  shows  that  state  and 
communities  across  America  truly  value  CMHS  programs  for  the  mental 
ill. 

In  closing,  while  many  difficult  choices  lie  ahead,  both  the 
National  Depressive  and  Manic  and  Depressive  Association  as  well  as 
the  entire  membership  of  the  Mental  Health  Liaison  Group  believe 
that  children  and  adults  with  mental  illness  and  emotional 
disturbance  should  not  bear  the  brunt  of  efforts  to  balance  the 
federal  budget.  Indeed,  there  are  ample  economic  and  humanitarian 
reasons  for  protecting  and  enhancing  federal  mental  health  research 
and  services  funding  —  even  in  these  difficult  times. 
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Below  is  an  outline  of  the  MHLG's  professional  judgement  budget  for 
the  programs  at  the  Center  for  Mental  Health  Services: 

Mental  Health  Block  Grant  $450,000,000 

Children's  Mental  Health  $100,000,000 

Demonstration  Programs  (CSP\CASSP)  $36,000,000 

Prevention  $10,000,000 

Clinical  Training  $15,000,000 

Protection  &  Advocacy  $3  0,000,000 

ACCESS  (Homeless  Services  Demonstrations)  $31,000,000 

PATH  $200,000,000 

AIDS/Mental  Health  Training  $5,000,000 

AIDS/Mental  Health  Demonstrations  $15,000,000 

Statistical  Data  Collection  $30,000,000 

Direct  Operations  $24,000,000 

While  the  Mental  Health  Liaison  Group  Committee  on  Budget  and 
Appropriations  has  outlined  in  my  written  testimony  a  professional 
judgement  budget  for  your  review,  we  want  you  to  know  that  this 
represents  opportunities  for  the  very  best  scientific  endeavors  at 
NIMH,  NIDA,  and  NIAAA,  and  the  compelling  needs  of  those  served  by 
the  programs  administered  by  CMHS.  We  understand  that  this  is  a 
most  difficult  year  in  the  budget  and  appropriations  process.  We 
stand  ready  to  work  with  you,  and  look  forward  to  developing  with 
you  a  research  and  services  agenda  for  Fiscal  Year  1996. 

Thank  you  for  allowing  me  to  testify  today  on  behalf  of  the  Mental 
Health  Liaison  Group  and  I  am  happy  to  answer  any  questions  you  may 
have. 
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Mr.  Porter.  I  have  one  short  question  and  that  is  can  you  tell 
the  subcommittee  how  your  life-style  compares  with  other  people 
having  major  depression  or  bipolar  disorder? 

Ms.  Dime-Meenan.  I  think  the  most  important  part  is  where  my 
life  was  prior  to  the  time  I  got  proper  diagnosis  and  treatment  and 
medication.  For  13  years  prior  to  that  time,  the  average  cost  of  my 
health  care  and  the  average  in  and  out  of  my  life,  the  cycles  that 
were  interrupted  in  my  life,  were  basically  about  six  and  a  half 
days  lost  per  month,  per  year  of  my  life,  at  an  average  of  $38,000 
to  $45,000  per  year.  After  proper  diagnosis,  my  health  care  costs 
went  down  to  $3,000  per  year.  I  take  approximately  $332  worth  of 
medication.  I  am  able  to  function  full-time. 

Mr.  Porter.  $332  per  month? 

Ms.  Dime-Meenan.  Yes,  $332  per  month.  I  am  able  to  function 
full-time.  I  am  the  National  Executive  Director  of  the  National  De- 
pressive and  Manic  Depressive  Association.  It  allows  me  to  travel 
193  days  of  the  year.  Fortunately  for  me,  medication  and  research 
and  treatment  have  worked,  and  I  am  one  of  the  fortunate  80  per- 
cent where  that  does  work. 

But  there  are  people  out  there  who  are  not  as  functional  as  I  am. 
And  I  think  that  people  like  myself  have  an  obligation  to  represent 
those  people  who  cannot  get  well  and  are  unable  to  get  well  be- 
cause research  has  not  advanced  itself  to  the  point  where  those 
medications  and  those  treatments  are  available. 

My  life  is  very  productive.  I  have  a  chronic  illness.  It  is  not  365 
wonderful  days  a  year.  It  is  200  good  days,  100  days  that  I  can  live 
with,  and  65  days  that  I  have  to  put  my  head  under  a  pillow  and 
hope  no  one  ever  sees  me.  The  days  of  feeling  suicidal,  as  the  only 
way  for  life  to  go  on  in  a  depressive  state,  are  days  I  do  not  look 
back  on  and  days  that  I  do  not  look  forward  to,  and  they  are  not 
the  treatment  option  that  I  have  chosen. 

Mr.  Porter.  We  very  much  appreciate  your  coming  to  testify 
today.  We  thank  you  for  it.  People  may  not  understand,  but  we  are 
getting  educated  by  what  each  of  the  witnesses  tell  us  here.  That 
is  our  entire  purpose;  to  learn  from  what  you  tell  us.  So  we  appre- 
ciate very  much  your  coming  and  helping  us  with  that. 

Ms.  Dime-Meenan.  Thank  you  for  allowing  me. 


Wednesday,  January  25,  1995. 

WITNESS 

SAMUEL   C.   SILVERSTEIN,   M.D.,   FEDERATION   OF  AMERICAN   SOCI- 
ETIES FOR  EXPERIMENTAL  BIOLOGY 

Mr.  Porter.  Dr.  Samuel  C.  Silverstein,  representing  the  Federa- 
tion of  American  Societies  for  Experimental  Biology. 

Dr.  Silverstein. 

Dr.  Silverstein.  Chairman  Porter,  Congressmen  Istook,  Miller 
and  Wicker,  pleasure  to  be  here  this  morning. 

I  am  the  President  of  the  Federation  of  the  American  Societies 
for  Experimental  Biology.  I,  too,  have  a  home  district.  My  home  is 
in  New  York  City,  where  I  am  the  John  C.  Dalton  Professor  and 
Chairman  of  the  Department  of  Physiology  and  Cellular  Biophysics 
in  the  College  of  Physicians  and  Surgeons  of  Columbia  University. 
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As  President  of  the  Federation,  my  views  reflect  the  Federation's 
nonscientific  societies  whose  42,000  practicing  scientists  conduct  re- 
search in  the  biomedical  and  related  life  sciences  industry,  univer- 
sities, research  institutes  and  government  laboratories  throughout 
the  Nation. 

I  appreciate  the  opportunity  to  testify  before  you  this  morning  on 
the  vital  appropriation  for  the  National  Institutes  of  Health  for 
1996  and  to  highlight  my  written  testimony,  which  you  have.  NIH 
is  one  of  the  most  critical  matters  to  come  before  Congress  this 
year,  critical  in  its  profound  effects  on  the  economy,  upon  the  lives 
of  all  Americans. 

Mr.  Chairman,  I  speak  as  a  practicing  scientist  who  has  had  the 
privilege  of  competing  successfully,  I  am  proud  to  say,  for  more 
than  25  years  for  NIH  support.  I  am  here  to  speak  frankly  to  you 
about  the  concerns  and  recommendations  of  working  scientists,  the 
people  who  do  the  research  that  promotes  disease  prevention,  that 
prevents  human  suffering,  that  saves  lives  and  money,  and  it  cre- 
ates new  products  and  high-quality  jobs. 

I  must  report,  Mr.  Chairman,  that  feelings  of  deep  concern  per- 
vade the  biomedical  research  community,  from  senior,  tenured  pro- 
fessors to  graduate  students.  These  feelings  reflect  the  disconnect 
between  the  explosion  of  opportunities  in  medical  sciences  and  the 
shortage  of  resources  to  exploit  them  and  to  explore  them. 

Despite  Congress'  generosity,  NIH's  budget  has  not  kept  pace 
with  research  opportunities.  Consequently,  success  rates  for  new 
investigator-initiated  grants  at  NIH — these  are  the  real  engines  of 
invention  at  NIH — have  fallen  to  an  all-time  low  of  15  percent. 

Our  excellent  system  of  peer  review,  which  is  intensely  competi- 
tive, also  is  depressed.  It  functions  well  when  NIH  can  function, 
both  the  best  in  new  ideas  of  young  scientists  and  the  ongoing  re- 
search programs  of  outstanding  established  scientists.  But  current 
budgetary  constraints  preclude  NIH  from  doing  both.  It  must  now 
choose — choose  between  the  young  scientist  and  the  established  sci- 
entist, often  with  the  knowledge  that  another  unfunded  cycle  will 
lead  to  dispersion  of  the  laboratory  staff  and  permanent  disruption 
of  a  productive  line  of  research. 

These  problems  are  not  the  fault  of  the  NIH  leadership.  Dr.  Har- 
old Varmus  is  making  extraordinary  efforts — extraordinary — to 
streamline  NIH  peer  review,  but  the  best  efforts  of  a  highly  intel- 
ligent and  universally  respected  NIH  Director  cannot  correct  cur- 
rent imbalances  between  opportunities  and  resources. 

Mr.  Chairman,  gentlemen,  my  colleagues  and  I  recognize  the  fis- 
cal constraints  we  confront  as  a  Nation.  We  applaud  your  efforts 
to  make  government  more  efficient  and  more  responsive  to  Ameri- 
ca's needs.  Medical  scientists  and  research  institutions — both  sci- 
entists and  institutions — have  been  doing  their  best  to  reduce  ex- 
penses, to  share  equipment,  to  purchase  in  bulk,  to  use  every  dollar 
wisely  and  carefully.  The  only  way  we  can  economize  further  is  to 
do  fewer  experiments  and  close  research  facilities.  Harris  polls  in- 
dicate this  is  not  what  Americans  want,  and  I  know  that  is  not 
what  you  want  either. 

FASEB's  recommendations  for  NIH  for  1996  reflect  the  profes- 
sional judgments  of  more  than  60  scientists  who  each  year  review 
in  depth  Federal  funding  for  biomedical  research,  especially  at 
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NIH.  Their  recommendations  are  subjected  to  critical  scrutiny  at 
the  consensus  conference  held  each  fall  and  are  distilled  into  a  re- 
port which  we  have  distributed  to  you  and  you  have  on  your  desks, 
I  believe. 

We  recommend  a  total  NIH  appropriation  for  1996  of  $12.45  bil- 
lion, which  is  a  10  percent  increase.  We  recommend  research 
project  grants  of  25,725,  a  commensurate  increase.  Within  the 
budget  research  training  we  recommend  $417  million  to  allot  need- 
ed stipend  increases  for  pre-  and  postdoctoral  appointees.  Also,  to 
increase  over  a  five-year  period,  in  gradual  steps,  the  size  of  NIH's 
outstanding  medical  scientist  training  program.  This  programming 
enables  some  of  America's  best  students  to  obtain  combined  M.D. 
and  M.H.D.  training,  and  this  recommendation  is  consistent  with 
the  National  Research  Council's  recommendation. 

We  recommend  shared  instrumentation,  a  competitive  grants 
program  of  $50  million,  again  within  the  total  budget.  I  want  to 
point  out  to  you  that  biomedical  science  is  technology  driven,  that 
without  the  finest  instruments  we  cannot  do  the  kind  of  research 
that  you  expect  of  us. 

Finally,  the  Director's  Discretionary  Fund.  We  recommend  $10 
million  to  allow  Dr.  Varmus  to  provide  interim  support  for  unan- 
ticipated breakthroughs. 

Now,  results  of  NIH-sponsored  research.  There  have  been  spec- 
tacular advances  in  the  last  year  in  breast,  colon  and  skin  cancer, 
cardiovascular  disease,  obesity,  cystic  fibrosis,  and  AIDS.  I  will  be 
pleased  to  discuss  these  advances  in  detail  if  you  would  like,  but 
I  believe  you  are  acquainted  with  them  from  reports  in  the  press. 
Rather,  let  me  explore  for  a  moment  the  reason  that  investment  in 
biomedical  research  is  a  proper  role  for  the  Federal  Government. 

First  and  foremost,  government  must  invest  in  basic  biomedical 
research  because  it  is  the  right  thing  to  do.  We — you  and  I — are 
the  beneficiaries  of  Congress'  past  investments  in  fundamental 
medical  research.  Will  our  children  and  grandchildren  receive  simi- 
lar benefits  or  will  they  ask  why  we  failed  to  stay  the  course  and 
invest  in  them? 

Second,  governments  support  is  needed  because  the  time  from 
discovery  to  practical  application  is  too  long  for  most  corporations 
to  wait  for  a  return  on  investment. 

Third,  NIH  research  saves  money.  This  little  booklet  describes 
medical  care  savings  of  $11.5  billion  annually,  just  from  recent  ap- 
plications of  NIH-sponsored  research. 

Fourth,  there  is  a  large  cost  if  we  fail  to  invest.  Medical  research 
is  the  only  way  to  reduce  the  $400  billion  we  currently  spend  each 
year  to  care  for  citizens  with  six  major  diseases:  cardiovascular, 
cancer,  lung  and  joint  diseases,  nervous  and  mental  diseases  and 
AIDS. 

Fifth,  NIH-sponsored  research  creates  jobs.  It  created  the  bio- 
technology industry.  The  Ernst  &  Young  report  this  year  confirms 
the  size  of  the  biotechnology  industry  in  which  we  are  the  world 
leader.  Last  year,  the  U.S.  Biotech  industry  had  revenues  of  $11.2 
billion,  which  is  a  12  percent  increase  from  1992-1993,  and  em- 
ployed over  103,000  people,  a  6  percent  increase  over  the  past  year. 

Powerful,  yes,  as  the  economic  arguments  are  for  continued  in- 
vestment in  basic  biomedical  research,  I  believe  the  education  ar- 
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gument  is  even  more  compelling.  University  researchers  train  the 
next  generation  of  scientists  and  competitively  award  grants  to  uni- 
versity researchers  to  assure  the  next  generation  of  scientists  will 
be  trained  at  the  cutting  edge  of  knowledge  and  technology. 

In  summary,  Mr.  Chairman,  NIH  is  a  program  that  works  be- 
cause it  relies  on  the  entrepreneurial  spirit  of  highly  motivated  and 
talented  people.  By  investing  in  NIH  you  invest  in  a  healthier  and 
more  productive  America  now  and  in  the  future. 

Mr.  Chairman,  gentlemen  of  the  committee,  you  will  not  find  a 
better  bang  for  the  buck  than  NIH  anywhere,  inside  or  outside  of 
government.  Thank  you  for  the  opportunity  to  speak  with  you  this 
morning.  I  will  be  pleased  to  answer  any  questions  you  may  have. 

Mr.  Porter.  Dr.  Silverstein,  thank  you  very  much  for  being  with 
us  this  morning  and  for  your  good  testimony. 

[The  prepared  statement  of  Samuel  C.  Silverstein,  M.D.,  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee: 

I  appreciate  the  opportunity  to  testify  before  your  subcommittee  on  the  fiscal  1996 
appropriation  for  the  National  Institutes  of  Health  (NTH).  I  do  so  as  President  of  the  Federation  of 
American  Societies  for  Experimental  Biology  (FASEB),  an  organization  of  nine  scientific  societies 
with  a  membership  of  42,000  biomedical  researchers.  The  members  of  our  societies  conduct 
biomedical  and  life  science  research  and  teach  at  all  of  the  major  universities,  research  institutes,  and 
government  laboratories  in  the  nation.  In  addition  to  heading  FASEB,  I  also  am  John  C.  Dalton' 
Professor  and  Chairman  of  the  Department  of  Physiology  and  Cellular  Biophysics  in  the  College  of 
Physicians  and  Surgeons  of  Columbia  University. 

Mr.  Chairman,  FASEB's  funding  recommendations  for  NIH  for  fiscal  1996  are  based  upon  the 
outcome  of  a  Federation  Consensus  Conference  on  Federal  Research  Funding  in  the  Biomedical  and 
Related  Life  Sciences.  In  all,  the  Consensus  Conference,  held  last  October,  made  recommendations 
for  eight  federal  agencies,  including  NIH,  which  support  research  in  the  life  sciences.  Let  me  briefly 
highlight  our  recommendations  for  NIH  in  the  new  fiscal  year  beginning  October  1 : 

Appropriations  level:  $12.46  billion,  a  10%  increase  over  fiscal  1995 

Research  projects  grants:  25,725,  reflecting  a  10.1%  increase  in  numbers  of  grants 

over  fiscal  1995 

Training:  $417  million,  including  stipend  increases  for  predoctoral  and 

postdoctoral  appointees 

Shared  Instrumentation:  $50  million  awarded  on  the  basis  of  competition 

Director's  Discretionary  Fund:  $10  million. 

As  you  know,  the  National  Institutes  of  Health  (NIH)  are  the  principal  biomedical  research 
agency  of  the  Federal  Government.  NIH  is  a  world  class  organization  whose  support  of  science  has 
contributed  to  most  if  not  all  of  the  major  biomedical  research  findings  of  our  time.  Through  the 
conduct,  support,  and  promotion  of  biomedical  research,  NIH  pursues  science  to  expand  fundamental 
knowledge  about  the  nature  and  behavior  of  living  systems,  and  applies  that  knowledge  to  improve 
health,  extend  lives,  and  reduce  the  burdens  resulting  from  disease  and  disability. 

NIH  supports  the  work  of  more  than  50,000  scientists  at  1,700  institutions  across  the  United 
States.  The  research  supported  by  NIH  makes  important  contributions  to  the  Nation's  economy  and  its 
competitive  standing  internationally.  NIH  is  by  far  the  largest  supporter  of  both  fundamental  and 
applied  biomedical  research  in  the  country  and  dwarfs  all  other  sources  of  funding  in  this  field. 

Recent  Accomplishments 

The  U.S.  leads  the  world  in  biomedical  research  by  all  available  indicators.  U.S.  citizens  have 
won  the  Nobel  Prize  in  Medicine  or  Physiology  71  out  of  1 57  times,  more  than  any  other  nation.  The 
1994  award  went  to  two  U.S.  researchers,  Alfred  G.  Gilman  and  Martin  Rodbell.  Gilman's  work  was 
supported  by  over  $6  million  in  NIH  grants;  Rodbell  did  most  of  his  prize-winning  work  at  NIH. 

In  1993,  grants  from  NIH  contributed  to  over  95%  of  the  discoveries  listed  by  Science  News  in 
its  year-end  highlights  of  biomedical  research.  Outstanding  accomplishments  by  scientists  supported 
by  NIH  grants  during  FY  1994  include: 
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Cloning  a  Breast  Cancer  Susceptibility  Gene.  A  team  of  university  scientists  supported 
by  NIH  grants  and  NIH  staff  scientists  reported  the  cloning  of  a  breast  cancer 
susceptibility  gene  called  BRCA1 .    Mutations  in  this  gene  are  believed  to  be 
responsible  for  half  of  all  hereditary  breast  cancers  (which  account  for  5  to  10%  of  all 
breast  cancers).  Some  researchers  predict  that  diagnostic  tests  for  BRCA1  mutations 
could  be  available  before  1 996. 

Genetic  Mutations  Lead  to  Colon  and  Other  Cancer.  Colorectal  cancer  is  one  of  the 
most  common  cancers  diagnosed  in  the  U.S.  Investigators  have  recently  identified  four 
genes  that,  when  mutated,  are  responsible  for  more  than  90%  of  hereditary  colorectal 


•  Melanoma  Susceptibility  Gene.    Researchers  have  identified  a  key  piece  in  the  puzzle 
of  melanoma,  the  most  deadly  skin  cancer.  They  discovered  that  mutations  in  a  gene 
called  pi  6,  which  normally  suppresses  tumor  growth,  can  be  passed  on  from  one 
generation  to  the  next. 

Role  and  Structure  of  Tumor  Suppressor  Protein  (p53).     Mutations  or  deletions  of  a 
protein  known  as  p53  are  involved  in  up  to  half  of  all  human  cancers.  Now  NIH 
supported  scientists  are  unraveling  the  complex  mechanism  for  the  anti-tumor  activity 
ofp53. 

Reducing  the  Rate  of  Maternal-Fetal  HIV  Transmission.  Results  from  an  international 
AIDS  clinical  trial  have  shown  that  Zidovudine  (AZT)  therapy  reduces  HIV 
transmission  from  mother  to  infant  by  approximately  67%,  when  both  receive  treatment. 

Angioplasty  Is  a  Viable  Alternative  to  Bypass  Surgery.  An  NIH-sponsored  clinical  trial 
has  demonstrated  that  patients  who  receive  balloon  angioplasty,  a  procedure  that  widens 
diseased  coronary  arteries  by  inflation  of  a  balloon-tipped  catheter,  experience  no  more 
deaths,  heart  attacks,  or  ischemia  (reduced  blood  flow  to  the  heart)  than  similar  patients 
who  receive  coronary  artery  bypass  surgery. 

•  Treatment  to  Reduce  Brain  Hemorrhage  in  Very  Low  Birthweight  Babies.  An  estimated 
20  to  40%  of  very  low  birthweight  infants  are  at  risk  for  bleeding  in  the  brain,  which  is 
known  as  intraventricular  hemorrhage  (IVH).  Researchers  have  recently  achieved  an 
important  advance  in  preventing  IVH  in  very  low  birthweight  babies  treated  within  6-12 
hours  of  birth  with  the  drug  indomethacin. 

Research  Grants 

Individual  investigator-initiated  research  project  grants  represent  the  heart  of  the  NIH 
Extramural  Program  and  are  the  engines  of  progress  in  the  biomedical  sciences.  They  are  the  major 
NIH  mechanism  for  funding  biomedical  research  at  medical  schools,  universities,  and  research 
institutes.  These  grants,  rigorously  evaluated  and  competitively  awarded,  are  a  principal  source  of 
research  breakthroughs.  They  are  key  elements  in  U.S.  leadership  in  biomedical  research.    The 
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FASEB  Consensus  Conference  scientists  recommend  that  funds  be  provided  in  FY  1996  to  support 
25,725  research  project  grants,  an  increase  of  10.1%  over  the  23,370  research  project  grants  scheduled 
for  funding  in  FY  1995.  This  will  enable  NIH  to  make  optimal  use  of  new  knowledge  from 
neuroscience,  cardiovascular  medicine,  infectious  diseases,  and  cancer  research. 

In  FY  1 994,  the  success  rate  for  all  NIH  research  project  grants  is  estimated  to  be  25%.  The 
projected  success  rate  for  FY  1995  also  is  25%.  This  represents  a  stabilization  of  success  rates  at  a 
level  significantly  below  that  of  the  recent  past.  These  success  rates,  moreover,  include  diverse 
funding  mechanisms  and  combine  data  on  the  funding  of  the  crucial  investigator-conceived  research 
grants  (termed  R01  grants  by  NIH)  with  those  of  other  programs.  It  is  the  innovative  projects 
supported  by  ROls  that  contain  the  seeds  of  tomorrow's  breakthroughs.  Yet,  the  success  rate  for  new, 
unsolicited  ROls  was  only  15%  in  FY  1993. 

FASEB  supports  the  peer-review  system  because  it  provides  for  the  best  possible  scientific 
work  based  on  merit  review.  The  practice  of  earmarking  funds  for  specific  projects  circumvents  this 
process  and  deprives  the  public  of  the  assurance  that  scarce  federal  funds  are  going  to  support  the  best 
science. 

As  part  of  the  National  Performance  Review,  NIH  has  undertaken  a  major  review  of  its 
extramural  program,  including  a  reassessment  of  the  peer-review  process.  Our  Consensus  Conferees 
support  the  innovative  approaches  to  the  management  of  the  extramural  program  'that  NIH  Director 
Harold  Varmus  has  implemented.  These  include  just-in-time  submission  of  administrative  supporting 
documents  and  triage  review.  These  changes  have  the  potential  to  streamline  the  review  process, 
thereby  reducing  its  costs  to  both  applicants  and  government.  FASEB  commends  NIH  for  embarking 
on  a  program  of  innovation,  experimentation,  and  evaluation. 

Training 

NIH  training  programs  are  an  investment  in  human  capital  for  the  future  of  human  health. 
FASEB  recommends  $417  million  dollars  for  training  in  FY  1996. 

It  is  crucial  that  NIH  be  able  to  invest  in  the  highest  quality  individuals  from  the  undergraduate 
applicant  pool  to  maintain  the  Nation's  competitive  advantage,  and  to  ensure  that  we  continue  to 
capitalize  on  discoveries  made  in  U.S.  research  laboratories. 

Current  stipend  levels  for  NIH  trainees  and  fellows  are  inadequate.  In  recent  years,  the  training 
budget  has  been  insufficient  to  meet  the  recommendations  of  FASEB  and  the  National  Research 
Council  (NRC)  for  "realistic"  stipends  [Endnote  1].  FASEB  believe  that  this  is  a  serious  problem,  and 
recommend  additional  funding  in  FY  1996  to  preserve  the  quality  and  effectiveness  of  NIH  training 
programs.  FASEB  recommends  an  increase  in  stipend  levels  to  $12,000  for  predoctoral  and  $25,000 
for  first-year  postdoctoral  appointees,  with  proportional  increases  in  funding  in  subsequent  years  of 
training.  An  increase  of  $38  million  over  the  FY  1995  training  budget  will  allow  NIH  to  raise  the 
stipends  to  the  recommended  levels. 
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The  continuing  low  rate  of  unemployment  among  doctoral  biomedical  scientists  (1 .7% 
unemployed,  1.6%  underemployed,  and  92.6%  employed  in  science  and  engineering  occupations), 
indicates  a  continuing  demand  for  highly  skilled  individuals  in  the  biomedical  sciences  [Endnote  2]. 
FASEB  concurs  with  the  NRC  Committee  on  Research  Personnel,  and  recommend  that  the  number  of 
basic  biomedical  sciences  predoctoral  and  postdoctoral  training  positions  continue  at  current  levels. 

FASEB  further  reaffirms  the  importance  and  unique  character  of  the  Medical  Scientist 
Training  Program  (MSTP).  Both  FASEB  and  the  NRC  recommend  increasing  the  number  of  MSTP 
trainees  by  50  for  each  of  the  next  five  years  to  reach  a  total  of  1,000.  This  program  provides  a  cadre 
of  MD/PhD  physicians-scientists  who  have  the  ability  to  accelerate  the  practical  use  of  fundamental 
scientific  discoveries.  NIH  data  show  that  graduates  of  federally  funded  MSTPs  are  34%  more  likely 
to  receive  a  top  priority  score  on  grant  applications  than  MDs  or  PhDs  who  did  not  receive  training  in  a 
federally  funded  MSTP.  This  indicates  that  NIH  is  doing  an  outstanding  job  in  selecting  programs  that 
attract  the  very  best  young  minds.  Few  other  groups  requesting  federal  support  can  document  the 
success  of  their  program  with  such  convincing  data. 

Other  Issues 

Shared  Instrumentation:  FASEB  strongly  supports  the  NIH  Shared  Instrumentation  Grants 
Program  which  allows  institutions  to  purchase  state-of-the-art  research  instruments  (such  as  nuclear 
magnetic  resonance  spectrometers,  mass  spectrometers,  X-ray  diffractometers,  and  protein  and  DNA 
sequencers)  for  cost-effective  sharing  by  groups  of  NIH-supported  scientists. 

Instrumentation  in  American  laboratories  has  not  kept  pace  with  that  in  laboratories  in 
competing  nations.  The  Shared  Instrumentation  Grant  Program  awarded  an  average  of  $3 1 .9  million 
per  year.  The  level  of  funding  has  dropped  continuously  since  FY  1991,  averaging  only  $9.0  million 
per  year.  To  compensate  for  the  recent  period  of  inadequate  funding  and  adjust  for  price  increases, 
FASEB  recommends  that  $50  million  be  included  in  the  NIH  budget  for  competitively  awarded,  shared 
instrumentation  in  FY  1996. 

Director's  Discretionary  Fund  and  Budget  Transfer  Authority:  Appropriations  provided  by 
Congress  to  the  Director's  Fund  have  enabled  Dr.  Harold  Varmus  to  identify  new  opportunities  in 
medicine  and  fundamental  investigation.  Not  only  has  innovative  research  been  encouraged,  but  also 
promising  young  investigators,  who  otherwise  might  not  receive  NIH  support,  have  been  given  funding 
to  test  novel,  forward-looking  ideas.  The  Shannon  Award  program,  in  particular,  continues  to  be 
successful  as  a  vehicle  for  funding  the  most  innovative  research.  FASEB  recommends  a  budget  of  $10 
million  for  the  Director's  Fund  in  FY  1996.  FASEB  also  commends  Congress  for  giving  the  Director 
the  ability  to  transfer  up  to  1%  of  the  NIH  appropriation  to  activities  he  may  designate. 

Intramural  Program:  FASEB  agrees  with  the  recommendation  of  the  External  Advisory 
Committee  to  the  Director  that  the  intramural  program  budget  should  not  exceed  1 1 .3%  of  the  total 
NIH  budget.  Monies  needed  for  renovation  of  NIH's  Clinical  Center  should  be  derived  from  a  special 
appropriation.  They  should  not  compromise  support  for  NIH's  intra-  and  extramural  research 
programs. 
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Biomedical  Research  Trust  Fund:  FASEB  strongly  endorses  the  concept  of  a  biomedical 
research  trust  fund  to  augment  NIH  funding.  Increased  support  for  NIH  and  biomedical  research  must 
have  a  central  place  in  all  future  discussions  of  health  care  reform. 

Budget  Recommendations 

In  FY  1994,  the  NIH  appropriation  was  $10,937,653,000.  The  FY  1995  appropriation  is 
$1 1 ,326,307,000,  an  increase  of  only  3.6%.    NIH  estimates  that  the  Biomedical  Research  and 
Development  Price  Index  (BRDPI)  will  rise  by  4.1%  in  FY  1995.  Thus,  the  purchasing  power  of  NIH 
support  will  have  declined  by  0.5%  by  the  end  of  FY  1995.  For  FY  1996,  FASEB  recommends  an 
NIH  appropriation  of  $12,458,938,000,  an  increase  of  10%  over  FY  1995.  Included  in  this 
recommendation  are  a  14%  increase  in  funds  for  research  project  grants,  a  substantial  increase  for 
shared  instrumentation  grants  and  for  the  Director's  Discretionary  Fund,  and  modest  increases  in  MSTP 
trainees  and  in  stipends  for  pre-  and  postdoctoral  trainees. 

Mr.  Chairman,  that  completes  my  statement  and  again  I  thank  you  for  the  opportunity  to  testify. 
I  will  be  pleased  to  answer  the  subcommittee's  questions. 

#     #     # 
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Mr.  Istook.  Mr.  Chairman,  I  have  a  question  of  Dr.  Silverstein. 

Dr.  Silverstein.  Yes. 

Mr.  Istook.  I  appreciate  your  request  for  a  10  percent  increase 
in  NIH  funding.  Would  you  tell  us  what  is  your  annual  income? 

Dr.  Silverstein.  What  is  my  annual  income?  It  is  probably 
around  $180,000-$  190,000  a  year,  sir. 

Mr.  Istook.  How  does  that  compare  with  what  your  average  in- 
come was  over  the  last  five  years? 

Dr.  Silverstein.  It  is  about  the  same. 

Mr.  Istook.  About  the  same. 

Dr.  Silverstein.  Correct. 

Mr.  Istook.  That  was  my  question. 

Dr.  Silverstein.  That  is  not  coming  from  NIH  grants.  It  is  com- 
ing from  Columbia  University. 

Mr.  Istook.  I  understand.  I  was  not  trying  to  cast  any 
innuendoes  there.  Certainly  not. 


Wednesday,  January  25,  1995. 

WITNESS 
ROBERT  BEALL,  M.D.,  CYSTIC  FIBROSIS  FOUNDATION 

Mr.  Porter.  Robert  Beall,  M.D.,  Cystic  Fibrosis  Foundation.  Dr. 
Beall. 

Dr.  Beall.  Congressman  Porter,  distinguished  Members  of  the 
subcommittee,  it  is  once  again  a  pleasure  for  me  to  come  and  up- 
date you  on  a  miracle  in  the  making.  Because  of  the  previous  com- 
mitment of  this  committee,  we  are  more  energized  than  ever  that 
we  will  be  able  to  cure  cystic  fibrosis. 

The  details  of  the  process  for  developing  gene  therapy  are  in- 
cluded in  my  written  testimony,  and  I  would  just  outline  some  of 
the  highlights  of  those  developments  in  my  oral  statement. 

We  have  the  drug  that  will  cure  cystic  fibrosis,  and  that  drug  is 
the  normal  copy  of  the  gene.  Individuals  with  cystic  fibrosis  inherit 
two  copies — defective  copies — of  a  gene,  one  from  each  of  their  par- 
ents; and  it  is  the  presence  of  these  abnormal  genes  in  their  lungs 
and  pancreas  that  sets  up  the  clinical  cascade  that  leads  to  the  pre- 
mature deaths  of  individuals  with  cystic  fibrosis. 

The  goal  of  gene  therapy  is  to  deliver  a  normal  copy  of  the  gene 
into  the  airwaves  of  CF  patients.  Test-tube  experiments  have  clear- 
ly been  able  to  demonstrate  that  the  presence  of  a  single  copy  of 
the  normal  gene  in  the  CF  cells  will  reverse  the  abnormal  physiol- 
ogy we  see  in  cystic  fibrosis. 

Our  challenge  now  is  to  develop  a  delivery  system,  to  deliver  the 
payload,  the  normal  copy  of  the  gene,  into  the  10  billion  cells  that 
line  the  airways.  In  the  last  18  months  over  42  patients  have  un- 
dergone pioneering  gene  therapy;  and  in  these  cases  we  have  used 
the  modified  code  virus,  the  adenovirus,  to  deliver  the  payload,  de- 
liver the  gene  to  small  regions  of  the  airways. 

What  have  we  been  able  to  accomplish  to  date?  We  know  we  can 
safely  deliver  the  normal  copy  of  the  gene  using  the  adenoviruses, 
and  we  know  we  can  partially  correct  the  defected  cells  in  the  air- 
waves of  the  CF  patients.  But  still  a  lot  more  work  needs  to  be 
done. 
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We  must  deliver  the  payload,  the  normal  copy  of  the  gene,  to  the 
10  billion  cells,  not  just  the  few  million  cells  that  we  have  been 
able  to  deliver  to  date.  And  we  must  develop  new  delivery  systems, 
new  vector  systems  that  will  fully  correct  the  cells  and  that  will  ex- 
press the  normal  protein  product  of  the  gene  for  longer  durations 
of  time. 

We  are  encouraged  by  the  unique  relationship  that  exists  be- 
tween the  NIH,  the  Foundation,  the  FDA  and  the  private  sector. 
This  partnership  is  making  cystic  fibrosis  research  a  success  story. 

Cystic  fibrosis  is  clearly  the  disease  that  is  heralding  an  end  of 
molecular  medicine.  As  a  result  of  our  ability  to  isolate  genes — to 
grow  them  by  recombinant  technologies — we  are  on  the  verge  of 
achieving  some  of  the  greatest  breakthroughs  in  medicine  since  the 
discovery  of  antibiotics  vaccines. 

Our  ability  to  achieve  these  goals,  in  many  respects,  began  with 
the  deliberations  of  you  and  your  colleagues  in  this  room.  What 
greater  priority  can  we  establish  than  improving  the  health  of  this 
Nation  and  maintaining  the  technological  superiority  in  drug  devel- 
opment and  medicine. 

We  are  on  the  threshold  of  great  things.  We  can  bring  about 
many  of  these  dreams  to  reality  by  an  investment  with  the  Na- 
tional Institutes  of  Health.  Here  are  some  of  the  things  that  we 
think  that  can  be  done  to  bring  our  dreams  to  a  reality: 

Provide  funding  to  the  NIH  that  will  allow  the  agency  to  achieve 
a  minimum  funding  or  minimum  success  rate  of  30  percent.  While 
this  is  not  perfect,  it  is  certainly  better  than  the  23  percent  that 
many  of  the  institutes  and  most  of  the  NIH  is  experiencing  at  this 
time. 

Secondly,  encourage  the  NIH  to  remove  the  proposed  fair  pricing 
clauses  of  CRADA  agreements  that  will  destroy  the  private-public 
relationship  between  the  NIH  and  the  biotechnology/pharma- 
ceutical communities.  The  science  of  gene  therapy  had  its  genesis 
with  a  unique  CRADA  between  Dr.  French  Anderson,  then  at  the 
NIH,  and  Gene  Therapy  Incorporated.  The  clause  only  damages  the 
development  and  application  of  innovative  technology. 

We  ask  you  to  create  incentives  to  attract  clinically  trained 
young  investigators  and  individuals  into  the  field  of  research.  De- 
creased funding  has  sent  a  wrong  message  to  young  physicians.  If 
we  are  not  careful,  we  are  going  to  lose  an  entire  generation  of  cli- 
nician researchers.  They  must  be  assured  that  there  is  a  future  in 
biomedical  research,  and  that  new  era  will  start  with  the  delibera- 
tions in  this  room. 

We  ask  you  to  encourage  and  to  continue  to  nurture  the  intra- 
mural program  at  the  NIH.  We  should  not  be  dismantling  this  ef- 
forts. The  first  gene  therapy  experiments  took  place  in  CF  in  a  lab- 
oratory at  the  NIH,  an  intramural  laboratory,  and  that  laboratory 
is  now  gone.  Over  2,000  intramural  employees  are  slated  to  lose 
their  jobs  over  the  next  five  years.  We  should  be  polishing  the 
crown  jewel  of  the  NIH,  not  discarding  it. 

Thank  you  for  your  support  in  the  past.  Thank  you  in  advance 
for  helping  us  in  the  future.  And  thank  you  for  helping  us  to  create 
a  miracle.  Because  of  you,  we  will  cure  cystic  fibrosis. 


158 


Mr.  Porter.  Dr.  Beall,  again,  thank  you  for  coming  before  us  and 
testifying,  and  for  your  good  statement. 
[The  prepared  statement  of  Robert  J.  Beall,  Ph.D.,  follows:] 
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Good  morning,  I  am  Robert  J.  Beall,  Ph.D.,  president  and  chief  executive  officer  of  the 
Cystic  Fibrosis  Foundation. 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  appreciate  the  opportunity  to  offer  you 
an  update  on  where  we  are  in  cystic  fibrosis  (CF)  research.  I  am  sure  that  you  will  agree 
with  me  that  this  is  one  of  the  most  exciting  success  stories  in  modem  medicine.  It  is  a 
story  that  should  have  a  happy  ending  but  this  could  very  well  hinge  on  the  continued 
Congressional  support  of  medical  research. 

Each  chapter  in  our  story  has  been  made  possible  by  your  support  and  vision.  Because  of 
your  investment,  we  now  have  the  "drug,"  a  gene  therapy  treatment  containing  healthy 
genes,  in  hand  to  cure  this  fatal  disease.  Most  of  the  vital  steps  made  by  CF  scientists 
have  been  supported  by  funding  provided  by  Congress  to  the  National  Institutes  of  Health 
(NIH). 

All  of  the  gene  therapy  trials,  involving  patients  with  CF,  are  taking  place  at  six  research 
centers  jointly  funded  by  the  Cystic  Fibrosis  Foundation  (CFF)  and  the  NIH.  The 
CFF/National  Institutes  of  Health  Gene  Therapy  Centers  are  at:  Cornell  University,  N.Y.; 
the  University  of  Iowa;  the  University  of  Pennsylvania;  the  University  of  North  Carolina  at 
Chapel  Hill;  the  University  of  Cincinnati;  and  the  University  of  Washington,  Seattle. 

If  you  will  permit  an  analogy,  in  some  ways  we  could  liken  our  goal  to  cure  CF  to  this 
country's  space  exploration  program  of  the  1960"s-70's,  that,  incredibly,  put  a  man  on  the 
moon. 

In  the  first  stage  of  the  Mercury  missions,  scientists  learned  how  to  develop  the  best  vehicle 
to  get  into  orbit.  Our  similar  mission  is  to  develop  an  effective  vehicle  to  deliver  our 
payload,  the  gene  treatment,  to  airway  cells. 

Any  gene  delivery  system  can  be  thought  of  as  a  type  of  "rocket"  or  space-age  vehicle, 
created  to  carry  healthy  genes  to  damaged  CF  airways.  Developing  such  a  vehicle  starts 
with  designing  a  prototype  that  then  undergoes  stages  of  improvement  In  the  first  round 
of  studies,  CF  scientists  are  using  the  cold  virus  or,  adenovirus,  to  deliver  healthy  genes  to 
the  nasal  passages  and  lungs.  Preliminary  results  indicate  that  once  delivered,  the  genes 
are  making  the  normal  protein. 

The  next  important  stage  in  our  mission  is  to  greatly  increase  this  payload  and  deliver  it  to 
the  entire  lung,  a  feat  not  unlike  the  mission  of  the  Apollo  program-to  actually  deliver  a 
man  to  the  moon  and  have  him  walk  on  it!  In  our  case,  medical  researchers  need  to  work 
out  the  logistics  of  delivering  the  genes  to  more  than  10  billion  cells  that  line  the  airway  and 
correct  the  functioning  of  the  entire  lung.  Like  the  early  space  program,  we,  too,  are  delving 
into  the  unknown. 
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But  here's  what  we  do  know.  Scientists  have  shown  that  adding  the  drug  which  is 
essentially  healthy  genes,  to  CF  cells,  they  can  correct  CF  cells  in  the  test  tube.  We  know 
that  one  type  of  gene  delivery  system,  a  modified  cold  virus,  will  get  the  genes  to  CF  cells 
in  the  nasal  passages  and  part  of  the  lung.  We  now  know  that  these  cells  are  corrected,  at 
least  in  the  short-term. 

It  is  because  of  your  investment  in  the  NIH  that  we've  been  able  to  turn  some  of  the 
unknowns  into  knowns— as  we  pioneer  the  new  field  of  gene  therapy.  Because  of  your 
commitment  to  the  NIH  as  a  national  priority,  over  the  past  20  months,  45  young  individuals 
with  CF  have  received  the  innovative  new  treatment. 

In  these  studies  we  have  learned  that  gene  therapy  for  CF  will  not  be  a  one-shot  deal,  one 
treatment  cannot  cure  the  disease.  When  new  cells  are  produced  that  are  defective,  the 
lungs  will  need  to  be  treated  again.  Therefore,  the  first  repeated  dose  study,  involving  the 
adenovirus,  has  begun  at  the  University  of  Iowa  and  the  University  of  Washington,  Seattle; 
researchers  will  test  the  treatment  in  nasal  passages.  The  first  repeated  dose  study 
involving  the  lungs  awaits  final  FDA  approval  to  begin  at  Cornell  University. 

And  work  to  address  other  aspects  of  our  gene  therapy  "mission"  continue  as  well. 
Researchers  are  developing  a  new  second-generation  "rocket,"  a  streamlined  adenovirus, 
to  deliver  healthy  genes  to  CF  airways. 

Recently,  another  team  of  CF  researchers  were  given  approval  to  begin  the  first 
aerosolized  gene  therapy  treatment-with  the  goal  of  reaching  the  entire  airways  of  CF 
patients. 

CF  scientists  are  also  developing  yet  another  "rocket,"  or  gene  delivery  system  called 
"AAV,"  or  adeno-associated  virus.  The  scientists,  from  The  Johns  Hopkins  University  (An 
NIH-CFF  Gene  Therapy  Center)  and  Targeted  Genetics  Corp.,  were  given  approval  by  the 
NIH  Recombinant  DNA  Committee  (RAC)  to  use  this  new  delivery  method  in  patients.  An 
AAV  carries  no  threat  of  disease  and  may  integrate  into  the  targeted  cells  permanently. 
This  means  that  once  the  gene  begins  to  function,  it  should  produce  the  CFTR  protein  for 
the  life  of  the  cell.  The  scientists  now  await  final  FDA  approval  for  research  in  people  with 
CF,  most  likely  in  early  1995. 

To  be  able  to  write  the  final  chapter  in  this  amazing  success  story,  we  must  support  the 
development  of  more  vehicles,  or  gene  delivery  systems,  and  refine  what  we  have.  We 
also  need  to  enable  the  delivered  genes  to  express  their  genetic  product  longer  and 
therefore,  have  a  long-term  effect  of  correcting  the  cells. 

We  are  now  living  in  the  era  of  molecular  medicine.  As  a  result  of  our  ability  to 
isolate  genes  -  to  grow  them  by  recombinant  techniques  -  we  are  now  at  the  threshold  of 
witnessing  the  greatest  achievement  in  medicine  since  the  discovery  of  antibiotics  and 
vaccines.  But  this  exciting  decade  -  in  which  we  will  be  able  to  cure  a  genetic  disease,  and 
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use  gene  therapy  to  treat  cancer  and  heart  disease  by  interrupting  the  disease  process, 
would  not  be  possible  without  the  continuing  support  and  growth  of  the  NIH. 

As  you  focus  on  achieving  a  balanced  budget,  we  agree  that  limits  must  be  set  -  but 
what  greater  priority  could  there  be  than  the  health  of  every  American?  Furthermore,  in 
the  international  marketplace,  medical  research  is  a  stronghold  of  American  technological 
superiority.    Let" s  protect  our  position. 

How  can  this  be  done? 

Provide  funding  to  the  NIH  that  will  allow  the  agency  to  accomplish  a  30 
percent  success  rate.  While  this  is  still  not  perfect  -  it  is  still  better  than  the 
23  percent  that  the  NIH  is  experiencing  now. 

Encourage  the  NIH  to  remove  the  proposed  "fair  pricing"  clauses  of  CRADA 
agreements  (Cooperative  Research  and  Development  Agreements)  that  are 
barriers  preventing  the  unique  private/public  partnership  between  the  NIH 
and  the  biotechnology/pharmaceutical  industries.  Gene  therapy  had  its 
genesis  with  a  unique  CRADA  between  a,  then  investigator  at  the  NIH,  Dr. 
French  Anderson  and  a  company  named  Gene  Therapy  Inc.  CRADAs 
including  "fair  price  clauses"  clearly  jeopardize  this  type  of  partnership.  Such 
clauses  damage  the  development  and  application  of  innovative  technology. 

Create  incentives  to  attract  clinically-trained  young  individuals  into  research. 
Decreased  funding  at  the  NIH  forces  young  physicians  in  training  to  enter 
private  practice.  And  without  your  help,  we  will  be  losing  an  entire  generation 
of  young  physicians  who  could  take  the  exciting  arena  of  molecular  medicine 
from  the  test  tube  to  the  bedside.  They  must  be  assured  that  there  is  a  future 
for  them  in  research  -  and  the  assurance  will  start  here. 

Continue  to  nurture  the  intramural  program  at  the  NIH.  The  intramural 
program  is  a  unique  resource  to  our  country,  and  it  is  slowly  being  dismantled 
by  new  periodical  ceilings  and  resource  limitations.  The  intramural  program 
is  slated  to  lose  more  than  2,000  positions.  This  is  a  resource  that  should  be 
revered  and  strengthened,  not  dismantled. 

Lastly,  keep  the  pressure  on  the  NIH  to  continue  to  focus  on  getting  the  basic 
research  to  the  patients.  While  basic  research  is  the  underpinning  of  what 
we  do,  this  Committee  is  in  the  best  position  to  remind  the  NIH  that  it  is  their 
responsibility  to  take  the  knowledge  and  quickly  apply  it  to  disease 
processes.  The  NIH  should  use  all  of  the  mechanisms  available  - 
investigator-  initiated  grants,  contracts,  program  grants,  research  centers, 
and  intramural  programs  to  accomplish  this. 
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Funding  by  Congress  has  made  the  development  of  gene  therapy  possible.  We  have  the 
"drug"  to  cure  cystic  fibrosis.  What  we  need  is  to  get  more  vehicles,  or  gene  delivery 
systems,  off  the  drawing  board,  into  clinics  for  testing.  We  need  to  enable  our  best 
scientists  to  continue  to  pioneer  the  best  strategies  for  gene  therapy  development 

We  have  charted  our  course,  our  destination  is  clear,  we  are  only  limited  by  the  "fuel," 
which  propels  us-the  fuel  of  financial  support  Many  young  lives  hang  in  the  balance  now, 
and  can  oniy  hold  on  to  the  hope  that  this  research  will  continue  unabated  as  we  work 
together  to  cure  CF  and  many  other  genetic  diseases  as  well. 

The  partnership  between  the  NIH  and  the  Foundation  has  taken  us  far-we  need  both  the 
insight  and  the  funds  to  back  the  best  and  the  brightest  scientists  to  deliver  the  ultimate 
"cure"  for  cystic  fibrosis. 
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Mr.  Istook.  Mr.  Chairman,  if  I  might  ask  one  question  of  Dr. 
Beall. 

Dr.  Beall,  in  your  written  statement  you  mention  a  desire  to  en- 
courage the  NIH  to  remove  proposed  fair  pricing  clauses. 

Dr.  Beall.  Yes. 

Mr.  Istook.  Would  you  elaborate?  Recognizing  the  breakthrough 
potential  of  this  and,  therefore,  potentially  in  the  medical  field  the 
financial  rewards  that  could  be  there  for  private  companies  in- 
volved in  this,  why  do  you  believe  it  is  necessary  to  remove  this  fair 
pricing  clause? 

Dr.  Beall.  Well,  cystic  fibrosis  is  a  disease  that  only  affects 
about  30,000  patients.  A  lot  of  the  biotechnology  developments  are 
taking  place  for  what  were  called  orphan  diseases  at  one  points. 
The  CRADA  programs  have  been  very  effective  in  taking  the  basic 
research,  the  new  developments  that  are  taking  place  at  the  NIH 
and  working  with  companies  that  are  going  to  translate  it  into  new 
therapies  for  diseases  like  cystic  fibrosis. 

There  are  not  a  lot  of  financial  incentives  for  developing  a  dis- 
ease for  a  drug  for  a  patient  population  of  30,000  people,  and  there 
are  a  lot  of  other  genetic  diseases  that  have  even  less  patients  that 
could  benefit. 

Mr.  Istook.  So,  basically,  you  are  talking  about  focusing  in  rath- 
er than  a  generalization  on  the  orphan  diseases? 

Dr.  Beall.  But,  still,  you  do  not  know.  There  is  so  much  costs 
that  are  involved  in  taking  a  drug  or  an  idea  from  the  NIH  and 
getting  it  into  the  population.  There  is  such  risk-taking. 

And  the  biotechnology  companies  especially  cannot  afford  to  take 
a  lot  of  risk.  The  burn  rate  of  so  many  of  these  companies  is  so 
high  that  they  may  not  be  around  in  two-and-a-half  years.  And  if 
they  have  to  weigh  in  their  factor  of  whether  the  government  is 
going  to  come  in  and  afford  or  affect  price  controls  on  a  drug  or  a 
product  that  they  might  be  able  to  develop,  I  think  it  is  going  to 
take  away  the  incentives  that  clearly  have  to  exist  for  translating 
basic  knowledge  to  the  patient  populations. 

Mr.  Istook.  Okay.  Thank  you,  Doctor. 

Thank  you,  Mr.  Chairman. 


Wednesday,  January  25,  1995. 

WITNESS 
KAREN  LANE,  FRED  HUTCHINSON  CANCER  RESEARCH  CENTER 

Mr.  Porter.  Karen  Lane,  the  Fred  Hutchinson  Cancer  Research 
Center.  Ms.  Lane. 

Ms.  Lane.  Mr.  Chairman  and  Members  of  the  committee,  it  is 
really  a  privilege  to  testify  before  you  today,  particularly  because 
this  is  the  20th  anniversary  this  year  of  the  founding  of  the  Fred 
Hutchinson  Cancer  Research  Center  in  Seattle.  We  are  the  only 
comprehensive  cancer  center  in  the  Pacific  Northwest. 

If  this  hearing  had  been  held  20  years  ago,  Dr.  Bill  Hutchinson 
might  have  told  you  about  the  founding  of  the  Hutchinson  Center 
in  memory  of  his  brother,  Fred,  a  major  league  ball  player  and 
manager  who  died  of  lung  cancer  in  the  late  1960s.  He  might  also 
have  talked  about  the  research  at  the  Hutchinson  Center  that  was 
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beginning  to  get  very  interesting  results  treating  leukemia  with  a 
brand  new  procedure  called  a  bone  marrow  transplant. 

Twenty  years  later,  we  are  curing  80  percent  of  some  cancers 
with  bone — some  leukemias  with  bone  marrow  transplants;  and 
Donald  Thomas  has  won  the  Nobel  prize  for  his  pioneering  work 
in  bone  marrow  transplantation. 

But  we  have  also  moved  on.  One  of  the  Hutchinson  scientists  de- 
veloped the  first  vector  or  delivery  system  used  in  gene  therapy  in 
experiments  at  the  NIH;  and  although  early  tests  of  gene  therapies 
involve  other  diseases  than  cancer,  we  believe  this  approach  will 
also  soon  follow  for  cancers  of  many  kinds. 

These  advances  and  many  others  were  made  possible  because  of 
the  consistent  commitment  that  you  and  your  predecessors  have 
made  to  biomedical  research.  The  system  of  competitive  peer  re- 
view research  projects  has  worked  to  find  important  new  therapies 
or  new  ways  to  prevent,  diagnose  and  treat  disease.  In  addition  to 
the  lives  saved,  these  efforts  have  generated  large  health  care  sav- 
ings, which  were  referenced  earlier  and  I  will  not  repeat  here,  and 
spawned  a  biotechnology  industry  that  leads  the  world  and  has 
generated  thousands  of  jobs  in  my  community  and  dozens  of  others 
around  the  country. 

In  five  years,  cancer  will  surpass  heart  disease  as  the  number 
one  cause  of  death  in  the  United  States.  So  as  far  as  we  have  come, 
much  remains  to  be  done.  I  urge  the  committee  to  view  the  Na- 
tional Institutes  of  Health  and  the  National  Cancer  Institute  in 
particular  as  an  investment  priority.  Never  before  has  there  been 
a  time  with  so  much  scientific  opportunity.  I  hope  that  this  com- 
mittee will  continue  its  strong  tradition  of  doing  all  that  it  can  to 
enable  that  potential  to  be  realized. 

We  recognize  the  need  to  improve  the  country's  overall  fiscal  sol- 
vency by  reducing  the  Federal  deficit.  We  understand  that  all  Fed- 
eral funding  must  be  closely  scrutinized  and  evaluated  to  ensure 
our  tax  dollars  are  being  wisely  spent.  But,  as  noted  earlier,  in  ad- 
dition to  the  obvious  need  to  do  all  we  can  to  cure  this  deadly  dis- 
ease, cancer  research  has  traditionally  demonstrated  very  impres- 
sive cost  savings,  cost  benefits  amounting  to  billions  of  dollars  in 
medicare,  medicaid  and  other  health  care  savings.  With  that  in 
mind,  we  believe  it  is  crucial  to  provide  support  for  the  principle 
of  parity  in  cancer  research. 

Since  1980,  when  adjusted  for  inflation,  funding  for  the  NIH  has 
increased  by  15  percent  compared  to  a  1  percent  increase  for  the 
National  Cancer  Institute.  We  understand  that  parity  is  not  going 
to  happen  overnight,  and  for  this  reason  we  support  the  National 
Coalition  for  Cancer  Research  request  of  a  6  percent  increase  in 
funding  for  the  NCI  in  fiscal  year  1996  as  a  first  significant  step 
towards  parity  with  the  rest  of  the  NIH. 

Thank  you. 

Mr.  Porter.  Ms.  Lane,  we  appreciate  also  your  testimony  today, 
and  we  appreciate  all  of  the  witnesses  who  come  from  all  over  our 
country.  You  came  from  Seattle,  did  you? 

Ms.  Lane.  Yes,  I  did. 

Mr.  Porter.  Well,  thank  you  for  coming  a  long  way  to  help  us 
in  our  job  of  looking  at  the  appropriations  under  our  jurisdiction. 
We  appreciate  your  coming.  Thank  you  so  much. 
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Ms.  Lane.  Thank  you. 

[The  prepared  statement  of  Karen  Lane  follows:J 
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Good  morning  Mr.  Chairman  and  members  of  the  Subcommittee.  Thank  you  for  the  opportunity 
to  testify  on  behalf  of  the  Fred  Hutchinson  Cancer  Research  Center  (FHCRC).  I  am  Karen 
Lane,  Senior  Vice  President  for  Development  and  Community  Relations  at  the  Center. 

The  Fred  Hutchinson  Cancer  Research  Center  was  founded  in  1972.  As  a  federally-designated 
Comprehensive  Cancer  Center,  the  FHCRC  supports  three  core  divisions:  (1)  basic  sciences, 
(2)  clinical  research,  and  (3)  public  health  sciences. 

Federally  designated  cancer  centers  establish  an  interactive  research  environment,  allowing  all 
cancer-interested  investigators  to  convene,  share  ideas,  explore  innovative  approaches  to  cancer, 
engage  in  collaborative  research  projects  and  effectively  translate  laboratory  findings  to  the 
bedside  and  to  the  community.  The  Center  serves  as  a  pivotal  force  in  the  development  of  new 
basic  science  knowledge  and  the  translation  of  such  new  knowledge  into  multiple  disciplines 
(prevention,  detection,  and  therapy)  of  clinical  cancer  investigation.  It  also  allows  for  the 
exploration  of  novel  clinical  ideas  in  high-priority  diseases  (breast,  ovarian,  cervical,  and 
prostate  cancers,  and  AIDS). 

My  testimony  today  will  address  three  specific  points: 

(1)  The  importance  of  continued  support  for  basic  research  at  the  National  Cancer  Institute. 

(2)  Indirect  costs  and  their  impact  on  the  conduct  of  research. 

(3)  The  Women's  Health  Initiative. 


SUPPORTING  A  BASIC  SCIENCE  AGENDA 

The  critical  need  for  expanded  federal  support  of  cancer  research  is  best  summarized  by  the 
following  quote  from  the  recent  report,  Cancer  at  a  Crossroads:  A  Report  to  Congress  for  the 
Nation: 

"For  the  first  time  in  cancer  research  history,  we  are  poised  to  make  major  inroads  into  our 
understanding  of  the  multistep  process  of  cancer  onset  and  spread.  The  ongoing  revolution 
in  molecular  and  cellular  biology  has  created  unprecedented  opportunities  in  basic  science 
research  for  advancing  the  fight  against  cancer,  led  to  discovery  of  genetic  links  to  cancer, 
and  given  rise  to  the  biotechnology  industry.  These  exciting  discoveries  and  the 
opportunities  for  their  application  to  cancer  are  the  result  of  our  significant  public  investment 
in  untargeted,  basic  biomedical  research.  Inadequate  resources  now  jeopardize  continued 
basic  science  discoveries  and  undermine  the  creativity  and  morale  of  cancer  researchers. 
Failure  to  respond  will  result  in  lost  lives  and  will  endanger  this  country 's  ability  to  maintain 
its  superb  talent  base  and  world  leadership  in  the  creation  of  new  cancer-related 
knowledge. " 

This  report,  released  in  September  1994,  provides  the  basis  for  continued  optimism  resulting 
from  our  progress  in  the  fight  against  cancer,  but  it  also  paints  a  grim  picture  of  where  we  will 
be  unless  federal  policies  support  a  strong  basic  research  environment  and  infrastructure.  The 
report  cites  the  following  alarming  statistics: 

•  In  five  years,  cancer  will  surpass  heart  disease  as  the  number  one  cause  of  death. 

•  One  in  three  people  in  this  country  will  be  diagnosed  with  cancer,  and  one  in  five  will  die 
from  it. 


•  Every  minute,  another  person  in  the  United  States  dies  of  cancer. 

•  In  1994,  1.2  million  new  cancer  cases  were  added  to  the  more  than  eight  million  people  in 
this  country  alive  today  who  have  already  been  diagnosed. 

•  The  estimated  annual  cost  of  cancer  to  the  United  States  approached  $100  billion  in  1990. 

Mr.  Chairman,  I  commend  this  report  to  you  and  to  members  of  the  Subcommittee.  The  report 
makes  numerous  recommendations  to  the  Congress  for  strengthening  our  nation's  commitment 
to  finding  new  treatments,  and  eventually  a  cure,  for  cancer. 

This  Subcommittee,  and  you  Mr.  Chairman  in  particular,  have  been  a  leader  in  providing  much- 
needed  federal  support  for  cancer  research  and  basic  biomedical  research  at  NIH's  other 
institutes.  For  this  strong  leadership  we  are  extremely  grateful,  and  urge  you  to  continue  that 
leadership  by  impressing  upon  your  colleagues  in  the  Congress  the  critical  importance  of 
increasing  funding  at  the  National  Institutes  of  Health. 

There  is  no  better  example  of  what  the  federal  government  can  do,  and  do  well,  than  its  long 
standing  tradition  in  support  of  life  sciences  research  at  the  NIH.  The  primary  goal  of  this 
funding  is  to  obtain  cures  for  cancer  and  other  deadly  diseases,  but  there  are  many  additional 
benefits  of  this  funding  as  well.   Permit  me  to  review  a  sample  of  these  additional  benefits. 

•  Health  Care  Savings.  In  a  recent  report,  the  NTH  estimated  that  approximately  $800  million 
invested  in  NIH-supported  clinical  and  applied  research  had  potential  to  realize  a  one-year 
savings  of  between  $5.2  billion  and  $6.7  billion  based  upon  1989  prices.  This  translates  into 
a  $6.50  to  $8.40  annual  return  on  each  dollar  invested  in  such  research— a  remarkable  600 
to  800  percent  return  on  investment.    For  example: 

A  total  NCI  investment  of  $71  million  for  testicular  cancer  from  1970  to  1987  led  to  the 
development  of  an  effective  treatment  protocol,  leading  to  a  cure  rate  of  60-65  percent  and 
an  estimated  annual  savings  between  $130  and  $178  million. 

NCI  funded  research  investment  of  $13  million  led  to  the  development  of  adjuvant  therapy 
for  Duke's  C  colon  cancer,  reducing  mortality  by  one-third  and  leading  to  an  annual  savings 
of  $161-$215  million. 

A  $143  million  investment  by  the  National  Cancer  Institute  in  the  development  of  a  two- 
stage  diagnosis-treatment  of  breast  cancer  has  led  to  annual  savings  of  $263-$526  million. 

•  Economic  Competitiveness.  The  Bayh-Dole  Act  of  1980  and  the  Federal  Technology 
Transfer  Act  of  1986  were  enacted  to  stimulate  partnerships  with  the  private  sector,  to 
encourage  technological  innovation,  to  increase  translation  of  federally-sponsored  research 
and  to  heighten  our  international  competitiveness.  As  a  result  of  these  Acts,  applications  for 
patents  on  NIH  research  has  increased  by  300%,  from  890  to  2,600  over  the  past  decade. 

The  U.S.  leads  the  world  in  pharmaceutical  and  biotechnology  patents.  In  1990,  67%  of 
patents  issued  were  to  U.S.  firms;  15%  to  the  European  Community;  and  13%  to  Japan. 
U.S.  firms  hold  82%  of  the  genetic  engineering  health  care  patents. 

•  Biotechnology.  Approximately  84  %  of  the  federal  government's  investment  in  biotechnology 
is  in  the  NIH  budget.  The  result  has  been  $6  billion  in  product  sales  of  biotechnology  in 
1994  —  a  35  percent  increase  over  the  preceding  year.  The  Department  of  Commerce  has 
estimated  that  biotechnology  will  be  a  $50  billion  industry  by  the  year  2000.  The  number 
of  biotechnology  patents  is  increasing  15  percent  annually. 
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Biotechnology  firms  employ  over  80,000  people  and  support  over  200  supply  firms  in  the 
U.S  alone.  These  firms  have  been  responsible  for  bringing  over  20  biotechnology 
therapeutics  and  600  diagnostic  products  to  the  marketplace.  Their  evolution  can  be  directly 
linked  to  basic  research  supported  by  the  NIH. 

At  the  Fred  Hutchinson  Cancer  Research  Center's  laboratories  alone,  research  discoveries 
have  led  to  the  establishment  of  11  new  biotechnology  companies  in  the  Pacific  Northwest. 

•  Jobs.  NTH  invests  in  the  work  of  over  50,000  scientists  across  the  country.  These  jobs  form 
an  important  funding  base,  serve  as  a  source  of  high  technology  employment,  enhance 
academic  institutions  and  enrich  the  quality  of  regional  medical  care  through  a  nationwide 
network  of  internationally  renowned  academic  health  centers. 

In  addition  to  the  scientists,  other  employment  opportunities  are  created  by  NIH-supported 
research  such  as  the  support  firms,  supply  firms,  animal  handlers,  clerical  and  administrative 
personnel,  and  the  list  goes  on. 

In  the  biotechnology  industry  alone,  a  Bank  of  Boston  study  reported  the  following: 

•  for  each  $1.00  of  biotechnology  research,  $.70  of  wages  and  salaries  are  generated. 

•  for  each  $1  million  of  biotechnology  research  in  Massachusetts,  25.5  jobs  are  created. 

•  salaries  for  biotechnology  companies  average  $31,700  per  employee. 

These  are  just  a  few  of  the  many  benefits  our  society  has  reaped  through  our  commitment  to 
biomedical  research.  But  there  are  several  signs  these  benefits  and  our  world  leadership  in 
science  is  eroding.  The  percentage  of  GNP  invested  in  civilian  research  and  development  by 
the  U.S.  is  lagging  relative  to  other  industrialized  nations,  in  particular  Japan,  Germany  and 
France.  Nondefense  R&D  as  a  percentage  of  GNP  in  Japan  rose  from  about  2  percent  in  1977 
to  3  percent  in  1987,  while  the  U.S.  percent  remained  consistent  at  1.5  percent. 

Between  1983-1990,  U.S.  patents  issued  to  foreign-owned  companies  increased  by  an  average 
of  8.6  percent  per  year;  the  rate  for  U.S.  companies  was  5.3  percent. 

During  the  decade  from  1950  to  1959,  70  percent  of  the  Nobel  Prizes  were  awarded  to 
Americans.  In  contrast,  from  1980-1989,  57  percent  of  the  Nobel  Prizes  were  awarded  to 
Americans. 

The  U.S.  Department  of  Commerce's  Technology  Administration  indicated  in  its  1991  report 
Emerging  Technologies:  A  Survey  of  Technical  and  Economic  Opportunities,  that  the  U.S.  could 
lose  its  lead  in  biotechnology  to  Japan  by  the  year  2000  if  we  do  not  keep  pace  with  strategic 
actions  and  research  investments. 

Mr.  Chairman,  investing  in  the  National  Institutes  of  Health  and  the  National  Cancer  Institute 
is  an  investment  in  the  economy  and  the  health  of  this  nation.  The  investment  priorities  of  this 
country  should  produce  significant  benefit  by  improving  our  economic  base,  increasing  our 
technological  capabilities  and  protecting  precious  resources.  There  is  no  better  example  of  these 
principles  than  the  research  programs  funded  by  the  NIH. 
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We  recognize  the  need  to  improve  the  country's  overall  fiscal  solvency  by  reducing  the  federal 
deficit.  We  understand  that  all  federal  funding  must  be  closely  scrutinized  and  evaluated  to 
ensure  our  tax  dollars  are  being  spent  wisely.  As  noted  above,  in  addition  to  the  obvious  need 
to  do  all  we  can  to  find  a  cure  for  this  deadly  disease,  cancer  research  has  traditionally 
demonstrated  very  impressive  cost-benefits  amounting  to  billions  of  dollars  in  Medicare, 
Medicaid,  and  other  health  care  savings. 

With  that  in  mind,  we  believe  it  is  crucial  to  provide  support  for  the  principle  of  parity  in  cancer 
research.  Since  1980,  when  adjusted  for  inflation,  funding  for  the  NIH  has  increased  by  15 
percent,  compared  to  a  one  percent  increase  for  the  NCI.  We  understand  that  parity  is  not  going 
to  happen  overnight.  For  this  reason,  we  support  the  National  Coalition  for  Cancer  Research 
(NCCR)  request  of  a  six  percent  increase  in  funding  for  the  NCI  in  FY  1996  as  a  first  significant 
step  towards  parity  with  the  rest  of  the  NIH. 


INDIRECT  COSTS 

There  have  been  a  variety  of  legislative  and  administrative  proposals  to  create  "savings"  in 
indirect  costs,  including  an  across-the-board  cap  on  the  facilities  component,  and  an  across-the- 
board  percentage  reduction  or  freeze  on  total  indirect  costs  recovery.  These  proposals  would 
cripple  the  very  institutions  that  have  invested  in  the  facilities  that  produce  some  of  America's 
most  significant  research  and  contribute  to  the  nation's  competitiveness. 

Institutions  with  major  research  activity  and  new  facilities,  and  therefore  relatively  high  total 
indirect  cost  rates  resulting  from  their  capital  investment,  would  be  most  affected.  The  very 
institutions  that  responded  to  explicit  federal  policy  in  1982  that  encouraged  investment  in 
research  facilities,  and  now  bear  new  fixed  costs,  would  be  the  ones  denied  reimbursement. 
They  unquestionably  would  be  devastated  financially  and  irreparably  impaired  in  their  ability  to 
perform  federal  research. 

Both  direct  and  indirect  costs  are  real  and  necessary  expenses  associated  with  the  conduct  of 
research.  Direct  costs  are  specific  to  the  work  performed.  These  include  salaries  of 
investigators  and  support  staff,  supplies  and  some  small  equipment  items,  travel,  consultants  and 
other  very  specific  items  necessary  to  do  the  research. 

The  other  component  of  costs,  the  overhead,  or  what  is  termed  "indirect  costs"  may  be  viewed 
as  three  parts:  (1)  services  in  support  of  research,  (2)  operations  in  support  of  research,  and  (3) 
scientific  plant.  The  first  two,  services  and  operations  in  support  of  research,  although  termed 
indirect,  are  indeed  as  essential  to  the  conduct  of  research  as  are  "direct"  costs.  Service  items 
include  purchasing,  storage,  grant  accounting,  central  office  personnel,  regulatory  compliance, 
etc.  Operations  items  include  utilities,  maintenance  and  housekeeping,  library,  security, 
transportation,  and  daily  costs  of  operating  the  facilities. 

The  third  component  of  current  "indirect  costs"  is  the  physical  plant  in  which  the  work  is 
conducted.  These  scientific  plant  costs  may  indeed  constitute  an  "indirect"  or  "overhead"  cost 
in  the  more  traditional  use  of  these  terms.  These  costs  include  interest  and  depreciation  expenses 
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for  buildings,  equipment,  and  leases.  The  time  horizon  of  these  costs  is  greater  than  that 
budgeted  for  research  projects.  Importantly,  this  support  allows  updating  of  plant  and  equipment 
so  that  the  aggregate  research  activity  of  the  country  may  remain  competitive  and  at  first  rank 
scientifically.  These  investments  have  significant  implications  for  our  nation's  long  term 
competitiveness  and  excellence  in  science. 

The  Hutchinson  Center  operates  on  the  indirect  costs  collected  in  conjunction  with  every  major 
grant  and  contract  research  activity.  Any  reduction  in  indirect  cost  reimbursement  would  have 
a  serious  impact  on  the  Center's  ability  to  function  and  to  continue  repayment  of  long  term  debt 
and  leases. 

We  ask  the  Subcommittee  to  carefully  consider  any  proposals  for  altering  the  current  guidelines 
for  reimbursements  essential  to  the  conduct  of  research.  Arbitrary  reductions  would  have  a 
chilling  effect  on  the  scientific  enterprise  in  this  country. 


WOMEN'S  HEAL  TH INITIA  TIVE 

In  1993,  the  FHCRC  was  selected  as  the  Coordinating  Center  for  the  Women's  Health  Initiative 
as  well  as  one  of  the  currently  active  Clinical  Centers  for  the  WHI  Clinical  Trial  and 
Observational  Study.  This  initiative  will  be  the  largest  coordinated  study  of  women's  health 
issues  ever  undertaken. 

A  total  of  63,000  women  in  the  age  range  50-79  will  participate  in  this  study.  The  WHI  Clinical 
Trial  builds  on  decades  or  more  of  pilot  and  feasibility  studies.  Last  year,  the  WHI  Clinical 
Trial  and  Observation  Study  was  reviewed  by  a  Committee  operating  under  the  auspices  of  the 
Institute  of  Medicine.  These  recommendations  have  encouraged  a  careful  rethinking  of  Clinical 
Trial  objectives,  and  have  increased  the  resolve  of  all  connected  to  the  WHI  program  to  conduct 
these  important  studies  within  the  designated  budget. 

We  and  other  WHI  investigators  appreciate  Congressional  support  to  date  for  the  NIH's 
Women's  Health  Initiative,  and  respectfully  request  continued  commitment  to  this  critical  public 
health  research  program. 


CONCLUDING  REMARKS 

In  closing,  I  urge  the  Committee  to  view  the  NIH  and  NCI  as  an  investment  priority.  Never 
before  has  there  been  a  time  with  so  much  scientific  opportunity,  I  hope  that  this  Committee  will 
continue  its  strong  tradition  of  doing  all  that  it  can  to  enable  that  potential  to  be  realized. 

As  I  stated  above,  we  recognize  the  need  to  improve  the  country's  overall  fiscal  solvency  by 
reducing  the  federal  deficit  and  we  understand  that  all  federal  funding  must  be  closely  scrutinized 
and  evaluated  to  ensure  our  tax  dollars  are  being  spent  wisely. 

With  that  in  mind,  we  believe  it  is  crucial  to  provide,  at  a  minimum,  modest  increases  in  federal 
funding  for  cancer  research.  We  support  the  National  Coalition  for  Cancer  Research  (NCCR) 
request  of  at  least  a  six  percent  increase  in  funding  for  the  NCI  as  a  first  significant  step  towards 
parity  with  the  rest  of  the  NIH. 
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WITNESS 

HENRY  LEWIS   III,   R.   PH.,   PHARM.   D,  ASSOCIATION   OF   MINORITY 
HEALTH  PROFESSIONS  SCHOOLS 

Mr.  Porter.  Dr.  Henry  Lewis,  Association  of  Minority  Health 
Professions  Schools.  Dr.  Lewis. 

Dr.  Lewis.  Mr.  Chairman,  Members  of  the  subcommittee,  thank 
you  for  the  opportunity  to  present  the  views  of  the  Association  of 
Minority  Health  Professions  Schools,  also  known  as  AMHPS.  My 
name  is  Dr.  Henry  Lewis,  Professor  and  Dean  of  the  College  of 
Pharmacy  and  Pharmaceutical  Sciences  at  Florida  A&M  University 
and  President  of  AMHPS. 

AMHPS  is  an  organization  which  represents  the  Nation's  11  his- 
torically black  health  professions  schools.  Our  founding  president  is 
the  former  Health  and  Human  Services  Secretary,  Dr.  Louis  Sulli- 
van, who  is  now  president  of  our  member  school,  Morehouse  School 
of  Medicine. 

Combined,  the  AMHPS  institutions  have  graduated  over  60  per- 
cent of  the  Nation's  African-American  pharmacists,  over  50  percent 
of  the  Nation's  African-American  physicians  and  dentists  and  over 
75  percent  of  African-American  veterinarians.  Most  of  our  grad- 
uates go  into  work  in  our  Nation's  underserved  rural  and  inner  city 
communities. 

We  are  very  proud  of  the  accomplishments  of  our  institutions,  es- 
pecially given  the  significant  challenges  that  we  have  overcome 
throughout  our  existence.  For  a  long  time  our  schools  have  strug- 
gled against  terrific  odds  just  to  survive. 

Mr.  Chairman,  the  support  of  your  subcommittee  in  terms  of 
Federal  resources  impacting  our  students  and  our  institutions  has 
had  and  will  continue  to  have  a  significant  impact  in  enabling  us 
to  achieve  our  mission  of  improving  the  health  status  of  African- 
American  and  other  minorities  in  this  country,  as  well  as  continu- 
ing to  address  the  underrepresentation  of  African-Americans  and 
other  minorities  in  the  health  profession  programs. 

Despite  the  recent  Federal  support  that  has  been  provided  to  our 
institutions,  there  is  a  historic  and  indeed  prevailing  shortage  of 
minorities  in  the  health  professions.  While  African- Americans  rep- 
resents approximately  12  percent  of  the  U.S.  population,  only  3  to 
4  percent  of  the  Nation's  physicians,  dentists,  pharmacists  and  vet- 
erinarians are  African- American. 

Studies  have  demonstrated  that  when  African-Americans  are 
trained  in  the  health  professions,  number  one,  they  are  much  more 
likely  to  serve  in  medically  underserved  areas;  number  two  they 
are  much  more  likely  to  take  care  of  other  minorities;  and,  number 
three,  they  are  more  likely  to  accept  patients  who  are  medicaid  and 
medicare  recipients  or  otherwise  poor. 

For  these  reasons,  it  is  imperative  that  the  Federal  complement 
to  training  African-Americans  and  other  minorities  in  the  health 
professions  remains  strong. 

Mr.  Chairman,  my  written  testimony  contains  over  10  programs 
and  areas  under  the  purview  of  this  subcommittee  of  concern  to  our 
association.  Permit  me  only  to  focus  on  three: 
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One,  the  Minority  Centers  of  Excellence  Program.  This  program 
is  making  a  vital  impact  in  enhancing  the  over  20  minority  institu- 
tions across  the  country,  serving  both  African-American,  Hispanic 
and  Native  American  schools.  These  programs  are  moving  these  in- 
stitutions into  the  forefront  of  biomedical  research,  community 
service  and,  indeed,  health  professions,  education  and  training. 

Number  two,  biomedical  facility  construction  through  the  Na- 
tional Institutes  of  Health,  particularly  the  Institutes  of  Emerging 
Excellence.  This  program  has  already  funded  major  research  facil- 
ity construction  at  two  of  our  member  institutions  that  will  allow 
us  to  be  at  the  forefront  of  scientific  discovery. 

Researchers  at  AMHPS  member  institutions'  laboratories  have 
already  applied  for  patents  for  new  anti-inflammatory  drugs  that 
offer  significant  treatment  in  the  treatment  of  arthritis.  New  HIV 
research  lends  significant  hope  to  the  treatment  of  HIV  and  AIDS. 
These  investments  have  paid  off  and  indeed  will  pay  off  tremen- 
dously in  the  future. 

Number  three  and  finally,  scholarships  for  disadvantaged  stu- 
dents. This  program  has  supported  over  1,000  minority  students  in 
pursuing  health  professions,  education  and  training  programs  in  all 
of  our  Nation's  institutions.  We  ask  that  you  look  seriously  at  con- 
tinued support  of  this  program  and  ensuring  that  this  program  re- 
main a  school-based  program  instead  of  a  government-based  pro- 
gram, thus  expanding  the  size  of  the  Federal  Government  and  in- 
deed limiting  both  the  flexibility  and  the  number  of  students  that 
could  be  served  by  the  scholarships  of  the  disadvantaged  students 
program. 

Mr.  Chairman,  please  allow  me  to  once  again  offer  our  most  sin- 
cere appreciation  to  you  and  the  Members  of  this  subcommittee  for 
the  support  and  resources  that  have  been  provided  to  our  students 
and  to  our  institutions.  The  11  AMHPS  institutions  have  made  tre- 
mendous gains  in  increasing  the  number  >f  minorities  in  the  health 
professions  that  have  not  only  benefitted  our  institutions  but  the 
Nation  as  a  whole. 

I  am  pleased  to  respond  to  any  questions  you  may  have. 

[The  prepared  statement  of  Henry  Lewis  III,  R.  Ph.,  Pharm.  D, 
follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  present  the  views  of  the  Association  of  Minority  Health  Professions  Schools 
(AMHPS).  I  am  Dr.  Henry  Lewis,  Dean  of  the  College  of  Pharmacy  and 
Pharmaceutical  Sciences  at  Florida  A&M  University,  and  President  of  the 
Association  of  Minority  Health  Professions  Schools  (AMHPS). 

AMHPS  is  an  organization  which  represents  eleven  (11)  Historically  Black 
Health  Professions  Schools  in  the  U.S.  Former  Health  and  Human  Services 
Secretary,  Dr.  Louis  Sullivan  is  our  founding  president. 

Included  are  four  (4)  schools  of  Medicine;  Meharry,  Morehouse,  the  Charles 
R.  Drew  University  of  Medicine  and  Science  and  Howard  University;  four  (4) 
Schools  of  Pharmacy;  Xavier  University  College  of  Pharmacy,  Texas  Southern 
University  College  of  Pharmacy  and  Health  Sciences,  Florida  A&M  College  of 
Pharmacy,  and  Howard  University  College  of  Pharmacy;  two  (2)  schools  of 
Dentistry;  Meharry  and  Howard  University;  and  one  (1)  school  of  Veterinary 
Medicine;  Tuskegee  University.  Combined,  these  AMHPS  institutions  have  graduated 
60%  of  all  the  nation's  African-American  pharmacists,  50%  of  African-American 
physicians  and  dentists,  and  75%  of  African-American  veterinarians.  Most  of 
these  graduates  are  working  in  the  nation's  underserved  rural  and  inner-city 
lities. 


We  are  very  proud  of  the  accomplishments  of  our  institutions,  especially 
given  the  significant  challenges  that  we  have  overcome  throughout  our  existence. 
For  a  long  time  our  schools  have  struggled  against  terrific  odds  to  survive.  The 
support  of  your  subcommittee  in  terms  of  federal  resources  for  programs  impacting 
our  students  and  our  institutions  has  had  and  will  continue  to  have  a  significant 
impact  in  enabling  us  to  achieve  our  mission  to  improve  the  poor  health  status 
of  African  Americans  and  other  minorities  and  to  address  the  underrepresentation 
of  African  Americans  and  other  minorities  in  the  health  professions. 

Despite  the  recent  federal  support  that  has  been  provided  to  our 
institutions,  there  is  a  historic  shortage  of  minorities  in  the  health 
professions.  While  African  Americans  represent  approximately  12%  of  the  U.S^ 
population,  only  2-3%  of  the  nation's  physicians,  dentists,  pharmacists,  aiid^ 
veterinarians  are  African  American.  Studies  have  demonstrated  that  when  African- 
Americans  are  trained  in  the  health  professions,  they  are  much  more  likely  to 
serve  in  medically  underserved  areas,  more  likely  to  take  care  of  other 
minorities  and  more  likely  to  accept  patients  who  are  Medicaid  recipients  or 
otherwise  poor.  For  this  reason,  it  is  imperative  that  the  federal  commitment 
to  training  African-Americans  in  the  health  professions  be  strong. 

In  spite  of  our  proven  success  in  training  minority  health  professionals, 
the  AMHPS  institutions  endure  a  financial  struggle  which  is  inherent  in  our 
mission  to  train  disadvantaged  individuals  to  serve  in  underserved  areas.  The 
financial  plight  of  the  majority  of  our  students  has  effected  our  schools  in 
numerous  ways,  such  that  we  are  not  able  to  depend  on  tuition  as  a  means  by  which 
to  respond  to  the  discontinuation  of  capitation  or  other  forms  of  federal  support 
for  health  professional  education.  Additionally,  due  to  the  fact  that  the 
patient  populations  served  by  the  AMHPS  institutions  have  historically  been  poor, 
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our  institutions  have  not  earned  money  from  the  process  of  patient  care  at  a  time 
when  the  average  medical  school  gets  40  to  50%  of  its  revenue  from  patient  care. 

There  is  a  direct  correlation  between  the  health  status  disparity  of 
African  Americans  compared  to  whites  and  the  underrepresentation  of  minorities 
in  the  health  professions.  The  1985  HHS  Secretary's  Task  Force  Report  on  Black 
and  Minority  Health  documented  that  the  infant  mortality  rate  for  African 
Americans  is  almost  double  the  rate  for  whites.  African  Americans  suffer  from 
disproportionately  high  rates  of  cancer,  diabetes,  pulmonary  complications,  and 
other  disorders  that  contribute  to  60,000  excess  deaths  per  year  among  African 
Americans  when  compared  to  whites.  If  not  for  the  efforts  of  Historically 
African  American  Health  Professions  Schools,  the  health  status  disparity  between 
minorities  and  the  general  population  would  be  even  greater. 

Unfortunately,  since  this  historic  report  the  health  status  disparity 
between  the  two  groups  has  actually  worsened.  The  life  expectancy  of  African 
Americans  has  decreased  dramatically  and  AIDS,  which  was  not  even  mentioned  in 
the  1985  report,  is  now  a  leading  cause  of  death  and  disproportionately  affects 
African  Americans  and  other  minorities  -  minorities  who  constitute  24%  of  the 
population  but  45%  of  the  AIDS  victims.  In  addition,  the  gap  in  infant  mortality 
when  comparing  the  number  of  deaths  for  African  American  and  white  babies, 
mentioned  earlier,  continues  to  widen. 

Specific  Key  Programs  Supported  by  AMHPS 

Disadvantaged  Minority  Health  Improvement  -  Health  Professions  Training 

In  1990  Congress  passed  the  Disadvantaged  Minority  Health  Improvement  Act. 
The  purpose  of  this  act  is  to  improve  the  health  status  of  individuals  from 
disadvantaged  backgrounds,  including  racial  and  ethnic  minorities  and  increase 
the  numbers  of  those  individuals  in  the  health  professions.  One  component  of 
this  measure  was  an  expansion  of  the  institutions  eligible  for  Minority  Centers 
of  Excellence  (COE)  grants.  The  Centers  of  Excellence  program  has  provided  a 
tremendous  boost  to  the  academic  excellence  of  several  of  the  institutions  of  our 
association.  Authorizing  legislation  passed  in  1991  expanded  the  number  of 
institutions,  and  the  number  of  ethnic  minority  groups  that  may  benefit  from  this 
program.  Additional  funding  is  necessary  to  include  several  more  Historically 
Black  Health  Professions  Schools,  and  a  variety  of  other  institutions  that  have 
strong  programs  in  minority  health  training.  It  is  imperative  that  these 
predominantly  minority  institutions,  which  train  a  disproportionate  number  of 
minority  health  professionals  and  provide  a  great  deal  of  care  to  minority 
populations,  receive  adequate  support. 

Overall,  the  Disadvantaged  Minority  Health  Improvement  Act  programs  have 
been  severely  underfunded  in  the  areas  of  health  services  for  residents  of  public 
housing,  capital  contributions  to  student  loan  funds,  scholarship  programs  for 
disadvantaged  minority  health  students  and  grants  for  community  based  scholarship 
programs. 
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Minority  Programs  at  NIH 

Continued  development  and  building  of  the  research  Infrastructure  at  our 
schools  Is  a  high  priority.  Because  of  the  health  status  disparities  that  exist 
among  African  Americans  and  other  minorities  as  compared  to  whites,  1t  1s 
Incumbent  upon  minority  Institutions  to  focus  on  closing  the  health  status  gap. 
We  can  only  achieve  this  by  Improving  our  research  capabilities  to  study  the 
health  status  disparities.  This  means  everything  from  our  research  labs,  to  our 
faculty,  to  our  learning  resources. 

The  Research  Centers  1n  Minority  Institutions  (RCMI)  program,  Minority 
Biomedical  Research  Service  (MBRS)  programs,  and  the  Minority  Access  to  Research 
Careers  (MARC)  program  each  play  an  Important  role  1n  assisting  our  Institutions 
to  continue  to  build  our  research  infrastructure.  These  programs  are  critical 
to  our  development.  The  MBRS  grant  programs  are  an  Important  tool  in  supporting 
the  participation  of  minority  undergraduates,  graduates,  and  faculty  in 
biomedical  research  at  minority  Institutions.  The  MARC  program  provides  special 
research  training  opportunities  and  Incentives  1n  the  biomedical  sciences  to 
attract  and  retain  minority  students  for  research  careers.  These  two  excellent 
programs  must  be  funded  appropriately. 

The  RCMI  program  1s  crucial  to  our  Institutional  ability  to  develop 
research  Infrastructures,  train  minority  professionals  in  research  capacities, 
compete  for  research  dollars  and  most  Importantly  study  health  problems  common 
In  the  communities  of  African-Americans  and  other  minorities.  It  1s  Imperative 
that  Congress  maintain  adequate  funding  for  this  program. 

AMHPS  looks  forward  to  continuing  Its  productive  working  relationship  with 
the  NIH  Office  of  Research  on  Minority  Health  (ORMH),  and  Its  collaborative 
efforts  with  the  NIH  ORMH  to  fully  define  the  role  our  Institutions  can  play  in 
Implementing  the  minority  research  portions  of  the  NIH  Strategic  Plan. 

Biomedical  Research  Facility  Construction, 

Last  year,  Congress  appropriated  $20  million  for  construction  for 
extramural  facilities  construction  at  NIH,  25%  of  which  1s  to  be  awarded  to 
Institutions  of  emerging  excellence.  AMHPS  strongly  supports  funding  for  the 
extramural  grants  program  for  biomedical  and  behavioral  research  facilities 
construction  at  "Institutions  of  Emerging  Excellence"  that  are  described  as  RCMI 
Recipients  or  Minority  Centers  of  Excellence.  This  new  program  was  established 
in  the  NIH  Reauthorization  bill  which  was  signed  Into  Public  Law  #  103-43  on  June 
10,  1993.  This  critical  mechanism  has  allowed  our  schools  to  begin  to  catch-up, 
and  begin  to  modernize  our  research  facilities  -  an  area  in  which  we  are  well 
behind.  We  urge  you  to  provide  Increased  funding  for  this  very  Important 
program. 

The  collective  missions  of  our  Institutions  to  train  disadvantaged 
Individuals  to  serve  in  underserved  areas  1s  a  challenge  to  our  Institutional 
financial  stability.  Because  of  that  mission  our  Institutions  fall  behind  in  the 
area  of  research  Infrastructure  --  from  our  research  faculty,  to  Instrumentation, 
to  facilities.  However,  based  on  our  past  accomplishments  with  meager  resources, 
we  feel  confident  that  we  are  making  a  significant  contribution,  but  could  make 
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even  greater  strides  1f  these  Improved  facilities  were  supported  -  particularly 
In  studying  diseases  and  health  conditions  that  disproportionately  affect  African 
Americans  and  other  minorities. 

Strengthening  Historically  Black  Graduate  Institutions 

Title  III,  Part  B,  Section  326  is  a  program  of  extreme  importance  to  the 
AMHPS  institutions.  This  program  allows  historically  black  graduate 
institutions,  including  those  represented  by  AMHPS,  to  participate  in  the  Part 
B  program  for  strengthening  our  schools.  The  funding  from  this  program  1s 
utilized  by  our  institutions  to  establish  and  strengthen  development  offices,  to 
begin  endowment  development  campaigns  (a  definite  need  of  all  HBCUs),  and  to 
enhance  our  educational  capabilities  on  the  graduate  level. 

The  Higher  Education  Act  Reauthorization  added  11  Historically  Black 
Graduate  and  Professional  Schools  to  Section  326  of  Title  III,  making  16  schools 
eligible  for  this  funding.  In  order  to  accommodate  these  new  schools  at  the 
minimum  funding  level  and  continue  the  progress  being  made  at  the  existing 
schools,  increased  funding  is  a  necessity  in  the  fiscal  year  1996  appropriation 
for  this  program.  A  funding  level  of  at  least  $20  million  is  necessary  to 
accommodate  each  of  the  existing  and  the  11  new  schools  added  during  the  1992 
reauthorization,  to  provide  a  modest  level  of  growth  for  these  imperative 
programs. 

Mr.  Chairman,  please  allow  me  once  again  to  offer  our  most  sincere 
appreciation  to  you  and  the  members  of  this  subcommittee  for  the  support  and 
resources  this  subcommittee  has  provided  for  the  students  who  attend  our 
institutions  and  for  our  institutions.  Funding  provided  for  minority  health  and 
education  programs  is  indeed  both  a  critical  and  worthwhile  investment.  As  we, 
a  Nation,  continue  to  search  for  strategies  to  solve  minority  underrepresentation 
in  health  professions  we  must  be  careful  not  eliminate,  paralyze  or  strangle  the 
programs  that  have  proven  to  work.  The  11  AMHPS  institutions  have  made 
tremendous  gains  in  increasing  the  number  of  minorities  in  the  health  professions 
that  have  not  only  benefitted  minorities,  but  our  Nation. 

I  am  pleased  to  respond  to  any  questions  you  may  have. 
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AMHPS 

L-HHS  APPROPRIATIONS  RECOMMENDATIONS  FOR 
FISCAL  YEAR  1996 


Research  Centers  at  Minority  Institutions:  $  28  million 

These  grants  to  fund  Research  Centers  at  Minority  Institutions 
(RCMI)  are  critical  to  the  development  of  research  infrastructures, 
training  minority  professionals  in  research  capabilities,  compete  for 
research  dollars  and  most  importantly  research  health  programs 
common  to  blacks  and  other  minorities.  Individual  NIH  Institutes 
are  encouraged  to  co-fund  RCMI  grants. 

Minority  Biomedical  Research  Support:  $  40  million 

The  Minority  Biomedical  Research  Support  Grant  Program 
supports  the  participation  of  minority  undergraduates,  graduates, 
and  faculty  in  biomedical  research  at  minority  Institutions.  AMHPS 
urges  that  the  stipend  level  be  increased  substantially  per  recently 
enacted  legislation,  to  Insure  an  adequate  number  of  bright,  young, 
minority  trainees. 

Minority  Access  to  Research  Centers:  $  18  million 

The  Minority  Access  to  Research  Careers  program  provides  special 
research  training  opportunities  and  incentives  In  the  biomedical 
sciences  to  attract  and  retain  minority  students  for  research 
careers.   Four  mechanisms  are  used  to  implement  this  program: 

(1)  the  MARC  Honors  Undergraduate  Research  Training  Program; 

(2)  the  MARC  Predoctoral  Fellowship  Award;  (3)  the  MARC 
Faculty  Fellowship  Program  and  (4)  the  MARC  visiting  Scientist 


D.         Biomedical  Facility  Construction  at  Institutions  of  Emerging 
Excellence:  $30  million 

This  new  program  was  established  in  recognition  that  minority 
schools  tend  to  lag  behind  majority  schools  In  their  institutional 
development,  or  have  faced  significant  barriers  to  their  develop- 
ment. The  Biomedical  Research  Facility  Construction  program  Is 
for  "Institutions  of  Emerging  Excellence"  that  are  described  as 
RCMI  schools,  or  Minority  Centers  of  Excellence.  Grants  awarded 
through  this  program  can  be  used  by  eligible  institutions 
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for  the  acquisition,  construction,  remodeling,  expansion  or  equipping  of  graduate  biomedical 
research  facilities.  The  purpose  of  this  program  is  to  strengthen  these  schools  so  they  can 
participate  in  clinical  trials  and  become  strong  centers  for  research  on  diseases  that 
disproportionately  affect  minority  populations. 

Minority  Centers  of  Excellence:  *$  28  million 

The  Centers  of  Excellence  (COE)  program  provides  funding  to  Improve  student  performance  and 
recruitment  and  faculty  recruitment,  training,  retention  and  research  at  predominantly  minority 
institutions  which  train  a  disproportionate  number  of  minority  health  professionals  as  well  as  provide 
a  great  deal  of  care  to  minority  populations.  The  FY  '93  reauthorization  of  COE  changes  the  portion 
of  funding  above  the  $12  million  for  the  4  original  Historically  Black  Health  Professions  Schools  to 
60%  for  Hispanic  and  Native  American  COE,  while  enabling  other  institutions  to  compete  for  40% 
of  the  remaining  funds.  In  addition  it  expands  the  eligibility  of  COE  to  Include  schools  of  osteopathic 
medicine,  schools  of  public  health  and  graduate  programs  in  clinical  psychology.  Increased  funding 
for  the  "other"  Centers  of  Excellence  is  very  important. 

Disadvantaged  Assistance:  $  35  million 

Disadvantaged  Assistance  grants  and  contracts  are  vital  to  the  identification,  recruitment,  retention, 
and  placement  of  minority  and  disadvantaged  students.  Two  programs  included  in  this  program 
are  the  Health  Carers  Opportunity  Program  (H-COP)  and  the  Financial  Assistance  for  Disadvantaged 
Health  Professions  Students  (FADHPS).  Institutions  rely  heavily  upon  these  grants.  Students  also 
rely  on  these  funds  for  support.  AMHPS  recommends  the  program  be  improved  to  allow  for 
authorization  changes  made.  Also,  HRSA  is  encouraged  to  provide  additional  assistance  to  minority 
institutions  In  grant  application  development. 

Minority  Male  Grant:  $  6  million 

The  Minority  Male  Grant  Program  is  a  demonstration  of  Innovative  Interventions  at  the  local  level 
which  target  the  many  health  and  social  problems  affecting  minority  males  In  our  nation. 

Exceptional  Financial  Need  Scholarships:  $  15  million 

Exceptional  need  funds  are  allocated  to  health  professions  schools  that  award  scholarships  to 
students  with  exceptional  financial  need.  Increased  authorization  levels  would  allow  continued 
support  for  additional  years  of  training  to  an  Increased  number  of  eligible  students. 

Scholarship  Grants  for  Disadvantaged  Students:  $  20  million 

The  Scholarship  Grants  program  provides  grants  to  schools  of  medicine,  optometry,  veterinary 
medicine,  allied  health,  or  public  health,  or  schools  that  offer  graduate  programs  in  clinical 
psychology  for  the  purpose  of  assisting  such  schools  in  providing  scholarships  to  individuals  from 
disadvantaged  backgrounds  who  are  enrolled  (or  accepted  for  enrollment)  as  full-time  students  In 
the  schools. 

Hearth  Professions  Student  Loans  for  Disadvantaged  Students:  $  10  million 

The  Health  Professions  Student  Loan  (HPSL)  program  establishes  an  alternative  mechanism  to  meet 
the  financial  needs  of  minority  health  professions  students  previously  served  by  the  Health  Education 
Assistance  Loan  program.  HPSL  funds  should  be  used  to  assist  minority  institutions  in  developing 
and  maintaining  a  sufficient  revolving  fund.  Many  minority  institutions  have  not  had  sufficient  time 
or  resources  to  develop  adequate  revolving  funds. 


Thl«  figure  combines  original  Centers  of  Excellence  with  Native-American.  Htepanlc  and  other  Canter*  of  Excellence. 
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Loan  Repayment  •  Faculty  Services:  $  2.5  million 

The  Loan  Repayment  -  Faculty  Services  program  provides  for  repayment  of  principal  and  Interest 
of  any  educational  loans  at  a  rate  of  up  to  $20,000  per  year  for  eligible  individuals  from 
disadvantaged  backgrounds  who  are  health  professions  students  or  graduates,  and  who  have 
agreed  to  serve  for  at  least  2  years  as  a  faculty  member  of  a  school  of  medicine,  nursing, 
osteopathic  medicine,  dentistry,  pharmacy,  pediatric  medicine,  optometry,  veterinary  medicine,  or 
public  health,  or  a  school  that  offers  a  graduate  program  In  clinical  psychology. 

NIH  Office  of  Research  on  Minority  Health  -  Minority  Health  Initiative:  $  60  million 

The  Office  of  Research  on  Minority  Health  (ORMH),  in  the  Office  of  the  Director,  NIH  and  under  the 
direction  of  the  Associate  Director  for  Research  on  Minority  Health,  serves  as  the  focal  point  for 
coordinating  overall  NIH  policies  and  programs  for  Improving  minority  health  status  and  expanding 
the  participation  of  minorities  in  biomedical  or  health  service  delivery  careers. 

HHS  Office  of  Minority  Health:  $  25  million 

The  HHS  Office  of  Minority  Health  was  statutorily  established  by  the  Disadvantaged  Minority  Health 
Improvement  Act  of  1990.  OMH  serves  as  the  coordinating  office  for  all  HHS  activities  focused  on 
improving  the  hearth  status  of  minorities  in  the  U.S. 

National  Health  Service  Corps  Loan  Repayment  &  Scholarships:  $  85  million 

This  level  of  funding  Is  necessary  to  assure  a  continuous  flow  of  minority  and  primary  care 
specialists  to  low  income,  minority,  and  underserved  areas.  The  loan  forgiveness  program  enacted 
by  Congress  Is  a  unique  and  important  program  change. 

Health  Education  Assistance  Loans:  $  425  million 

AMHPS  recommends  that  HEAL  loan  guarantees  continue  to  be  available  and  that  there  be  no  limit 
placed  on  these  loans.  AMHPS  supports  reducing  compounding  of  interest  to  lower  repayment 
amounts 

Health  Service  Grants  for  Residents  of  Public  Housing:  $  10  million 

The  Health  Services  for  Residents  of  Public  Housing  program  makes  grants  to  provide  residents  of 
public  housing  with  primary  care  services,  health  screenings,  hearth  counseling  and  education  and 
medical  referral  services. 

Title  III,  Part  B,  Section  326,  Postgraduate  Professional  Institutions:  $  20  million 

The  1992  reauthorization  of  the  Higher  Education  Act  added  11  Historically  Black  Graduate  and 
Professional  Schools  to  Part  B,  Section  326  of  Title  III.  The  funding  from  this  program  is  utlized  by 
our  institutions  to  establish  and  strengthen  development  offices,  to  begin  endowment  development 
campaigns  (a  definite  need  of  all  HBCUs),  and  to  enhance  our  educational  capabilities  on  the 
graduate  level. 
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Mr.  Porter.  Dr.  Lewis,  Dr.  Sullivan  served  our  country  with 
great  distinction  as  our  Secretary  of  Health  and  Human  Services 
under  the  Bush  administration,  and  he  tells  us  that  there  is  a 
great  need  for  training  of  primary  care  physicians.  Do  you  agree 
with  that  assessment  for  minority  institutions? 

Dr.  Lewis.  I  agree  with  that.  And,  in  fact,  members  of  our  insti- 
tutions, our  association,  AMHPS,  has  four  medical  institutions, 
Morehouse,  Charles  R.  Drew,  Meharry  and,  indeed,  Howard  Uni- 
versity, with  Morehouse  the  leading  trainer  of  primary  care  physi- 
cians in  the  entire  country.  I  think  our  commitment  is  indeed  to 
primary  care. 

But,  at  the  same  time,  recognizing  that  there  is  also  a  need  for 
minority  specialists,  because  there  is  a  tremendous 
underrepresentation  of  specialists  also.  But  I  do  agree  with  the  pri- 
mary care  training. 

Mr.  Porter.  Dr.  Lewis,  we  very  much  appreciate  your  coming 
here  to  testify.  Thank  you  for  your  good  testimony. 

Wednesday,  January  25,  1995. 

WITNESS 

STANLEY  B.  BENJAMIN,  M.D.,  DIGESTIVE  DISEASE  NATIONAL  COALI- 
TION 

Mr.  Porter.  Our  next  witness  is  Stanley  B.  Benjamin,  M.D.,  Di- 
gestive Disease  National  Coalition. 

Dr.  Benjamin.  Good  morning.  Thank  you,  Mr.  Chairman. 

Mr.  Chairman  and  Members  of  the  subcommittee,  pleasure  to  be 
here  this  morning.  My  name  is  Stan  Benjamin,  and  I  am  a  Profes- 
sor of  Medicine  and  Chief  of  the  Division  of  Gastroenterology  at 
Georgetown  University,  but  I  come  to  you  today  as  the  President 
of  the  Digestive  Disease  National  Coalition. 

This  organization  represents  some  22  patient-oriented  organiza- 
tions and  the  major  physician  groups  dealing  with  the  broad  brush 
of  the  digestive  diseases.  This  Coalition  has  as  its  goal  to  improve 
the  health  of  the  many  millions  of  Americans  who  suffer  from  one 
of  the  many  conditions,  both  acute  and  chronic,  which  affect  the  di- 
gestive tract. 

The  social  and  economic  impact  that  you  have  been  hearing 
much  about  this  morning  is  enormous,  and  it  is  so  with  digestive 
disease.  Digestive  diseases  rank  among  the  leading  causes  of  hos- 
pitalization, surgery  and  disability  in  the  United  States.  Twenty 
million  Americans  are  treated  for  a  chronic  digestive  disease  condi- 
tion each  year.  An  estimated  200,000  people  miss  work  each  day 
because  of  digestive  problems,  resulting  in  current  costs  of  approxi- 
mately $70  billion  a  year  in  lost  wages,  reduced  productivity, 
health  care  expenditures  and  disability  payments. 

The  medical  and  health  care  treatment  advances  for  digestive 
diseases  that  are  described  in  my  written  testimony  each  have  a 
common  origin,  and  you  have  heard  it  repeatedly  this  morning. 
That  is  biomedical  research. 

Mr.  Chairman,  you  know  how  critical  it  is  to  support  basic  and 
clinical  research  through  the  National  Institutes  of  Health.  We  are 
hopeful  that  your  enthusiasm  for  the  investment  in  biomedical  re- 
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search  through  the  National  Institutes  of  Health  will  spread  among 
new  Members  of  this  subcommittee. 

There  are  two  important  messages  I  hope  to  convey  to  the  sub- 
committee today: 

The  first  is  that  millions  of  Americans  around  the  country  who 
are  patients  suffering  from  a  variety  of  digestive  diseases,  from  in- 
flammatory bowel  disease  to  colon  cancer,  are  pinning  their  hopes 
for  a  better  life — or  life  itself — on  the  advances  made  by  research 
supported  by  the  National  Institute  of  Diabetes  and  Digestive  and 
Kidney  Diseases.  For  that  reason,  our  Coalition  recommends  a  12 
percent  increase  in  NIDDK's  budget  for  fiscal  year  1996  to  a  level 
of  $827  million,  an  increase  of  $88  million  over  fiscal  year  1995. 

Secondly,  that  the  Digestive  Disease  National  Coalition  is  an  or- 
ganization focused  on  improving  the  digestive  health  status  of  pa- 
tients with  digestive  diseases.  Because  of  that  mission,  we  will  con- 
tinue to  emphasize  and  stress  the  importance  and  critical  nature 
of  a  balanced  approach  to  biomedical  research  at  NIDDK.  Balance 
means  an  initiative  that  unmasks  the  mysteries  of  digestive  dis- 
ease at  a  cellular  and  molecular  level,  but,  equally  importantly,  one 
that  translates  these  marvelous  findings  to  where  they  belong,  to 
the  bedside  and  to  the  benefit  of  all  Americans  who  are  patients 
with  digestive  disease. 

Mr.  Chairman,  I  know  you  are  strained  for  time  so  I  would  like 
to  keep  it  brief  and  thank  you  and  the  committee  for  an  oppor- 
tunity to  present  the  views  of  the  Digestive  Disease  National  Coali- 
tion and  the  500,000  patients  which  it  represents.  I  hope  the  re- 
mainder of  my  testimony  will  be  included  in  the  record  to  dem- 
onstrate some  of  the  advances  and  opportunities  that  exist  in  diges- 
tive disease  research. 

Thank  you  very  much  for  your  attention. 

Mr.  Porter.  Dr.  Benjamin,  thank  you.  Your  testimony  will  be  re- 
ceived, and  we  appreciate  your  very  efficient  testimony  this  morn- 
ing. Thank  you . 

[The  prepared  statement  of  Stanley  B.  Benjamin,  M.D.,  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee.  My  name  is  Stanley 
Benjamin.  I  am  a  professor  of  Medicine  and  Chief  of  the  Division  of  Gastroenterology 
at  Georgetown  University,  and  I  come  before  you  today  as  President  of  the  Digestive 
Disease  National  Coalition.  This  organization  represents  22  patient-oriented 
organizations  and  the  major  physician  groups  dealing  with  diseases  of  the  digestive 
tract.  This  Coalition  has  as  its  goal  a  desire  to  improve  the  health  of  the  millions  of 
Americans  who  suffer  from  one  of  the  many  conditions,  both  acute  and  chronic,  which 
effect  the  digestive  tract. 

The  social  and  economic  impact  of  digestive  diseases  is  enormous,  with 
disorders  of  the  digestive  tract  ranking  among  the  leading  causes  of  hospitalization, 
surgery,  and  disability  in  the  U.S.  Twenty  million  Americans  are  treated  for  a  chronic 
digestive  disease  each  year.  An  estimated  200,000  people  miss  work  each  day 
because  of  digestive  problems,  resulting  in  current  costs  of  approximately  $70  billion  a 
year  in  tost  wages,  reduced  productivity,  health  care  expenditures,  and  disability 
payments.  The  medical  and  health  care  treatment  advances  for  digestive  diseases 
that  are  described  in  my  written  testimony  each  have  a  common  origin  -  biomedical 
research. 

Mr.  Chairman,  we  know  that  you  know  how  critical  it  is  to  support  basic  and 
clinical  research  through  NIH.  We  are  hopeful  that  your  enthusiasm  for  the  investment 
of  biomedical  research  through  the  NIH  will  spread  among  new  members  of  this 
subcommittee. 

There  are  two  important  messages  that  I  hope  to  convey  today  to  the 
subcommittee: 

1)  That  the  millions  of  Americans  around  the  country  who  are  patients 
suffering  a  variety  of  digestive  disorders  from  inflammatory  bowel  disease 
to  colon  cancer  are  pinning  their  hopes  for  a  better  life  -  or  life  itself  - 
on  the  advances  made  by  research  supported  by  the  National  Institute  of 
Diabetes  and  Digestive  and  Kidney  Diseases.  For  that  reason,  our 
Coalition  recommends  a  12%  increase  in  NIDDK's  budget  for  fiscal  year 
1996  to  a  level  of  $827  million,  an  increase  of  $88  million  over  FY  1995. 

2)  That  the  Digestive  Disease  National  Coalition  is  an  organization  focused 
on  improving  the  digestive  health  status  of  patients  with  digestive 
diseases.    Because  of  that  mission  we  continue  to  emphasize  and  stress 
the  importance  and  critical  nature  of  a  balanced  approach  to  biomedical 
research  at  NIDDK.  One  that  unmasks  the  mysteries  of  digestive 
diseases  at  the  cellular  and  molecular  level,  but  one  that  also  translates 
these  marvelous  findings  to  the  bedside  for  the  benefit  of  all  Americans 
who  are  patients  with  digestive  diseases. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  present  the  views  of  the 
Digestive  Disease  National  Coalition.  I  hope  the  remainder  of  my  testimony  will  be 
included  in  the  record  to  demonstrate  some  of  the  advances  and  opportunities  that 
exist  in  digestive  disease  research. 

M 9jor  ApVance?  in  P/gestfve  P/seases 
INFLAMMATORY  BOWEL  DISEASE 

Inflammatory  Bowel  Disease  (IBD):  The  chronic  inflammatory  process  that 
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occurs  in  IBD  results  in  tissue  injury  and  destruction  as  a  direct  consequence  of  the 
effects  of  certain  proteins  known  as  cytokines  and  inflammatory  mediators  secreted  by 
activated  immune  cells.   Recent  understanding  of  these  immune  responses  has  been 
clarified  with  development  of  the  transgenic  "knockout"  mouse.   Future  therapeutic 
options  should  include  efforts  to  develop  more  specific  inhibitors  of  this  adhesion 
process.   In  addition,  the  "knockout"  mouse  should  be  a  useful  tool  to  demonstrate 
the  mode  of  action  of  anti-inflammatory  agents  and  other  promising  drugs. 

The  NIDDK  will  encourage  expanded  research  on  a  unique  family  of  peptides 
recently  discovered.  These  novel  intestinal  proteins  promote  healing  after  injury  of  the 
intestinal  tract  surface  which  occurs  in  IBD.  A  number  of  observations  have  been 
obtained  in  initial  characterization  of  these  proteins.  They  underscore  the  importance 
of  this  finding  and  highlight  distinctive  features  of  these  unique  peptides,  which  are 
important  throughout  the  gastrointestinal  tract. 

There  is  now  an  ever-increasing  variety  of  rodent  models  to  advance  research 
on  IBD,  ranging  from  spontaneous  models  to  genetically  engineered  animals,  which 
are  providing  new  information  on  T  cell  regulation  and  response.  We  have  made 
headway  in  determining  subclinical  markers,  with  recent  data  on  TNF  microsatellites  in 
Crohn's  disease  and  MHC  regulation  of  TNF,  and  studies  of  ICAM  variation.  Of 
special  significance  are  the  advances  in  our  understanding  of  differential  susceptibility 
of  inbred  rodents  to  microbial  factors,  for  example,  Lewis  rat  susceptibility  to  bacterial 
polymers  and  normal  enteric  flora,  and  TH1  and  TH2  response  to  parasitic  infection. 

Particular  mention  should  be  made  of  recent  work  with  the  IL-2  and  IL-10 
knockout  mice,  SCID  mice,  the  C3H/HeJ  Bir  mouse,  and  the  NOD  mouse.  These 
models  are  significantly  advancing  our  knowledge  about  the  influence  of  normal 
enteric  flora  on  intestinal  inflammation. 


ULCERS 

Two  long-held  dictums,  "No  acid,  no  ulcer"  and  "Once  an  ulcer,  always  an  ulcer" 
have  been  disproved.   It  is  now  widely  accepted  that  peptic  ulcer  disease  is  a 
consequence  of  the  bacterium,  Helicobacter  pylori.   Previously,  conventional  treatment 
for  peptic  ulcer  disease  included  either  antacids,  histamine  H2  receptor  blocking 
agents,  or  proton  pump  inhibitors.   However,  ulcer  recurrence  was  always  a  major 
problem.  The  1994  Consensus  Development  Conference  on  Helicobacter  pylori, 
cosponsored  by  the  NIH  and  NIDDK,  concluded  that  H.  py/or/'-positive  ulcers  should 
be  treated  with  a  two-week  regimen  of  antimicrobial  agents  in  addition  to  antisecretory 
agents.  This  treatment  regimen  effectively  eradicates  the  organism  and  prevents  the 
recurrence  of  the  disease.   It  is  anticipated  that  this  approach  will  alter  the  natural 
history  of  peptic  ulcer  disease  as  well  as  have  major  implications  in  reducing  health 
care  expenditures  over  time. 

LIVER  DISEASES 

Gene  Therapy 

Gene  therapy:   In  its  early  stages,  liver-directed  gene  therapy  is  being  targeted  to  liver 
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metabolic  diseases  with  the  ultimate  goal  of  extending  it  to  other  liver  diseases  and  to 
replacing  the  costly  procedure  of  liver  transplantation.  Following  successful  animal 
studies,  a  human  liver  gene  therapy  approach  to  correct  familial  hypercholesterolemia 
(FH)  was  developed.  This  study  represents  a  new  and  novel  approach  to  liver  disease 
which  has  moved  from  the  laboratory  bench  to  the  bedside. 

Genes  Involved  in  Wilson's  Disease.  Hemochromatosis  and  Crigler-Najjar  Syndrome 
Liver  Diseases:   N I  DDK-supported  investigators  are  narrowing  their  search  to  identify 
and  clone  the  gene(s)  responsible  for  Wilson's  Disease  and  hemochromatosis, 
inherited  disorders  of  trace  metal  metabolism  that  can  result  in  end-stage  liver  disease. 
The  Wilson's  gene  has  been  tracked  to  specific  loci  on  chromosome  13,  and  a 
candidate  gene  has  been  isolated.  The  nature  of  the  candidate  gene  is  now  being 
characterized.   It  is  a  transmembrane  cooper  binding,  ATPase  protein  probably 
responsible  for  correct  trafficking  of  copper  through  the  cell.   In  hemochromatosis, 
investigators  are  homing  in  on  their  search  for  the  exact  location  of  the  gene,  which  is 
believed  to  reside  near  the  HLA  region  on  chromosome  six.  Advances  associated 
with  Crigler-Najjar  syndromes  type  I  and  type  II  -  inherited  disorders  of  efficient 
bilirubin  excretion  ~  also  have  been  recently  reported. 

GASTROINTESTINAL  AND  NERVOUS  SYSTEM  HORMONES 

"Brain-gut  peptides"  are  hormones  produced  by  cells  along  the  gastrointestinal  tract 
that  act  on  both  the  digestive  and  the  nervous  systems.  The  may  hold  an  important 
key  to  the  intricate  interrelationships  between  the  two  systems  and  to  the  development 
of  drugs  for  specific  digestive  and  neurologic  disorders.  One  brain-gut  peptide  under 
intense  study  is  cholecystokinin  (CCK).  Working  via  two  types  of  receptors,  each 
found  on  cells  in  both  brain  and  gut,  CCK  is  involved  in  numerous  digestive  and 
neurologic  processes,  including  appetite  control  and  anxiety.   NIDDK  investigators 
have  succeeded  in  cloning  the  CCK  receptors.  Their  achievement  has  enabled  the 
production  of  sufficient  quantities  if  receptor  proteins  for  further  study  and  for  the 
screening  of  potential  drugs  to  stimulate  or  inhibit  specific  CCK  action.  The  known 
distribution  of  CCK  receptors  and  findings  from  animal  studies  suggest  an  impressive 
array  of  potential  clinical  applications  for  such  drugs,  including  the  control  of  obesity, 
gallbladder  inflammation  and  biliary  colic,  anxiety,  Parkinson's  disease,  pain  control, 
drug  addiction,  and  certain  cancers. 

NITRIC  OXIDE  AND  GASTROINTESTINAL  MOTILITY 

The  role  of  the  smooth  muscle  is  to  mix  and  propel  the  contents  of  the  gastrointestinal 
(Gl)  tract.  This  action  assists  in  the  digestion  of  food,  the  absorption  of  nutrients,  and 
the  evacuation  of  waste  produces.  Certain  mechanical  properties  of  smooth  muscle 
regulate  this  process  through  the  release  of  substances  in  the  gut  that  transmit  nerve 
impulses.  Mounting  evidence  has  now  demonstrated  that  nitric  oxide  (NO),  a  recently- 
identified  neurotransmitter,  is  an  important  mediator  of  smooth  muscle  relaxation  in  the 
Gl  tract.  Smooth  muscle  function  may  be  key  to  the  cause  of  two  of  the  most 
common  and  costly  digestive  diseases:  gastro-esophageal  reflux  disease  and  irritable 
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bowel  syndrome. 

Maior  Opportunities  in  Digestive  Diseases 
Concepts  for  new  or  expanded  program  initiatives  for  the  coming  fiscal  year  are 
presented  in  the  NIDDK's  annual  Program  Plan.  The  initiatives  developed  for  FY  1996 
would  pursue  some  of  the  most  promising  scientific  research  opportunities  in  areas 
under  the  purview  of  the  NIDDK.   Due  to  budget  limitations,  however,  the  Institute  will 
be  able  to  implement  only  a  very  few  of  these  initiatives.  Clinical  research 
opportunities  that  the  NIDDK  may  not  be  able  to  pursue  include  the  following: 

Transjugular  Intrahepatic  Portal-systemic  Shunts  (TIPS)  for  Variceal 

Bleeding: 

Treatment  and  Prevention  of  Recurrence  of  Helicobacter  py/or/-Positive 

Bleeding  Gastric  or  Duodenal  Ulcers;  and 

Hepatic  Assist  Devices  for  Fulminant  Hepatic  Failure 
To  accomplish  NIDDK's  research  mission  in  the  future  years,  it  is  also  essential  that 
well  trained  biomedical  scientists  remain  in  the  pipeline.   In  general,  NIDDK 
constituency  groups  promote  this  concept,  and  in  fact  believe  that  we  need  to 
continue  to  train  researchers  in  order  to  continue  to  exploit  the  scientific  opportunities 
currently  at  hand.  We  believe  it  is  critical  that  the  research  training  experience  is 
coupled  with  career  development  opportunities  in  order  to  expose  potentially 
independent  investigators  to  approximately  5  years  in  a  research  environment.  Our 
experience  strongly  suggests  that  length  of  exposure  in  a  research  environment 
correlates  directly  with  subsequent  pursuit  of  an  independent  research  career. 
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WITNESS 
SARA  JEAN  JACKSON,  MEDICAL  LIBRARY  ASSOCIATION 

Mr.  Porter.  Sara  Jean  Jackson,  representing  the  Medical  Li- 
brary Association.  Ms.  Jackson. 

Ms.  Jackson.  Thank  you,  Mr.  Chairman.  I  am  representing  the 
Medical  Library  Association  and  the  Association  of  Academic 
Health  Sciences  Library  Directors.  I  am  the  Director  of  the  Re- 
search Medical  Library  at  the  University  of  Texas  M.D.  Anderson 
Cancer  Center  in  Houston,  Texas.  I  am  speaking  in  support  of  the 
National  Library  of  Medicine. 

I  will  emphasize  three  activity  areas:  first,  NLM's  basic  services 
and  personnel;  second,  its  important  outreach  programs;  and,  third, 
its  activities  in  the  area  of  high  performance  computing  and  com- 
munications. 

I  will  talk  about  basic  services  in  personnel  first.  Basic  library 
services  are  still  the  foundation  for  NLM's  success  as  a  service 
agency.  For  the  first  time  in  recent  years,  NLM's  budget  is  ade- 
quate. However,  the  lack  of  available  staff  to  perform  these  services 
has  declined.  The  demand  for  library  services  for  NLM  is  increas- 
ing at  a  rate  of  15  to  20  percent  a  year.  We  urge  the  subcommittee 
to  consider  reinstituting  needed  staff  positions. 

Second,  let  me  empnasize  the  need  for  continuing  support  of 
NLM's  outreach  programs.  These  activities  are  designed  to  bring 
the  results  of  current  medical  information  to  medically  underserved 
areas.  I  will  give  one  example. 

NLM  is  supporting  several  library  projects  in  the  lower  Mis- 
sissippi Delta  area.  Currently,  18  of  these  projects  are  under  way 
in  the  Texas-Louisiana  region,  which  is  the  part  of  the  country  I 
am  most  familiar  with.  There  several  hospital  sites  were  identified 
that  lacked  access  to  basic  Medline  services,  an  important  backup 
in  training  services  that  could  be  used  to  support  the  on-line  activ- 
ity. 

The  hospitals  that  agreed  to  participate  in  this  program  agreed 
to  certain  facility  upgrades.  In  one  example,  when  the  Joint  Com- 
mission on  Accreditation  of  Health  Care  Organizations  reviewed 
the  hospital,  the  library  was  singled  out  as  an  outstanding  facility, 
and  this  was  only  six  months  from  start-up  time. 

This  subcommittee  has  funded  billions  of  dollars  for  much-needed 
research  at  the  National  Institutes  of  Health,  and  this  is  as  it 
should  be.  It  is  also  important  that  the  results  of  this  research  be 
made  accessible  throughout  the  country. 

Third,  let  me  highlight  the  leadership  role  that  the  NLM  is  play- 
ing in  the  area  of  high  performance  computing  and  communica- 
tions. Cutting  edge  technology  can  be  at  the  fingertips  of  every 
health  care  professional  over  the  Internet.  The  NLM,  the  National 
Science  Foundation  and  other  agencies  are  working  together  to  con- 
nect hospitals  and  other  biomedical  agencies  to  this  network.  The 
expertise  of  the  NLM  in  delivering  medical  information  over  the 
network  is  important  to  the  success  of  this  undertaking. 

My  recommendations  can  be  summed  up  this  way:  In  1989,  a 
landmark  NLM  Outreach  Panel  was  chaired  by  Dr.  Michael 
Debakey  from  the  Baylor  College  of  Medicine.  That  panel  rec- 
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ommended  a  doubling  of  the  NLM  budget.  This  may  not  be  fea- 
sible, but,  clearly,  the  NLM  must  receive  an  increase  that  is  ade- 
quate to  do  these  three  things,  as  I  have  noted,  and  I  will  state 
them  again:  To  maintain  basic  services  and  personnel,  to  support 
its  important  outreach  function  and  to  continue  its  leadership  in 
HPCC  activities. 

The  medical  library  organizations  that  I  represent  recommend  a 
12  percent  increase  in  NLM  funding  in  fiscal  year  1996  to  a  total 
of  $144  million. 

Mr.  Chairman,  I  thank  the  committee  for  this  opportunity  to 
present  this  information. 

Mr.  Porter.  Ms.  Jackson  thank  you  very  much  for  your  good  tes- 
timony and  for  being  with  us  this  morning.  Thank  you. 

[The  prepared  statement  of  Sara  Jean  Jackson  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Sara  Jean  Jackson, 
Director  of  the  Research  Medical  Library  at  the  University  of  Texas  M.D.  Anderson  Cancer 
Center  in  Houston.  I  am  appearing  today  on  behalf  of  the  Joint  Legislative  Task  Force  of 
the  Medical  Library  Association  (MLA)  and  the  Association  of  Academic  Health  Sciences 
Library  Directors  (AAHSLD)  to  speak  in  support  of  increased  fiscal  year  1996  funding  for 
the  National  Library  of  Medicine  (NLM),  with  particular  emphasis  on  funding  for  NLM's 
basic  services  and  personnel,  Outreach  activities,  and  High  Performance  Computing  and 
Communications  efforts. 

MLA  is  a  professional  organization  representing  approximately  5,000  individuals 
and  institutions  involved  in  the  management  and  dissemination  of  biomedical  information 
to  support  patient  care,  education  and  research.  AAHSLD  is  an  organization  of  librarians 
representing  schools  of  health  care  practitioners  of  the  next  generation.  Together,  MLA 
and  AAHSLD  address  health  information  issues  and  legislative  matters  of  importance  to 
both  organizations  and  the  NLM.  The  common  goal  of  our  organizations  is  to  ensure  that 
biomedical  information  is  made  available  to  health  sciences  libraries  and  is  accessible  to 
health  care  professionals,  scientists,  students  and  patients  throughout  the  nation. 

NLM  Basic  Services  »  Personnel 

Basic  library  services  must  still  be  the  foundation  for  NLM's  long  term  success  as 
a  service  agency.  In  FY  1995,  for  the  first  time  in  recent  years,  NLM's  budget  for  basic 
library  services  is  adequate.  However,  the  lack  of  sufficient  staff  to  perform  these  services 
is  a  major  problem.  The  demand  for  basic  NLM  services  is  increasing  at  a  rate  of  15  to 
20%  per  year.  Maintaining  the  current  standard  of  acquisitions,  indexing,  cataloging, 
database  searching,  and  lending  will  become  more  and  more  difficult,  if  not  impossible, 
for  NLM  if  staffing  levels  continue  to  decline.  We  urge  the  subcommittee  to  consider 
reinstituting  staff  positions  to  match  the  level  of  services  and  funding  for  these  services 
so  that  the  quality  of  programs  and  information  services  is  not  comprised  over  time. 

In  addition  to  the  need  to  maintain  basic  services,  NLM's  mission  has  expanded 
in  recent  years,  with  the  establishment  of  two  major  new  congressionally  mandated 
programs  -  the  National  Center  for  Biotechnology  Information  and  the  National 
Information  Center  on  Health  Services  Research  and  Health  Care  Technology. 

NLM  PROGRAM  PRIORITIES 

There  are  several  current  areas  of  emphasis  that  respond  to  today's  needs  of 
health  professionals  for  information  that  we  would  like  to  see  strengthened.  The  first  is 
the  NLM  Outreach  Program  -  the  attempt  to  see  that  all  American  health  professionals 
(including  those  in  underserved  areas)  have  access  one  way  or  another  to  NLM's 
information  services.  The  second  is  the  application  of  modern  technology  (High 
Performance  Computing  and  Communications)  to  improving  health  communications.  The 
third  is  responding  to  the  growing  need  for  HIV/AIDS-related  information. 

Outreach  Programs 

Outreach  programs  are  of  particular  interest  to  our  organizations.  These  initiatives, 
designed  to  bring  the  most  current  medical  information  to  medically  underserved  areas, 
have  proven  to  be  very  successful  in  improving  health  care.  In  an  article  published  in  the 
September,  1992  issue  of  The  jQiirngl  of  the  American  Medical  Association,  physicians 
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reported  changes  in  their  diagnosis,  choice  of  tests  and  drugs,  length  of  hospital  stay  and 
advice  given  to  the  patient  as  a  result  of  information  provided  by  medical  librarians.  In 
addition  to  these  changes,  physicians  reported  being  able  to  reduce  hospital  admissions, 
additional  tests  and  outpatient  visits,  mortality,  hospital-acquired  infection,  and  surgery. 

Through  its  outreach  program  the  NLM  is  supporting  several  library  improvement 
projects  in  the  Lower  Mississippi  Delta.  Currently,  18  of  these  projects  are  underway  in 
the  Texas-Louisiana  region.  These  18  hospital  sites  were  identified  as  ones  that  lacked 
access  to  Medline.  Through  the  NLM  program  each  site  received  a  personal  computer 
with  modem,  a  printer,  communications  and  Medline  software,  a  fax  machine,  and  some 
funding,  primarily  for  document  delivery  assistance. 

In  return  the  hospitals  agreed  to  keep  a  minimum  library  collection  on  site  and  to 
dedicate  at  least  120  square  feet  of  space  to  the  library,  and  part  of  an  employee's  time 
to  library  work.  In  one  case,  when  the  Joint  Commission  on  Accreditation  of  Healthcare 
Organizations  visited  the  hospital  in  December  '93,  the  library  was  judged  to  be 
outstanding;  and  this  was  only  six  months  from  the  start-up  date. 

Clearly,  the  library  improvement  program  is  proving  to  be  successful.  This 
subcommittee  has  funded  billions  of  dollars  for  much  needed  healthcare  research  at  the 
National  Institutes  of  Health.  It  is  also  important  that  this  information  be  made  accessible 
to  those  individuals  who  can  most  directly  utilize  it. 

High  Performance  Computing  and  Communications 

The  dissemination  of  information  and  the  NLM's  Outreach  programs  are  being 
greatly  enhanced  by  the  High  Performance  Computing  and  Communications  initiative. 
Cutting  edge  technology  can  be  at  the  fingertips  of  every  health  professional  over  the 
Internet  -  a  true  information  superhighway.  The  NLM,  the  National  Science  Foundation 
(NSF)  and  other  agencies  are  working  together  to  connect  hospitals  and  other  biomedical 
institutions  to  this  network.  The  High  Performance  Computing  and  Communications  Act 
passed  by  the  102nd  Congress  legislated  the  establishment  of  a  national  information 
highway  that  will  provide  health  care  practitioners,  and  others,  with  greater  access  to  the 
world's  medical  literature,  will  allow  for  the  high  speed  computing  necessary  for  complex 
biomedical  models,  and  will  permit  scientists  in  different  areas  of  the  country  to  work 
together  on  intricate  research  projects.  The  expertise  of  medical  librarians  and  other 
health  information  specialists,  who  are  benefitting  from  this  "connections  program",  makes 
them  uniquely  qualified  to  provide  education  and  training  to  health  care  providers, 
students  and  other  users  of  the  network. 

Mr.  Chairman  and  members  of  the  subcommittee,  the  information  revolution  is 
underway.  The  National  Library  of  Medicine,  through  its  High  Performance  Computing 
and  Communications  coordination  and  its  expertise  in  providing  medical  information  on 
the  Internet,  is  the  critical  investment  agency  for  improving  access  to  health  care 
information  in  urban  and  rural  underserved  areas  in  the  nation.  A  weak  investment  for 
FY  1996  would  constitute  a  flagrant  forfeiture  of  opportunity  to  improve  our  nation's  health 
status. 
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AIDS  Information 

In  June  1993,  NLM  and  the  Office  of  AIDS  Research  of  the  National  Institutes  of 
Health  co-sponsored  an  invitational  conference  on  HIV/AIDS  information  services  that 
examine  the  role  that  NIH  is  playing  in  providing  that  information.  One  major 
recommendation  was  that  a  serious  effort  be  made  to  promote  access  to  NLM's  AIDS- 
related  databases  by  persons  in  the  affected  community  and  the  community-based 
organizations  that  serve  them.  All  of  these  efforts  involve  medical  librarians  at  the  core 
of  project  planning  and  implementation,  as  NLM  strives  to  develop  new  strategies  to 
connect  underserved  populations  to  health  information  resources. 

All  online  charges  for  use  of  the  three  AIDS-related  databases  and  DIRUNE  were 
eliminated  in  January  1994.  During  FY  1994,  NLM  began  a  program  of  small  contracts 
to  support  access  to  electronic  information  resources  by  local  community-based 
organizations  and  public  libraries.  19  awards  have  been  made  during  this  first  year  of 
funding.  Support  was  provided  for  a  consortium  building  effort  in  Detroit  through  funding 
of  a  large  scale  demonstration  project  to  link  multi-type  libraries  (hospital,  academic  and 
public)  and  community  groups  for  HIV/AIDS  information  sharing.  A  model  demonstration 
project  in  Philadelphia  has  been  funded  to  develop  exportable  training  protocols  and  tools 
to  instruct  persons  in  the  affected  community,  plus  public  and  school  libraries,  to  access 
and  use  electronic  information  resources.  Projects  have  been  developed  by  the  Regional 
Medical  Libraries  to  address  special  needs  in  their  areas. 

Fiscal  Year  1996  Recommendation 

The  landmark  1989  NLM  Outreach  Panel  study  chaired  by  Dr.  Michael  Debakey 
recommended  a  doubling  of  the  National  Library  of  Medicine's  budget  to  take  advantage 
of  outreach  and  HPCC  opportunities.  In  these  fiscally  austere  times,  even  though  a 
doubling  of  the  NLM  budget  may  not  be  feasible,  clearly,  the  National  Library  of  Medicine 
must  receive  an  increase  that  is  adequate  to  maintain  basic  services  and  recognize  its 
continuing  leadership  in  High  Performance  Computing  and  Outreach  activities  designed 
to  bring  health  care  and  biomedical  research  information  to  information-starved  health 
professionals  in  rural  and  urban  areas.  The  MLA/AAHSLD  Legislative  Task  Force 
recommends  a  straight  faced  12%  increase  in  funding  for  NLM  to  $144,726,400  for  FY 
1996.  To  do  less  would  be  a  clear  admission  by  this  Congress  that  we,  as  a  nation,  are 
not  prepared  to  make  the  most  of  the  information  technology  that  is  at  hand. 

Thank  you  for  the  opportunity  to  present  our  views. 
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Wednesday,  January  25,  1995. 

WITNESS 
ROSALIE  LEWIS,  DYSTONIA  MEDICAL  RESEARCH  FOUNDATION 

Mr.  Porter.  The  next  witness  is  Rosalie  Lewis,  the  Dystonia 
Medical  Research  Foundation.  Ms.  Lewis. 

Ms.  Lewis.  Good  morning.  I  am  Rosalie  Lewis,  Vice  President  of 
Development  for  the  Dystonia  Medical  Research  Foundation.  It  is 
my  pleasure  to  testify  before  the  subcommittee  today  on  behalf  of 
the  Foundation  and  as  a  parent  coping  with  the  unending  chronic 
effects  of  this  disease. 

I  have  been  formally  involved  with  the  Foundation  since  1989, 
but  on  a  more  personal  level  I  have  been  dealing  with  dystonia 
since  1985,  when  the  first  of  the  three  of  our  children  with  dystonia 
was  diagnosed. 

Dystonia  is  a  neurological  disorder  characterized  by  severe  invol- 
untary muscle  contractions  and  sustained  postures  causing  func- 
tional disabilities  that  may  affect  as  many  as  250,000  people  in 
North  America  alone.  There  are  several  different  types  of  dystonia 
such  as:  idiopathic  torsion  dystonia — also  known  as  generalized 
dystonia — which  are  spasms  affecting  parts  of  the  body  and  usually 
begin  in  childhood,  progressing  through  adulthood.  My  13-  and  17- 
year-old  sons  suffer  from  this  disorder. 

Focal  dystonias  affect  one  specific  part  of  the  body  such  as  the 
eyelids,  throat,  neck,  arms,  hands  or  feet — my  21-year-old  son  has 
a  focal  dystonia  of  the  hand — and  secondary  dystonia,  which  is  the 
disorder  secondary  to  injury  or  other  brain  illness. 

The  goals  of  the  Dystonia  Medical  Research  Foundation  are 
threefold:  One,  to  advance  research  into  the  causes  of  and  treat- 
ments for  dystonia;  two,  to  build  awareness  in  the  medical  and  lay 
communities;  and,  three,  to  sponsor  patient  and  family  support 
groups  and  programs. 

To  advance  research.  Since  1977,  the  Foundation  has  awarded 
200  medical  research  grants  totaling  $12  million.  Among  the  most 
significant  results  of  this  research  was  the  discovery  in  1989  of  a 
genetic  marker  for  dystonia.  In  addition,  in  1981,  the  Foundation 
established  centers  for  dystonia  research  in  New  York,  British  Co- 
lumbia and  London. 

To  build  awareness.  Since  1976,  the  Foundation  has  conducted 
eight  medical  workshops,  now  held  biennially,  for  clinicians  and  re- 
searchers. 

Medical  videos  are  distributed  to  hospitals  and  medical  schools 
and  are  shown  throughout  the  year  at  various  professional  conven- 
tions. 

To  sponsor  patient  and  family  support  groups.  The  Foundation 
has  more  than  100  chapters,  support  groups  and  area  contacts  in 
operation.  Patient  symposiums  are  held  every  year  in  order  to  pro- 
vide the  latest  information  to  dystonia  patients  or  others  who  are 
interested  in  this  disease. 

The  National  Institutes  of  Health  and  Dystonia.  In  February, 
1993,  the  Dystonia  Foundation  cosponsored  with  the  National  In- 
stitute on  Neurological  Disorders  and  Stroke  an  international 
workshop  to  bring  together  basic  and  clinical  investigators.  The 
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purpose  of  the  workshop  was  to  identify  research  progress,  future 
priorities  and  technological  advances. 

The  meeting  summary  states  that — and  I  quote — research  on  the 
dystonias  is  clearly  poised  for  potential  breakthroughs  at  this 
point. 

As  you  probably  are  aware,  it  can  be  extremely  difficult  for  young 
scientists  to  break  into  the  NIH  grant  system.  The  Foundation  be- 
lieves that  NINDS  needs  to  focus  even  more  on  extramural 
dystonia  research  and  would  like  to  encourage  creative,  collabo- 
rative efforts,  sharing  with  the  NIH  the  cost  of  fund  research 
grants  and  medical  symposiums. 

The  Dystonia  Medical  Research  Foundation  recommends  that  the 
National  Institutes  of  Health  be  funded  for  fiscal  year  1996  at 
$12.6  billion,  the  National  Institute  on  Neurological  Disorders  and 
Stroke  at  $703.6  million,  and  the  National  Institute  on  Deafness 
and  Communication  Disorders  at  $186.9  million.  This  represents  a 
12  percent  increase  of  each. 

Because  dystonia  affects  Americans  six  times  more  than  most 
other  better-known  disorders  such  as  Huntington's,  Muscular  Dys- 
trophy and  ALS,  we  ask  that  NINDS  fund  dystonia-specific  extra- 
mural research  at  the  same  level  it  supports  research  in  those 
other  neurological  areas. 

With  the  proper  dedication  of  resources,  we  believe  that  more 
treatments  and  a  cure  can  be  developed  that  will  help  my  three 
boys  and  thousands  of  others.  Again,  we  would  like  to  emphasize 
that  we  are  clearly  at  a  point  of  understanding  the  genetic  cause 
of  this  disorder.  We  believe  with  increased  NIH  funding  of  research 
by  NINDS  and  with  the  Foundation  grants  we  will  soon  celebrate 
together  the  discoveries. 

Thank  you  for  the  opportunity  to  present  testimony  to  the  sub- 
committee on  behalf  of  the  Dystonia  Medical  Research  Foundation. 

Mr.  Porter.  Ms.  Lewis,  thank  you  for  your  testimony.  We  hope 
your  last  statement  is  exactly  right  and  very  soon. 

Ms.  Lewis.  I  hope  so,  too.  Thank  you. 

Mr.  Porter.  Thank  you  for  being  with  us. 

[The  prepared  statement  of  Rosalie  Lewis  follows:] 
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I  am  Rosalie  Lewis,  Vice  President/ Development  of  the  Dystonia 
Medical  Research  Foundation.  It  is  my  pleasure  to  testify  before 
the  Subcommittee  today  on  behalf  of  the  Foundation. 

I  have  been  formally  involved  with  the  Foundation  since  1989,  but 
on  a  more  personal  level  I  have  been  dealing  with  dystonia  since 
1985  when  the  first  of  the  three  of  our  children  with  dystonia  was 
diagnosed. 

Dystonia  is  a  neurological  disorder  characterized  by  severe 
involuntary  muscle  contractions  and  sustained  postures  causing 
mobility  problems  that  may  affect  as  many  as  250,000  people  in 
North  America  alone.  There  are  several  different  types  of  dystonia 
such  as:  idiopathic  torsion  dystonia  (generalized  dystonia)  which 
are  spasms  afflicting  many  parts  of  the  body  and  usually  begin  in 
childhood;  focal  dystonias  affecting  one  specific  part  of  the  body 
such  as  the  eyelids,  throat,  neck,  arms,  hands  or  feet;  and 
secondary  dystonia  which  is  secondary  to  injury  or  other  brain 
illness. 

There  is  no  definitive  test  for  dystonia  and  many  doctors  have 
never  seen  a  case  of  it.  As  a  result,  it  is  often  difficult  to 
find  a  doctor  with  sufficient  knowledge  and  experience  to  make  a 
correct  diagnosis.  It  is  estimated  that  90%  of  those  suffering 
from  dystonia  are  not  diagnosed  or  have  been  mis-diagnosed. 

In  primary,  uncomplicated  dystonia,  there  is  no  alteration  of 
consciousness,  sensation,  or  intellectual  function.  Treatment  for 
dystonia  is  limited  but  is  often  successful  with  drug  therapy, 
botulinum  toxin  injections  and  several  types  of  surgery. 

The  goals  of  the  Dystonia  Medical  Research  Foundation  are  to 
advance  research  into  the  causes  of  and  treatments  for  dystonia;  to 
build  awareness  of  dystonia  in  the  medical  and  the  lay  communities; 
and  to  sponsor  patient  and  family  support  groups  and  programs. 

TO  ADVANCE  RESEARCH  - 

Since  1977  the  Foundation  has  awarded  over  200  medical  research 
grants  totaling  $12  million  dollars.  Among  the  most  significant 
results  of  this  research  was  the  discovery  in  1989  of  a  genetic 
marker  for  dystonia.  In  addition,  several  treatments  have  been 
developed  including  the  use  of  Botulinum  Toxin,  Baclofen,  and 
Artane . 

In  1981  the  Foundation  established  three  centers  for  dystonia 
research:  1.  The  Dystonia  Clinical  Research  Center  at  Columbia 
Presbyterian  Hospital  in  New  York;  2.  The  Movement  Disorder  Clinic 
at  the  University  of  British  Columbia;  3.  the  center  at  the 
National  Hospital  London,  England  (funded  until  1991) . 
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TO  BUILD  AWARENESS  - 

Since  1976  the  Foundation  has  conducted  eight  medical  workshops, 
now  held  biennially,  for  clinicians  and  researchers  during  which 
all  known  medical  and  research  data  on  dystonia  is  presented, 
discussed,  and  then  published  in  neurological  journals  and  texts. 

The  dystonia  research  centers  mentioned  above  are  designed  as 
teaching  centers  as  well  as  research  and  treatment  institutions. 

Medical  videos  are  distributed  to  hospitals  and  medical  schools  and 
are  shown  throughout  the  year  at  various  professional  conventions. 
In  addition,  media  awareness  is  conducted  throughout  the  year  but 
most  especially  during  Dystonia  Awareness  Week  observed  each 
September. 

TO  SPONSOR  PATIENT  AND  FAMILY  SUPPORT  GROUPS  - 

The  Foundation  has  more  than  100  chapters,  support  groups  and  area 
contacts  in  operation  as  well  as  five  Board-reporting  Chairpersons 
and  eight  regional  coordinators  representing  awareness,  children's 
advocacy,  extension,  medical  education  and  symposium. 

Patient  symposiums  are  held  every  year  in  order  to  provide  the 
latest  information  to  dystonia  patients  or  others  who  are 
interested  in  the  disease.  The  last  symposium  in  March  of  1994  was 
an  enormous  success,  attended  by  over  300  people.  It  was  also  the 
first  time  that  a  symposium  conducted  a  program  for  children. 
Approximately  one  third  of  those  suffering  from  dystonia  are 
children.  As  a  result  we  are  now  starting  a  children's  network  and 
newsletter.  In  addition  it  was  a  unigue  opportunity  for  dystonia 
patients  to  meet  in  small  groups  with  the  leading  experts  in  the 
dystonia  field.  This  year,  1995,  we  are  beginning  regional 
symposiums  to  attract,  educate  and  inform  more  persons  about 
dystonia . 

THE  NATIONAL  INSTITUTES  OF  HEALTH  AND  DYSTONIA 

In  February  1993  the  Dystonia  Foundation  co-sponsored  with  the 
National  Institute  on  Neurological  Disorders  and  Stroke  an 
international  workshop  to  bring  together  basic  and  clinical 
investigators.  The  purpose  of  the  workshop  was  to  identify 
research  progress,  future  research  priorities  and  technological 
advances.  Some  conclusions  reached  as  a  result  of  the  workshop 
according  to  the  workshop  summary  were  that  "a  greater  interaction 
is  needed  among  researchers  from  different  scientific  disciplines; 
carefully  collected  epidemiological  information  on  the  dystonia 
subtypes  would  provide  a  greater  recognition  not  only  of  the 
prevalence  of  the  dystonias  but  may  promote  an  understanding  of  the 
environmental  factors  that  result  in  clinical  expression;  and  that 
it  should  be  possible  in  the  near  future  to  further  refine  the 
classification  of  dystonias  based  on  genetic  patterns  and  clinical 
patterns  correlated  with  age  of  onset  and  anatomical  sites  of 
involvement."   The  meeting  summary  also  states  that  "research  on 
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the  dystonias  is  clearly  poised  for  potential  breakthroughs  at  this 
time." 

A  strong  alliance  within  the  neuroscience  research  community  and 
the  Affiliated  National  Dystonia  Associations  to  continue  and 
promote  the  needed  referrals  for  the  clinical,  genetic  and 
postmortem  brain  collections  and  bridge  the  clinical  and  basic 
science  efforts  is  important  for  the  success  of  these  research 
endeavors.  The  NINDS  encourages  these  ongoing  research  efforts 
towards  the  elucidation,  treatment  and  eventual  prevention  of  the 
various  subtypes  within  the  clinical  spectrum  of  dystonia." 

As  you  probably  are  aware,  it  can  be  extremely  difficult  for  young 
scientists  to  break  into  the  NIH  grant  system,  especially  with 
recent  NIH  budgets  only  allowing  for  the  funding  of  approximately 
20%  of  applications.  The  Dystonia  Foundation  believes  that  NINDS 
needs  to  focus  even  more  on  extramural  dystonia  research  and  would 
like  to  encourage  creative  collaborative  efforts,  sharing  with  the 
NIH  the  costs  to  fund  research  grants  and  medical  symposiums. 

The  Dystonia  Medical  Research  Foundation  recommends  that  the 
National  Institutes  of  Health  be  funded  for  FY96  at 
$12,694,000,000,  the  National  Institute  on  Neurological  Disorders 
and  Stroke  at  $703,697,000,  and  the  National  Institute  on  Deafness 
and  other  Communication  Disorders  at  $186,912,000.  This  represents 
a  12%  increase  for  each.  Because  dystonia  affects  Americans  six 
times  more  than  most  other  better  known  disorders  such  as 
Huntington's,  Muscular  Dystrophy,  and  ALS,  we  ask  that  NINDS  fund 
dystonia-specif ic  extramural  research  at  the  same  level  it  supports 
research  in  those  other  neurological  diseases. 

With  the  proper  dedication  of  resources,  we  believe  that  more 
treatments  and  a  cure  can  be  developed  that  will  help  my  three  boys 
and  thousands  of  others.  Again,  we  would  like  to  emphasize  that  we 
are  clearly  at  a  point  of  understanding  the  genetic  causes  of  this 
disorder.  He  believe  with  increased  NIH  funding  of  research  by 
NINDS  and  with  the  Foundation  grants,  we  will  celebrate  together 
the  discoveries. 

Thank  you  for  the  opportunity  to  present  testimony  to  the 
Subcommittee  on  behalf  of  the  Dystonia  Medical  Research  Foundation. 
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WITNESS 

linda  l.  Mcdonald,  r,n.,  association  for  professionals  in  in- 
fection CONTROL  AND  EPD3EMIOLOGY 

Mr.  Porter.  Linda  L.  McDonald,  R.N.,  representing  the  Associa- 
tion for  Professionals  in  Infection  Control  and  Epidemiology.  Ms 
McDonald. 

Ms.  McDonald.  Thank  you,  Mr.  Chairman. 

The  Association  for  Professionals  in  Infection  Control  and  Epide- 
miology submits  testimony  for  consideration  on  the  subject  of  budg- 
et appropriations  for  fiscal  year  1996.  APIC  is  an  international  pro- 
fessional organization  of  over  10,000  nurse,  physician  and  micro- 
biologist members  who  have  primary  responsibility  for  minimiza- 
tion of  the  risks  of  infections  and  other  untoward  events  associated 
with  health  care  delivery.  APIC  and  its  members  maintain  mul- 
tiple advocacies  by  addressing  these  risks  in  health  care  worker 
and  consumer  populations.  These  advocacies  are  actualized  by  re- 
search related  to  improved  methods  of  health  care.  As  part  of  its 
mission,  APIC  seeks  to  sensitize  and  inform  decision-makers  re- 
sponsible for  health  policy  to  the  relevant  issues  in  these  efforts. 

Clearly,  in  the  current  health  care  environment,  as  the  Nation 
faces  numerous  threats  to  the  health  of  its  public,  the  notion  of  bor- 
ders between  countries,  States,  communities  and  even  institutions 
becomes  irrelevant.  International  travel  and  commerce  can  trans- 
port a  public  health  menace  from  one  corner  of  the  world  to  an- 
other in  a  matter  of  hours.  No  longer  can  we  feel  safe  and  compla- 
cent, thinking  that  the  threat  of  life-threatening  disease,  such  as 
pneumonic  bubonic  plague,  is  contained  in  India.  Infectious  dis- 
eases remain  the  leading  cause  of  death  worldwide  and  are  among 
the  most  important  causes  of  death  in  the  United  States. 

Changes  in  society,  technology  and  the  environment,  together 
with  diminished  effectiveness  of  certain  approaches  to  disease  con- 
trol, have  propelled  our  Nation  and  the  rest  of  the  world  into  a  new 
era.  The  spectrum  of  infectious  diseases  is  expanding  as  many  in- 
fectious diseases,  once  thought  controlled,  are  increasing  in  inci- 
dence. Never  before  has  the  public  health  information  system  and 
the  infrastructure  necessary  to  meet  these  potentially  catastrophic 
challenges  been  more  critical. 

Three  recent  reports  from  the  National  Academy  of  Science's  In- 
stitute of  Medicine  indicate  the  ability  of  the  U.S.  public  health 
system  to  meet  these  challenges  is  in  jeopardy.  Together,  these  re- 
ports document  three  things: 

First,  the  lack  of  readiness  to  recognize,  treat  or  control  the  ex- 
traordinarily serious  microbial  diseases  that  emanate  from  the 
tropics;. 

Second,  the  costly,  crisis-driven,  reactive  nature  of  the  public 
health  community  today  as  opposed  to  a  more  cost-effective 
proactive  prevention-driven  system. 

And,  third,  the  crucial  need  to  increase  vigilance  and  enhance  re- 
sponse capabilities  through  collaboration  among  agencies,  including 
NIH,  FDA,  Department  of  Defense  and  other  State  and  Federal 
agencies  and  to  establish  the  leadership  role  of  the  Centers  for  Dis- 
ease Control  and  Prevention  in  a  national  and  global  effort  to  mon- 
itor, prevent  and  control  these  emerging  infectious  diseases. 
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Costs  attributable  to  infectious  diseases  exceed  $120  billion  an- 
nually in  the  U.S.  Direct  medical  costs  due  to  infections  acquired 
in  hospitals  alone  were  $4.5  billion  in  1992.  Controlling  or  prevent- 
ing these  events  is  complicated  by  the  diminished  effectiveness  of 
antimicrobial  agents  to  treat  hospital-acquired  infections  that  cause 
or  contribute  to  over  77,000  deaths  each  year.  This  number  will 
surely  increase  if  our  ability  to  treat  these  infections  continues  to 
decline. 

The  Centers  for  Disease  Control  and  Prevention  has  published  a 
national  plan  for  addressing  these  infectious  diseases,  stressing  the 
need  to  strengthen  surveillance,  applied  research  and  prevention 
and  control  programs  in  States  and  local  communities,  as  well  as 
strengthening  the  infrastructure  of  the  laboratories  at  CDC.  The 
price  of  full  implementation  of  this  plan  is  estimated  to  be  $125 
million.  The  Association  urges  the  committee  to  fund  this  program 
as  requested  by  the  agency. 

We  are  aware  of  initiatives  from  the  administration  and  certain 
legislators  to  combine  the  Public  Health  Service's  project  grant  pro- 
grams for  tuberculosis,  sexually  transmitted  diseases  and  HIV,  and 
several  others,  into  a  single  block  grant  to  the  States.  The  Associa- 
tion would  like  to  express  its  concern  on  this  issue,  based  on  the 
history  of  similar  attempts  to  decentralize  national  public  health 
programs  such  as  tuberculosis.  Previous  attempts  to  do  this  have 
resulted  in  what  has  been  estimated  as  63,000  excess  cases  of  tu- 
berculosis. The  Association  urges  the  committee  to  support  a  cen- 
tralized tuberculosis  control  program  over  decentralized  fragmenta- 
tion of  this  national  problem. 

Recent  Bureau  of  Labor  Statistics  indicates  U.S.  workers  saw  a 
decline  in  occupational  illnesses  and  injury  in  1992.  This  decline 
was  reflected  in  hospitals,  health  services,  nursing  and  personal 
care  facilities.  These  data  indicate  that  the  combined  effect  of  ap- 
plied research,  technological  advances  in  devices  used  by  health 
care  workers,  industry  awareness,  regulatory  initiatives  and  health 
care  worker  education  has  made  a  difference. 

APIC  urges  the  committee  to  consider  the  fundamental  science 
behind  existing  health  care  regulations  as  well  as  those  initiatives 
in  the  regulatory  pipeline.  Dollars  spent  unscientifically,  however 
altruistically,  will  not  be  available  to  fund  other  initiatives.  The  de- 
ciding factor  on  these  issues  must  be  science.  When  sound  scientific 
data  are  insufficient,  regulatory  initiatives  must  be  curbed  by  prac- 
ticality. Given  the  high  cost  of  implementing  many  of  these  meas- 
ures, there  is  an  urgent  need  to  evaluate  their  efficacy,  feasibility 
and  cost-effectiveness  in  various  health  settings. 

The  Association  strongly  believes  the  best  way  to  prepare  for  the 
future  is  by  developing  and  implementing  preventive  strategies  to 
meet  the  challenge  offered  by  emerging  and  reemerging  pathogens. 
The  Association  further  believes  that  it  is  infinitely  lest  costly  and 
clearly  more  cost-effective  to  address  emerging  diseases  at  early 
stages  to  prevent  its  spread  than  to  rely  on  treatment  to  control 
the  disease.  We,  therefore,  encourage  the  committee  to  invest  in 
the  protection  of  the  health  of  the  Nation's  public  by  fully  funding 
the  CDC  plan  to  address  emerging  infectious  disease. 

Competing  priorities  challenge  the  House  Appropriations  Com- 
mittee in  its  deliberations  over  the  1996  budget  appropriations,  es- 


204 

pecially  in  the  area  of  health  care.  APIC  thanks  the  Members  of 
the  committee  for  considering  these  comments  and  stands  ready  to 
provide  additional  supporting  information  or  testimony  as  may  be 
appropriate.  Thank  you  very  much. 

Mr.  Porter.  Ms.  McDonald,  thank  you  for  your  testimony. 

The  Chair  would  ask  that  our  witnesses  be  very  sensitive  to  the 
time  limit  and  to  do  everything  possible  to  stay  within  it. 

[The  prepared  statement  of  Linda  L.  McDonald,  R.N.,  follows:] 
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House  Appropriations  Committee 
Labor,  Health  and  Human  Services,  and  Education  Subcommittee 


The  Association  for  Professionals  in  Infection  Control  and  Epidemiology,  Inc.  (APIC) 
submits  testimony  for  consideration  on  the  subject  of  budget  appropriations  for  FY  1996.  APIC 
is  an  international  professional  organization  of  over  10,000  nurse,  physician  and  microbiologist 
members  who  have  primary  responsibility  for  minimization  of  the  risk  of  infections  and  other 
untoward  events  associated  with  health  care  delivery.  APIC  and  its  members  maintain  multiple 
advocacies  by  addressing  these  risks  in  health  care  worker  and  consumer  populations.  These 
advocacies  are  actualized  through  education,  intervention  and  research  related  to  improved 
methods  of  health  care.  As  part  of  its  mission,  APIC  seeks  to  sensitize  and  inform  decision 
makers  responsible  for  health  policy  to  the  relevant  issues  in  these  efforts. 

Priorities 

Clearly,  in  the  current  health  care  environment,  as  the  nation  faces  numerous  threats  to 
the  health  of  its  public,  the  notion  of  borders  between  countries,  states,  communities  and  even 
institutions  becomes  irrelevant.  International  travel  and  commerce  can  transport  a  public  health 
menace  from  one  corner  of  the  world  to  another  in  a  matter  of  hours.  No  longer  can  we  feel 
safe  and  complacent  in  Peoria  thinking  that  the  threat  of  life-threatening  disease,  such  as 
pneumonic  bubonic  plague,  is  contained  in  a  far  off  country  like  India.  Infectious  diseases 
remain  the  leading  cause  of  death  worldwide  and  are  among  the  most  important  causes  of  death 
in  the  United  States.  Changes  in  society,  technology  and  the  environment  together  with  the 
diminished  effectiveness  of  certain  approaches  to  disease  control  have  propelled  our  nation  and 
the  rest  of  the  world  into  a  new  era.  The  spectrum  of  infectious  diseases  is  expanding  as  many 
infectious  diseases  once  thought  controlled  are  increasing  in  incidence.  Never  before  has  the 
public  health  information  system  and  infrastructure  necessary  to  meet  these  potentially 
catastrophic  challenges  been  more  critical. 

Three  recent  reports  from  the  National  Academy  of  Science's  Institute  of  Medicine  (IOM) 
indicate  that  ability  of  the  U.S.  public  health  system  to  meet  these  challenges  is  in  jeopardy. 
Together  these  reports  document: 

1)  Lack  of  readiness  to  recognize,  treat  or  control  the  extraordinarily  serious 
microbial  disease  threats  emanating  from  the  tropics  [Lassa  Fever,  Ebola,  Cholera,  drug-resistant 
malaria] 

2)  The  costly,  crisis-driven,  reactive  nature  of  the  public  health  community  today 
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as  opposed  to  a  more  cost-effective  proactive  prevention-driven  system. 

3)  The  crucial  need  to  increase  vigilance  and  enhance  response  capability  through 
collaboration  among  agencies  including  the  National  Institutes  of  Health,  the  Food  and  Drug 
Administration,  Department  of  Defense  and  other  state  and  federal  agencies  and  to  establish  a 
leadership  role  by  the  Centers  for  Disease  Control  and  Prevention  (CDC)  in  a  national  and 
global  effort  to  monitor,  prevent  and  control  these  emerging  infectious  diseases. 

As  deliberations  continue  on  the  reformation  of  health  care  with  the  evaluation  of  value 
received  for  health  care  dollars  spent,  we  must  be  cognizant  of  the  proportion  of  this  resource 
spent  on  infectious  diseases.  Costs  attributable  to  infectious  diseases  exceed  $120  billion 
annually  in  the  U.S.  Direct  medical  costs  due  to  infections  acquired  in  hospitals  alone  was  $4.5 
billion  in  1992.  Controlling  or  preventing  these  events  is  complicated  by  the  diminished 
effectiveness  of  antimicrobial  agents  to  treat  hospital-acquired  infections  that  cause  or 
importantly  contribute  to  over  77,000  deaths  each  year.  This  number  will  surely  increase  if  our 
ability  to  treat  these  infections  continues  to  decline. 

Many  infectious  diseases  (meningitis,  pneumonia,  ear  infections,  diarrhea-related  illnesses 
and  others)  are  becoming  resistant  to  drugs  used  to  treat  them.  Annual  costs  due  to  drug- 
resistance  are  estimated  to  be  $4.0  billion  and  escalating. 

Infectious  diseases  reemerge  when  prevention  and  control  strategies  fail  and  the  public 
health  infrastructure  is  incapable  of  adequately  meeting  the  challenge.  Recent  familiar  examples 
of  this  include  outbreaks  of  multi-drug  resistant  tuberculosis,  the  spread  of  rabies,  plague,  and 
contaminated  food  and  water  supplies  that  placed  entire  communities  at  risk. 

The  Association  applaudes  the  Committee's  support  for  infectious  disease  control  in  the 
FY  1995  budget;  fully  $8  million  dollars  above  the  FY  94  level  and  $9  million  above  the 
Administration's  request.  In  addition,  the  Association  notes  the  funding  level  for  tuberculosis 
and  AIDS  provided  by  the  Committee,  approximately  $1.6  million  and  $73  million  above  the 
request,  respectively.  We  encourage  the  Committee  to  continue  this  level  of  support  for  these 
items  in  the  FY  1996  budget.  In  particular,  based  on  the  IOM  reports  and  the  recommendations 
of  multiple  expert  panels  and  professionals,  the  Centers  for  Disease  Control  and  Prevention 
published  a  national  plan  for  addressing  infectious  diseases  stressing  the  need  to  strengthen 
surveillance,  applied  research,  and  prevention  and  control  programs  of  states,  local  communities 
as  well  as  strengthen  the  infrastructure  of  the  laboratories  in  CDC.  The  price  of  full 
implementation  of  this  plan  has  been  estimated  to  be  $125  million.  The  Association  urges  the 
Committee  to  fund  this  program  as  requested  by  the  Agency. 

We  are  aware  of  initiatives  from  the  Administration  and  certain  legislators  to  combine 
the  Public  Health  Service's  project  grant  programs  for  tuberculosis,  sexually  transmitted  diseases 
and  HIV  and  several  others  into  a  single  block  grant  to  the  states.   The  Association  would  like 
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to  express  concern  on  this  issue  based  on  the  history  of  similar  attempts  to  decentralize  national 
public  health  programs.  Thirty  years  ago,  after  decades  of  limited  program  activity,  legislation 
was  approved  for  project  grants  in  1961.  At  the  height  of  the  program  in  1969,  new  cases  of 
tuberculosis  were  reduced  by  8.2% .  The  program  was  phased  out  with  no  monies  available  after 
1972.  By  1970,  the  impact  of  the  phase  out  was  illustrated  by  the  case  rate  reduction  slowed 
to  5.1%.  Throughout  the  1970's,  advocates  called  for  a  return  to  the  centralized  federal 
program  but  the  momentum  was  lost  and  there  was  little  sucess....the  case  rate  reduction 
dropped  to  3.2%  by  1982.  By  the  end  of  1984  there  was  an  increase  in  the  number  of  actual 
cases  of  tuberculosis.  This  phenomenon  has  been  referred  to  as  the  "U  Shaped  Curve  of 
Concern"  meaning  that  when  the  incidence  of  the  disease  decreases  resources  are  withdrawn  and 
the  disease  resurges  in  proportion  to  diminished  resources. 

It  is  estimated  that  the  decentralization  of  tuberculosis  management  programs  led  to 
63,000  excess  cases.  Tuberculosis  costs  this  nation  $693  million  in  direct  health  care 
expenditures  and  $305  million  in  indirect  costs,  annually.  Experts  have  identified  a  target  case 
rate  of  3.5  per  100,000  population  as  part  of  the  Year  2000,  Strategic  Plan  for  the  Elimination 
of  Tuberculosis  in  the  U.S.  Unfortunately,  the  current  case  rate  is  10.4  per  100,000.  The 
Association  urges  the  Committee  to  support  centralized  tuberculosis  control  over  decentralized 
fragmentation  of  this  national  problem. 

Public  policy  discussions  and  scientific  efforts  sometimes  focus  on  vaccine  and  drug 
development  to  the  exclusion  of  education  and  behavioral  changes  as  a  means  of  preventing  the 
spread  of  disease.  This  narrow  focus  is  unfortunate  because  it  is  frequently  only  by  changing 
patterns  of  human  activity-travel,  hygiene,  food  handling,  sexual  behavior  and  drug  use-that 
the  spread  of  disease  can  be  stopped.  The  public  must  be  made  aware  of  the  potential  benefits 
of  behavioral  change  in  the  prevention  or  limitation  of  disease  transmission.  The  Association 
encourages  the  Appropriations  Committee  to  fund  National  Institutes  of  Health  (NIH)  programs 
designed  to  educate  the  public  to  enhance  the  health-promoting  behavior  of  diverse  target  groups. 
In  particular  the  Association  urges  the  Committee  to  support  the  projected  4.2%  increase  in  FY 
96  over  the  "FY  95  House  Level  Budget"  including  the  $70  million  increase  in  the  AIDS  budget 
of  the  NIH  as  it  "reflects  a  reded ication  to  basic  biomedical  and  behavioral  research  on  HTV 
infection".  The  Association  also  requests  favorable  consideration  for  the  $10  million  area  of 
emphasis  in  the  projected  NIH  budget  dealing  with  emerging  infections  as  well  as  the  $1  million 
focused  on  tuberculosis. 

Recent  Bureau  of  Labor  Statistics  (Dec.  21,  1994)  indicate  that  U.S.  workers  saw  a 
decline  in  job-related  illnesses  and  injuries  to  8.5  cases/ 100  full  time  workers  from  8.9  cases  per 
100  workers  in  1992.  Health  services  reported  an  occupational  injury  rate  of  9. 1  cases  per  100 
workers;  hospitals  reported  1 1.8  cases  per  100  down  from  12.0  cases  per  100  workers  in  1992; 
and  nursing  and  personal  care  facilities  reported  17.3  per  100  compared  to  18.6  per  100  cases 
in  1992.  These  data  indicate  that  the  combined  effect  of  applied  research,  technological 
advances  in  devices  used  by  health  care  workers,  industry  awareness,  regulatory  initiatives  and 
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health  care  worker  education  has  made  a  difference.  It  is  currently  impossible  to  assign  or 
attribute  a  proportionate  effect  to  any  one  of  these  influences  although  such  methodology  will 
be  essential  in  designing  cost-effective  strategies  to  address  continuing  and  emerging  hazards 
associated  with  health  care  delivery.  To  that  end,  the  Association  urges  the  Committee  to 
adequately  fund  CDC,  NIH,  and  NIOSH  initiatives  designed  to  research  and  minimize  these 
hazards. 

In  addition,  the  Association  draws  the  Committee's  attention  to  the  work  of  those  APIC 
members  employed  as  Employee  Health  Nurses.  These  professionals,  armed  with  essential 
training  in  epidemiology  and  data  management,  are  integral  to  the  provision  of  safe  working 
environments  for  health  care  workers.  Employee  Health  Nurses  provide  hospital  or  facility- 
based  occupational  health,  monitor  occupational  disease  and  injury,  as  well  as  provide  essential 
input  into  the  prevention  of  these  events.  Without  appropriate  epidemiologic  data  to  define  and 
stratify  risk,  identify  and  evaluate  the  efficacy  of  preventive  methods,  precious  health  care 
dollars  are  potentially  wasted.  APIC  urges  the  Committee  to  consider  the  fundamental  science 
behind  existing  regulations  as  well  as  those  initiatives  in  the  regulatory  pipeline.  Dollars  spent 
unscientifically  however  altruistically  will  not  be  available  to  fund  other  initiatives.  The  deciding 
factor  on  these  issues  must  be  science.  When  sound  scientific  data  are  insufficient,  regulatory 
initiatives  must  be  curbed  by  practicality. 

Case  in  point  are  the  regulatory  initiatives  to  prevent  health  care  worker  exposure  to 
tuberculosis.  Over  the  past  decade,  the  resurgence  of  tuberculosis  and  the  emergence  of  multi- 
drug resistant  strains,  reported  in  40  states  and  responsible  for  outbreaks  in  at  least  12  hospitals, 
have  significantly  changed  our  perception  of  this  disease.  In  a  comprehensive  review  of 
tuberculosis  in  health  care  workers,  Menzies,  et.  al.  (New  England  Journal  of  Medicine.  January 
12,  1995,  pp  92-98)  point  out  the  geographic  and  institutional  variation  in  risk  of  infection  over 
the  past  twenty  years.  In  addition,  they  point  out  several  regulatory  problems  including  the 
Occupational  Safety  and  Health  Administration's  (OSHA)  requirement  to  use  high-efficiency 
particulate  respirators  (HEP A)  for  health  care  worker  respiratory  protection,  in  part  because  of 
the  absence  of  appropriate  testing  of  other  [less  costly]  respirators:  It  is  estimated  that  untested 
respirators  cost  $0.40-$0.92  each  compared  to  $7.50-$9.08  for  HEPA  respirators.  In  one 
hospital,  the  use  of  HEPA  filters  for  one  year  cost  $500,000  and  it  is  estimated  that  the  use  of 
such  masks  to  prevent  one  case  of  tuberculosis  from  occupational  exposure  would  cost  between 
$7  million  and  $18  million.  Another  requirement,  tuberculin  skin  testing  costs  less  than  $10  per 
person  but  the  prevalence  of  true  positive  tests  is  low,  and  screening  many  cost  $4,500  per 
person  eligible  for  treatment  and  $350,000  per  case  of  tuberculosis  prevented.  No  published  data 
demonstrate  the  efficacy  or  cost  effectiveness  of  HEPA  respirators,  improved  ventilation 
systems,  or  ultraviolet  lights.  Given  the  high  cost  of  implementing  many  of  these  measures, 
there  is  an  urgent  need  to  evaluate  their  efficacy,  feasibility,  and  cost  effectiveness,  as  well  as 
their  effect  on  the  risk  of  transmission  in  various  health  care  settings. 
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RECOMMENDATIONS: 

1 .  The  Association  urges  the  Committee  to  fund  prevention  strategies  aimed  at  emerging 
infectious  diseases. 

2.  The  Committee  is  encouraged  to  maintain  careful  scrutiny  of  the  scientific  and  cost- 
effective  foundations  of  regulations  directed  at  health  care. 

3.  The  Committee  is  urged  to  support  a  strong,  centralized,  adequately  funded  program 
for  effective  control  of  tuberculosis,  HIV,  STDs  and  other  infectious  disease  threats  to  the 
nation's  public  health. 

SUMMARY 

The  Association  strongly  believes  that  the  best  way  to  prepare  for  the  future  is  by 
developing  and  implementing  preventive  strategies  that  can  meet  the  challenges  offered  by 
emerging  and  reemerging  pathogens.  The  Association  further  believes  that  it  is  infinitely  less 
costly,  clearly  more  cost-effective,  to  address  an  emerging  disease  at  an  early  stage-  and  prevent 
its  spread-  than  to  rely  on  treatment  to  control  the  disease.  We  therefore  encourage  the 
Committee  to  invest  in  the  protection  of  the  health  of  the  nation's  public  by  fully  funding  the 
CDC  plan  to  address  emerging  infectious  disease.  Competing  priorities  challenge  the  House 
Appropriations  Committee  in  its  deliberations  over  the  19%  budget  appropriations,  especially 
in  the  area  of  health  care.  APIC  thanks  the  members  of  the  Committee  for  considering  these 
comments  and  stands  ready  to  provide  additional  supporting  information  or  testimony  as  may 
be  appropriate. 
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Wednesday,  January  25,  1995. 

WITNESS 
KEN  KLEIN,  NATIONAL  JOB  CORPS  COALITION 

Mr.  Porter.  Our  next  witness  is  Ken  Klein,  representing  the  Na- 
tional Job  Corps  Coalition.  Mr.  Klein. 

Mr.  Klein.  Good  morning,  Mr.  Chairman.  I  am  Ken  Klein.  I  am 
a  remodeler  and  home  builder  from  Tulsa,  Oklahoma.  You  might 
expect  I  would  be  here  to  talk  about  impact  fees  or  increasing  lum- 
ber prices  or  issues  that  would  relate  to  retaining  homeownership 
as  the  American  dream  for  today's  families. 

Actually,  I  am  here  today  to  discuss  preserving  the  American 
dream  for  jobs  for  our  country's  disadvantaged  youth.  I  am  here 
today  to  urge  the  committee  to  continue  its  long-standing  belief  in, 
and  support  of,  the  Job  Corps. 

As  a  small  businessman  and  a  taxpayer,  I  know  of  no  other  pro- 
gram that  helps  so  many  disadvantaged  young  people  become  self- 
sufficient  by  providing  them  a  safe  place  to  learn.  It  is  a  place 
away  from  urban  street  violence,  it  is  a  place  away  from  real  pov- 
erty, and  it  is  a  place  away  from  the  sometimes  overwhelming  neg- 
ative influences  in  their  lives.  For  24  hours  a  day,  365  days  a  year, 
Job  Corps  students  get  a  good  education.  They  obtain  job  training 
skills,  social  skills  training,  and  develop  lifelong  habits  that  help 
them  get  jobs  and  retain  jobs. 

As  a  builder,  I  am  really  bottom-line  oriented,  and  in  today's 
competitive  world  we  are  all  forced  to  be  that  way.  When  I  focus 
on  the  bottom  line  of  Job  Corps  I  come  away  with  the  feeling  that 
it  works. 

Consider  these  facts  about  Job  Corps  students:  They  come  from 
families  with  less  than  $7,000  a  year  in  income.  Over  40  percent 
of  them  are  16-  and  17-year-olds;  80  percent  are  high  school  drop- 
outs; 70  percent  have  never  held  a  full-time  job;  43  percent  come 
from  families  that  are  on  public  assistance;  and  40  percent  read  at 
or  below  the  4th  grade  level. 

After  they  attend  the  seven-month  Job  Corps  training  program, 
on  an  average  they  jump  1.2  grades  in  reading  comprehension  and 
2.2  grades  in  mathematical  computational  skills;  52  percent  of  the 
students  eligible  for  the  GED  obtain  that  valuable  credential  while 
at  a  Job  Corps  center;  and  every  Job  Corps  student,  on  the  aver- 
age, when  he  graduates  will  earn  30  to  50  percent  more  than  the 
minimum  wage.  Most  importantly,  70  percent  of  the  students  ei- 
ther get  a  job,  join  the  military,  or  go  on  to  higher  education. 

I  know  of  no  other  Federal  program  that  produces  this  kind  of 
measurable  result. 

There  is  another  factor  that  sometimes  is  overlooked,  and  that  is 
community  service.  As  a  part  of  their  training,  Job  Corps  students 
work  to  repair,  build  and  renovate  buildings  and  structures  in  their 
community. 

In  Oklahoma  last  year,  over  a  million  and  a  half  dollars  was 
spent  in  repairing  and  renovating  and  new  construction.  This  gave 
young  men  and  women  interested  in  starting  careers  in  our  indus- 
try real  hands-on  experience.  It  also  gave  Oklahoma  communities 
a  chance  to  see  the  positive  impact  that  Job  Corps  has.  And,  most 
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importantly,  it  gave  these  young  people  a  chance  to  experience 
pride  in  their  community. 

As  a  trustee  of  the  Home  Builders  Institute,  which  is  the  edu- 
cational arm  of  the  National  Association  of  Home  Builders,  I  am 
often  asked  why  do  home  builders  support  Job  Corps?  And  it  is 
simple.  Our  members — and  we  have  over  160,000  member  firms — 
our  members  need  trained  entry-level  craftsmen.  We  need  painters 
and  plumbers,  electricians,  masons,  apartment  maintenance  work- 
ers, as  well  as  those  skilled  in  the  building  trade.  And,  today,  these 
people  are  increasingly  in  short  supply. 

Since  our  industry  became  partners  with  Job  Corps  in  1974,  we 
have  hired  over  80,000  Job  Corps  graduates.  The  graduates  have 
gone  on  to  earn  decent  salaries,  pay  taxes,  assist  in  building  qual- 
ity homes  for  American  families  and,  in  some  cases,  even  started 
their  own  companies. 

Regrettably,  the  number  of  people  that  can  benefit  from  Job 
Corps  is  growing  at  an  alarming  rate.  There  are  6  million  dis- 
advantaged youth  currently  out  of  work,  out  of  school,  and  in  some 
cases  out  of  hope.  Of  those,  we  estimate  that  at  least  600,000  are 
eligible  for  Job  Corps.  In  Oklahoma,  we  have  over  84,000  of  these 
young  people. 

With  the  Job  Corps  track  record  of  success,  it  is  my  earnest  why 
request  that  this  committee  continue  to  embrace,  support  and  advo- 
cate the  Job  Corps  50-50  plan.  This  is  a  phased-in,  long-term  plan 
that  will  strengthen  existing  Job  Corps  programs  and  will  begin  to 
serve  50  percent  more  economically  disadvantaged  youths  by  incre- 
mentally building  50  new  centers  over  the  decade. 

It  is  an  investment  in  the  future,  Mr.  Chairman,  and  I  submit 
that  we  can  either  help  our  youth  now  or  we  will  surely  pay  for 
them  later. 

In  closing,  I  give  you  one  analogy.  In  my  company  in  Tulsa  we 
will  build  and  remodel  75  to  100  houses  this  year.  The  foundation 
those  houses  sit  on  is  very  important.  Our  country  needs  just  as 
sound  a  foundation  for  our  youth — for  those  disadvantaged  as  well 
as  those  advantaged.  I  believe  Job  Corps  is  that  foundation.  And 
thank  you  for  your  consideration  this  morning. 

Mr.  Porter.  Mr.  Klein,  thank  you  for  coming  all  the  way  from 
Tulsa  with  your  very,  very  good  message.  We  appreciate  your  testi- 
mony. 

Mr.  Klein.  Thank  you. 

[The  prepared  statement  of  Ken  Klein  follows:] 
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STATEMENT  OF  KEN  KLEIN 
NATIONAL  JOB  CORPS  COALITION 

Good  morning,  Mr.  Chairman.  I  am  Ken  Klein,  a  home  builder  from  Tulsa,  Oklahoma. 
You  might  expect  me  to  talk  about  impact  fees,  keeping  lumber  prices  low  or  retaining 
the  home  mortgages  deduction  to  preserve  the  American  Dream  for  today's  families. 

But  the  reason  I  am  here  today  is  to  discuss  preserving  the  American  Dream  for  our 
country's  economically  disadvantaged  youth.  I  am  here  today  to  urge  the  Committee 
to  continue  its  longstanding  belief  in,  and  support  of,  the  Job  Corps. 

As  a  businessman  and  a  taxpayer,  I  know  of  no  other  program  that  helps  so  many 
disadvantaged  young  people  become  self-sufficient  by  providing  them  a  safe  place  to 
learn.  A  place  away  from  urban  street  violence...  a  place  away  from  rural  poverty...  a 
place  away  from  the  sometimes  overwhelming  negative  influences  in  their  lives.  For 
24  hours  a  day,  365  days  a  year,  students  at  Job  Corps  get  a  good  education,  critical 
job  training,  social  skills  training,  and  develop  lifelong  habits  to  help  them  get  jobs  and 
keep  jobs. 

As  a  builder,  I  spend  a  substantial  amount  of  time  examining  spreadsheets  and 
reviewing  budgets  -  always  focusing  on  the  bottom  line.  When  I  examine  Job  Corps, 
I  know  it  works.  Consider  these  well  documented  facts  about  Job  Corps  students: 

They  come  from  families  with  annual  incomes  of  less  than  $7000  a  year. 

40%  are  16-17  years  old 

80%  are  high  school  dropouts 

70%  have  never  held  a  full-time  job 

43%  are  from  families  on  public  assistance 

40%  read  at  or  below  the  4th  grade  level. 

After  Job  Corps  -  these  same  students: 

*  Jump  1 .2  grades  in  reading  comprehension  in  just  7  months 

*  Advance  2.2  grades  in  mathematical  computation  in  just  7  months. 

*  52%  of  those  students  eligible  for  their  GED  obtain  this  important 
credential. 

*  And  every  Job  Corps  student,  on  average,  will  earn  30  to  50  percent 
more  than  the  Federal  minimum  wage. 

*  Most  importantly,  70%  of  all  students  enrolled  --  including  early 
dropouts  -  get  jobs,  join  the  military,  or  go  on  to  higher  education. 

These  statistics  are  astonishing  and  compel  me  to  ask: 

What  other  Federal  job  training  program  produces  these  kinds  of  measurable  results? 
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Perhaps  there  is  another  overlooked,  yet  critically  important  fact  about  Job  Corps. 
And  that  is  community  service.    As  part  of  their  training,  Job  Corps  students  last  year 
participated  in  $42  million  dollars  worth  of  community  service  projects. 

In  Oklahoma  over  the  past  three  years  alone  --  and  this  is  a  conservative  number  -- 
students  enhanced  their  communities  through  $1,474,340  worth  of  repairs,  renovations 
and  new  construction.  This  gave  young  men  and  women  interested  in  starting  careers 
in  our  industry  real  hands-on  work  experience.   It  gave  Oklahoma  communities  a 
chance  to  see  the  positive  impact  Job  Corps  and  youth  can  make. 

As  a  trustee  of  the  Home  Builders  Institute,  the  educational  arm  of  the  National 
Association  of  Home  Builders,  which  represents  the  concerns  of  some  160,000 
building  professionals,  I  am  frequently  asked  "Why  do  the  home  builders  support  Job 
Corps?" 

It's  simple.   Builders,  and  our  subcontractors,  need  trained  entry-level  painters, 
plumbers,  electricians,  masons,  apartment  maintenance  workers  and  those  skilled  in 
the  building  trades.  Today,  these  people  are  in  short  supply. 

Since  our  industry  became  partners  with  Job  Corps  in  1974,  we  have  hired  80,000 
Job  Corps  graduates.  The  graduates  have  gone  on  to  start  their  own  companies, 
earn  decent  salaries,  pay  taxes  and  build  quality  homes  for  American  families. 

Regrettably,  the  number  of  young  people  that  could  benefit  from  Job  Corps  is  growing 
at  an  alarming  rate.   Nationally,  there  are  an  estimated  6  million  out  of  work,  out  of 
school  and  out  of  hope  young  people.  Of  those  individuals,  at  least  600,000  are 
eligible  for  Job  Corps'  comprehensive  services.    In  Oklahoma  alone,  there  are  84,000 
poor  youth  living  in  our  state. 

With  Job  Corps'  track  record  of  success,  it  is  my  request  that  this  Committee  continue 
to  embrace,  support  and  advocate  the  Job  Corps  50-50  Plan.  This  is  a  phased-in, 
long-term  plan  that  will  strengthen  existing  Job  Corps  programs  and  will  begin  to  serve 
50%  more  economically  disadvantaged  youths  by  incrementally  building  50  new 
centers  over  the  decade.   It  is  an  investment  for  the  future.   Mr.  Chairman,  we  can 
help  our  youth  now  or  we  surely  will  pay  for  them  later. 

I  want  to  close  with  this  analogy.   I  build  houses  for  a  living.   I  know  that  the  beauty  of 
a  house  is  totally  inconsequential  if  the  foundation  is  not  sound.  Our  country  needs  a 
sound  foundation  for  our  youth  -  all  our  youth.  Job  Corps  is  that  foundation,  please 
keep  it  strong  and  let  it  continue  to  be  a  structure  for  all  of  us  to  admire  and  support. 
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Wednesday,  January  25,  1995. 

WITNESS 

HENRY  A-  FERNANDEZ,  J.D.,  ASSOCIATION  OF  UNIVERSITY  PROGRAMS 
IN  HEALTH  ADMINISTRATION 

Mr.  Porter.  Henry  Fernandez,  J.D.,  Association  of  University 
Programs  in  Health  Administration.  Dr.  Fernandez. 

Dr.  Fernandez.  Good  morning,  Mr.  Chairman. 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Henry 
Fernandez,  and  I  am  the  President  and  Chief  Executive  Officer  of 
the  Association  of  University  Programs  in  Health  Administration. 
I  thank  you  for  the  opportunity  to  share  with  you  this  morning  the 
interest  and  concerns  of  health  management  educators. 

AUPHA  was  established  in  1948,  and  we  represent  nationally  all 
accredited  graduate  and  undergraduate  programs  that  educate  and 
train  both  new  practitioners  and  the  evolving  leadership  in  the 
health  care  delivery  system.  We  promote  the  latest,  cutting-edge 
practice  in  the  diverse  and  evolving  field  of  health  administration 
and  management. 

Our  membership  also  includes  200  affiliate  members  that  are 
primarily  health  care  institutions  committed  to  the 
professionalization  of  the  field.  We  also  boast  the  support  of  170 
international  programs  located  in  50  countries  who  view  our  pro- 
grams as  the  leaders  in  the  profession. 

Our  programs,  such  as  the  ones  in  Illinois  at  Northwestern  and 
the  University  of  Chicago,  at  the  University  of  Wisconsin,  certainly 
several  in  California  at  Berkeley,  at  USC,  in  Florida,  at  Miami  and 
Florida  International  in  Florida — are  all  world  class  in  the  field  of 
health  management  education. 

Graduates  of  AUPHA-member  institutions  are  found  in  all  levels 
of  the  health  care  system.  They  administer  some  of  the  Nation's 
largest  and  most  complex  and  certainly  the  most  successful  health 
care  institutions.  People  like  Gail  Warden,  the  President  and  CEO 
of  Henry  Ford,  or  Tom  Chapman,  here  at  George  Washington  Uni- 
versity, are  graduates  of  our  program. 

However,  as  important,  they  play  a  significant  role  throughout 
the  system  in  smaller  rural  and  urban  hospitals  and  clinics.  In- 
deed, our  graduates'  expertise  has  been  appreciated  throughout  the 
industry  and  in  State  and  Federal  governments  as  well. 

Despite  their  importance  to  the  health  care  delivery  system, 
health  administration  education  programs  receive  a  modest  amount 
of  support  under  Title  VII  of  the  Public  Health  Services  Act.  The 
current  appropriation  is  about  $1  million,  although  $2.5  is  author- 
ized. These  funds  are  used  to  support  36  institutions  for 
traineeships.  Although  22  institutions  were  actually  approved  for 
special  project  grants,  those  serving  underserved  communities  and 
underserved  populations,  only  13  institutions  have  received  grants 
due  to  a  shortage  of  funding. 

As  you  know,  Title  VII  shall  be  scrutinized  this  year  to  deter- 
mine whether  it  shall  be  reauthorized.  Despite  the  modest  level  of 
support,  we  recommend  it  be  reauthorized.  Indeed,  we  also  strongly 
believe  this  committee,  as  well  as  the  authorizing  committee, 
should  give  careful  consideration  to  the  future  role  of  health  man- 
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agement  educators  and  our  graduates  in  our  complex  health  care 
system. 

The  Federal  Government  spends  tens  of  billions  of  dollars  on  di- 
rect health  care  services  through  medicaid,  medicare,  CHAMPUS, 
the  Department  of  Veterans  Affairs,  the  Federal  Health  Benefits 
Programs  and  ethers.  It  is  axiomatic  that  the  effective  management 
of  the  health  care  delivery  system  will  save  individuals,  employers, 
private  insurers  and  the  States  and  Federal  governments  substan- 
tial sums. 

AUPHA  and  our  member  programs  represent  part  of  a  solid, 
practical  investment  in  a  cost-effective  health  care  system.  Despite 
some  recent  improvements,  health  care  costs  are  draining  our  econ- 
omy of  productive  investments.  Our  students  and  graduates,  an  in- 
creasing number  of  whom  come  with  substantial  clinical  experi- 
ence, are  trained  to  run  all  elements  of  the  health  care  system, 
from  hospitals  to  long-term  care  facilities  and  health  maintenance 
organizations,  rural  and  community  health  clinics  and  other  facili- 
ties. The  level  of  expertise  and  professionalism  required  to  be  effec- 
tive in  1995  is  not  found  in  health  care  providers  who  simply  move 
over  from  providing  clinical  services  to  administration.  If  effective 
management  training  is  not  considered  basic  to  the  health  care  en- 
terprise, our  economy  and  you,  as  our  government's  representa- 
tives, will  be  asked  to  pay  the  inflated  price  of  health  care. 

Strong  administration  and  management  is  especially  important 
in  our  rural  and  inner-city  areas.  Individuals  with  medical  and 
clinical  training  require  enhanced  expertise  in  managing  health  fa- 
cilities. Our  programs  are  interdisciplinary.  They  are  found  in 
schools  of  medicine,  schools  of  public  health,  schools  of  business  ad- 
ministration and  schools  of  allied  health;  and  they  address  the 
needs  of  all  clinicians. 

We  come  today  to  the  committee  primarily  to  offer  you  our  assist- 
ance in  the  days  ahead.  We  wish  you  to  look  upon  the  Association 
of  University  Programs  in  Health  Administration  as  a  resource  to 
you.  We  wish  to  work  with  the  committee  and  with  the  Congress 
to  play  a  role  in  finding  the  means  to  address  those  issues  which 
concern  both  the  Members  and  the  American  people.  And,  finally, 
we  urge  you  to  fund  health  administration  education  at  the  current 
level  of  $2.5  million. 

Mr.  Chairman,  I  would  like  to  thank  the  committee  for  the  op- 
portunity to  speak  this  morning.  AUPHA  and  our  member  univer- 
sities and  colleges  stand  ready  to  assist  you  in  any  way  possible. 
Thank  you  very  much. 

Mr.  Porter.  Dr.  Fernandez,  we  thank  you  again  for  coming  be- 
fore the  committee  and  offering  your  testimony.  We  appreciate  it 
this  morning.  Thank  you  so  much  for  being  here. 

Dr.  Fernandez.  Thank  you,  sir. 

[The  prepared  statement  of  Henry  A.  Fernandez,  J.D.,  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee  on  Labor-Health  and  Human 
Services-Education  Appropriations,  my  name  is  Henry  Fernandez  and  I  am  the  President 
and  Chief  Executive  Officer  of  the  Association  of  University  Programs  in  Health 
Administration  (AUPHA).  Thank  you  for  the  opportunity  to  share  with  you  this  morning 
the  interests  and  concerns  of  health  management  educators. 

AUPHA  was  established  in  1948  and  we  represent  nationally  all  accredited 
graduate  and  undergraduate  programs  that  educate  and  train  both  new  practitioners  and 
the  evolving  leadership  in  the  health  delivery  system.  We  promote  the  latest,  cutting 
edge  practice  in  the  diverse  and  evolving  field  of  health  administration  and  management. 
Our  membership  also  includes  about  200  affiliate  members  that  are  primarily  health  care 
institutions  committed  to  the  professionalization  of  the  field.  We  also  boast  the  support 
of  over  170  international  programs  located  in  50  foreign  countries  who  view  our 
programs  as  world  class  and  leaders  in  the  profession. 

Our  programs  -  such  as  the  ones  in  Illinois  at  Northwestern  and  the  University 
of  Chicago  and  in  Wisconsin  at  the  University  of  Wisconsin  -  are  world  class  in  the  field 
of  health  management  education.  Graduates  of  AUPHA-member  institutions  are  found 
in  all  levels  of  the  health  care  system.  They  administer  some  of  our  nation's  largest, 
most  complex  -and  most  successful-  health  care  institutions.  However,  as  important, 
they  play  a  significant  role  throughout  the  system  in  smaller  rural  hospitals  and  clinics, 
as  well.  Indeed,  our  graduates'  expertise  has  been  appreciated  throughout  the  industry 
and  in  state  and  federal  governments  as  well. 

Despite  their  importance  to  the  health  care  delivery  system,  health  administration 
education  programs  receive  a  modest  amount  of  support  under  Title  VII  of  the  Public 
Health  Services  Act.  The  current  appropriation  is  about  $1.0  million,  although  $2.5 
million  is  authorized.  These  funds  are  used  to  support  36  institutions  for  traineeships 
Although  22  institutions  were  actually  approved  for  Special  Project  grants,  only  13 
institutions  have  received  the  grants  due  to  a  shortage  of  funding. 

As  you  know,  Title  VII  shall  be  scrutinized  this  year  to  determine  whether  it  shall 
be  reauthorized.  Despite  the  modest  level  of  support,  we  recommend  that  it  be 
reauthorized.  We  also  strongly  believe  that  this  committee,  as  well  as  the  authorizing 
committee,  should  give  careful  consideration  to  the  future  role  of  health  management 
educators,  and  our  graduates,  in  our  complex  health  care  system. 

The  federal  government  spends  tens  of  billions  of  taxpayers'  dollars  on  direct 
health  care  services  through  Medicaid,  Medicare,  CHAMPUS,  the  Department  of 
Veterans  Affairs,  the  Federal  Health  Benefits  Program  and  others.  It  is  axiomatic  that 
effective  management  of  the  health  care  delivery  system  will  save  individuals,  employers, 
private  insurers,  and  the  states  and  federal  governments  substantial  sums. 

AUPHA  and  our  member  programs  represent  part  of  a  solid,  practical  investment 
in  a  cost  effective  health  care  system.  Despite  some  recent  improvements,  health  care 
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costs  are  draining  our  economy  of  productive  investment.  Our  students  and  graduates, 
an  increasing  number  of  whom  come  with  substantial  clinical  experience,  are  trained  to 
run  all  elements  of  the  health  care  system:  hospitals,  long  term  care  facilities,  health 
maintenance  organizations,  rural  and  community  health  clinics  and  other  facilities.  The 
level  of  expertise  and  professionalism  required  to  be  effective  in  1995  is  not  found  in 
health  care  providers  who  simply  "move  over"  from  providing  clinical  service  to 
administration.  If  effective  management  training  is  not  considered  basic  to  the  health 
care  enterprise,  our  economy  and  you  as  our  government's  representatives  will  be  asked 
to  pay  the  inflated  price  of  health  care. 

Strong  administration  and  management  is  especially  important  in  our  rural  and 
inner  city  areas.  Individuals  with  medical  and  clinical  training  require  enhanced  expertise 
in  managing  health  facilities.  Our  programs  are  interdisciplinary  and  address  the  needs 
of  all  clinicians. 

We  come  today  to  the  Committee  primarily  to  offer  you  our  assistance  in  the  days 
ahead.  We  wish  you  to  look  upon  the  Association  of  University  Programs  in  Health 
Administration  as  a  resource  to  you.  We  wish  to  work  with  the  Committee,  and  with  the 
Congress,  to  play  a  role  in  finding  the  means  to  address  those  issues  which  concern 
both  the  Members  and  the  American  people.  And,  finally,  we  urge  you  to  fund  Health 
Administration  Education  at  the  currently  authorized  level  of  $2.5  million. 

Mr.  Chairman,  I  would  like  to  thank  the  Committee  for  this  opportunity  to  speak 
with  you  this  morning.  AUPHA  and  our  member  universities  and  colleges  stand  ready 
to  assist  you  in  any  way  possible.  Thank  you. 
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Wednesday,  January  25,  1995. 

WITNESS 

BERNARD  F.  MORREY,  M.D.,  AMERICAN  ACADEMY  OF  ORTHOPAEDIC 
SURGEONS 

Mr.  Porter.  Bernard  F.  Morrey,  American  Academy  of 
Orthopaedic  Surgeons.  Dr.  Morrey. 

Dr.  MORREY.  Thank  you,  Mr.  Chairman,  Members  of  the  sub- 
committee. I  am  Bernard  Morrey,  President  of  the  American  Acad- 
emy of  Orthopaedic  Surgeons  and  Chairman  of  the  Department  of 
Orthopaedics  at  the  Mayo  Clinic.  We  have  submitted  a  formal 
statement,  but  I  would  like  to  take  just  a  couple  of  statements  and 
summarize  a  couple  of  important  points. 

Being  currently  funded  by  an  NIH  grant,  it  gives  me  great  pleas- 
ure to  appear  before  you  today  to  discuss  the  need  for  expanded 
funding  in  research  in  the  musculoskeletal  system. 

I  want  to  make  three  points:  the  magnitude  of  the  problem,  the 
impact  on  society  and  the  solutions  do  exist. 

You  may  be  surprised  to  learn  that  today  the  single  most  com- 
mon reason  for  patients  to  seek  medical  attention  relates  to  the 
musculoskeletal  system.  Millions  of  Americans  are  sufficiently  crip- 
pled from  these  conditions  that  it  impairs  their  ability  to  work  or 
even  function  at  routine  daily  activities.  The  economic  con- 
sequences to  our  society  exceeds  $126  billion  annually. 

Improved  quality  of  life  and  productivity  will  more  than  com- 
pensate for  the  resources  expended.  Several  examples:  Osteoarthri- 
tis is  but  one  of  several  arthritides,  and  this  alone  affects  more 
than  16  million  Americans.  This  becomes  more  prevalent  with  in- 
creasing age  and  is  the  single  most  frequent  chronic  condition  of 
the  elderly.  Approximately  50  percent  of  the  elderly  have  some 
form  of  osteoarthritis. 

Although  today  there  are  no  solutions  or  permanent  cures  for  os- 
teoarthritis, an  exciting  line  of  cellular  biology  research  is  emerging 
which  offers  a  biological  and  possibly  even  a  genetic  solution  to  at 
least  some  forms  of  this  crippling  disease. 

Until  then,  total  joint  replacement  will  remain  the  gold  standard. 
This  has  been  acclaimed  as  the  greatest  surgical  advance  in  the 
last  30  years.  According  to  the  National  Center  for  Health  Statis- 
tics, more  than  300,000  joint  replacements  are  done  in  U.S.  hos- 
pitals each  year.  Thirty  percent  of  these  are  performed  on  those  in 
the  working  age  group  under  65.  And  although  it  is  of  no  particular 
concern,  I  suppose,  to  the  subcommittee,  about  3  percent  of  Ameri- 
cans over  the  age  of  65  have  an  artificial  hip  or  knee  joint  in  place. 

Despite  this  success,  wear-related  failure  of  total  joint  replace- 
ments is  a  persistent  and  growing  problem.  The  debris  released  as 
a  result  of  the  wear  process  elicits  an  adverse  biological  reaction 
that  destroys  the  bone  tissue  and  limits  the  effectiveness  of  the  im- 
plant and  its  longevity  and  usually  results  in  another  surgical  pro- 
cedure. Once  again,  molecular  biological  techniques  have  been  ap- 
plied to  this  problem,  and  preliminary  results  are  exciting  and 
promises  to  hold  a  solution  to  this  most  serious  problem. 

Low-back  pain  is  ranked  as  the  second  leading  cause  for  seeking 
medical  advice.  The  direct  cost  alone  exceeds  $25  billion,  and  it  af- 
fects 80  percent  of  the  population  at  some  point  in  their  lifetime. 
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It  is  not  surprising  that  back  pain  has  become  the  object  of  intense 
clinical  and  basic  research  and  public  attention.  Emphasis  on  pre- 
vention of  low-back  pain  is  clearly  a  major  component  to  the  solu- 
tion. 

To  address  this  problem  the  American  Academy  of  Orthopaedic 
Surgeons  has  sponsored  over  the  last  several  years  a  national  pub- 
lic education  campaign  which  provides  useful,  preventive  informa- 
tion. However,  research  to  better  define  the  mechanical  and  biologi- 
cal mechanisms  of  injury  is  desperately  needed. 

Finally,  the  occurrence  of  cumulative  trauma  or  overuse  dis- 
orders in  the  workplace  is  occurring  in  alarming  and  increasing 
numbers.  The  Bureau  of  Labor  Statistics  reported  that  nearly 
300,000  cases  of  serious,  potentially  crippling  muscle  and  tendon 
injuries  occurred  in  1992.  This  leads  to  a  significant  loss  of  produc- 
tivity or  permanent  disability.  In  1992,  over  100,000  surgical  proce- 
dures were  done  on  such  conditions.  They  affect  the  actively  em- 
ployed and,  therefore,  account  for  a  large  as  portion  of  our  workers' 
compensation  budget  due  to  lost  days  and  loss  of  productivity. 

You  may  be  aware  that  just  this  month  a  major  lawsuit  was 
brought  against  two  computer  giants  because  of  alleged  injuries 
caused  from  keyboard  design  and  operation.  Studies  to  better  un- 
derstand the  cause  of  these  medical  conditions  and  define  preven- 
tive measures  must  be  expanded.  However,  the  reality  is  that  the 
research  for  the  most  common  and  disabling  groups  of  conditions 
affecting  our  population  is  modest  at  best  by  comparison. 

A  truly  sobering  and  sad  reality  is  that  most  of  what  I  have  de- 
scribed is  solvable  with  the  appropriately  directed  and  funded  re- 
search. We  have  not  had  sufficient  funds  to  pursue  the  research  to 
the  extent  the  gravity  of  these  conditions  deserve. 

Mr.  Chairman,  we  would  request  the  committee  provide  ade- 
quate funding  so  that  awards  at  the  25  to  30  percent  level  be  con- 
sidered, rather  than  the  current  unbelievable  and  almost  untenable 
11  percentile.  Having  said  that,  we  are  aware  of  the  enormous  fis- 
cal pressures  you  are  experiencing.  On  behalf  of  the  16,000  mem- 
bers of  the  academy,  we  do  thank  you  for  your  past  support  and 
the  opportunity  to  testify  before  you  today. 

Mr.  Porter.  Dr.  Morrey,  thank  you  very  much.  We  also  thank 
the  witnesses  for  recognizing  that  we  do  have  fiscal  problems  and 
that  we  are  going  to  have  difficulty  in  making  the  allocations.  We 
very  much  appreciate  your  testimony.  Thank  you  for  being  with  us. 

Dr.  MORREY.  Thank  you. 

[The  prepared  statement  of  Bernard  F.  Morrey,  M.D.,  follows:] 
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Mr.  Chairman  and  Members  of  the  Committee  - 

I  am  Bernard  Morrey,  President  of  the  American  Academy  of  Orthopaedic  Surgeons 
and  Chairman  of  Orthopaedic  Surgery  at  the  Mayo  Clinic  in  Rochester,  Minnesota. 

It  gives  me  great  pleasure  to  appear  before  you  today  to  present  the  Academy's 
position  on  the  need  for  continued  and  expanded  funding  for  research  on  the 
musculoskeletal  system  conducted  at  the  National  Institute  of  Arthritis  and  Musculoskeletal 
and  Skin  Diseases  (NIAMS). 

Today,  the  single  most  common  reason  for  patients  to  seek  medical  care  is  for  a 
musculoskeletal  condition. 

Musculoskeletal  diseases  are  diverse,  encompassing  a  wide  range  of  disorders  that 
affect  the  muscles,  joints,  ligaments,  bones  and  cartilage.  They  include  chronic  conditions 
such  as  osteoarthritis,  low  back  pain,  osteoporosis,  trauma  and  sports  injuries.  Millions  of 
Americans  are  sufficiently  crippled  from  these  conditions  that  impair  their  ability  to  perform 
even  the  simplest  daily  activities  of  life.  The  economic  consequences  to  society  exceed 
$126  billion  per  year. 

Malfunctioning  of  the  musculoskeletal  system  has  a  disastrous  impact  not  only  on  the 
quality  of  life,  but  also  on  an  individual's  productivity.  It  is  imperative  that  resources  be 
allocated  for  research  into  methods  to  maintain  and  restore  musculoskeletal  integrity,  as  this 
will  provide  substantial  societal  benefits  -  the  return  of  which  will  more  than  compensate 
for  the  resources  expended. 

To  review  a  few  specifics: 

•  Osteoarthritis:  Osteoarthritis  or  degenerative  joint  disease  is  the  most  common  form 

of  arthritis,  affecting  an  estimated  1 6  million  Americans.  It  primarily  affects  cartilage, 
the  protective  material  that  covers  and  cushions  the  ends  of  the  bones,  causing  it  to 
fray,  wear,  ulcerate,  and  in  extreme  cases,  disappear  entirely,  leaving  a  painful  bone- 
on-bone  joint.  Osteoarthritis  becomes  more  prevalent  with  advanced  age;  it  is  the 
most  frequently  reported  chronic  condition  in  the  elderly,  and  nearly  half  of 
America's  elderly  suffer  from  some  form  of  this  disease.  Osteoarthritis  of  the  hip  or 
knee  is  particularly  disabling  because  it  limits  the  ability  of  those  affected  to 
ambulate. 

Because  there  is  no  cure  for  osteoarthritis,  an  exciting  line  of  research  is  emerging 
in  which  cellular  biology  techniques  are  being  applied  to  the  problem.  If  successful, 
a  biologic  or  possibly  even  a  genetic  solution  may  be  found  for  some  forms  of  this 
crippling  disease. 

•  Total  loint  Replacement:  In  the  absence  of  a  cure  and  prevention  for  osteoarthritis, 
joint  replacement  is  the  gold  standard  of  treatment.  Total  joint  replacement  has  been 
acclaimed  as  the  greatest  surgical  advance  in  the  past  three  decades. 
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According  to  the  National  Hospital  Discharge  Survey  conducted  by  the  National 
Center  for  Health  Statistics,  more  than  300,000  total  joint  replacement  procedures 
were  performed  in  U.S.  hospitals  in  1992.  Thirty  percent  of  these  were  performed 
on  those  of  working  age  -  under  65.  Three  percent  of  Americans  over  65  years  of 
age  have  an  artificial  hip  or  knee. 

The  past  decade  has  brought  about  many  advances  in  prosthesis  design  and 
substantial  strides  have  also  been  made  in  the  technology  to  enhance  the  longevity 
of  these  implants. 

Despite  these  advances,  wear-related  failure  of  total  joint  replacements  is  a  persistent 
and  growing  problem.  The  debris  released  as  a  result  of  the  wear  process  elicits  an 
adverse  biological  reaction  that  can  lead  to  destruction  of  bone  tissue  around  the 
implant  components.  Today,  this  is  the  most  serious  problem  limiting  the  longevity 
of  total  joint  replacements  for  hips. 

Once  again,  molecular  biologic  techniques  have  been  applied  to  address  this 
problem.    Preliminary  results  are  exciting  and  promising. 

The  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  recently 
convened  a  consensus  conference  on  total  hip  replacements  that  addressed,  among 
other  things,  the  most  productive  directions  for  future  research. 

Low  Back  Pain.  Low  back  pain  is  a  disabling  problem  known  to  virtually  all  adults. 
Manifesting  itself  as  pain  in  the  back  and  sometimes  legs,  it  is  associated  with  many 
disorders  of  the  spine,  such  as  disc  degeneration  or  rupture,  pinched  nerves  and 
muscle  strains. 

Low  back  pain  is  ranked  as  the  second  leading  cause  of  all  physician  visits.  The 
direct  costs  alone  exceed  $25  billion,  and  it  affects  up  to  80%  of  the  U.S.  population 
at  some  point  in  their  lifetime.  In  fact,  chronic  back  pain  is  the  most  frequent  cause 
of  activity  limitations  in  people  under  age  45. 

It  is  not  surprising  that  back  pain  has  become  the  object  of  intense  clinical  and  basic 
research  activities.  The  benefits  include  new  surgical  and  non-surgical  treatment 
techniques.  Improvements  in  clinical  and  laboratory  technology,  and  new 
information  about  the  causes  and  consequences  of  back  injury  are  emerging. 
Emphasis  on  prevention  of  low  back  injuries  is  clearly  a  major  component  of  the 
solution  to  this  almost  universal  health  problem.  Therefore  the  American  Academy 
of  Orthopaedic  Surgeons  recently  sponsored  a  national  public  education  campaign, 
"Lift  it  Safe,"  which  provides  useful  information  on  proper  lifting  techniques. 

The  NIAMS,  in  conjunction  with  the  Academy,  has  organized  a  workshop  on  "New 
Horizons  in  Low  Back  Pain,"  which  is  to  be  held  in  November  of  this  year.    The 
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workshop  will  address  current  medical  approaches  and  future  research  to  improve 
understanding  and  care  of  the  patient. 

But,  in  order  to  sustain  this  momentum,  a  broad  spectrum  of  research  is  required  to 
improve  existing  diagnostic  techniques,  surgical  and  non-operative  treatments,  and 
most  importantly,  to  better  define  the  mechanical  and  biological  mechanisms  of 
injury  in  order  to  formulate  means  of  prevention. 

•  Repetitive  Motion/Over  Use  Syndrome.    The  occurrence  of  repetitive  motion  of 

muscles  and  joints  cause  repetitive  strain  injuries,  also  called  cumulative  trauma 
disorders,  in  the  workforce  in  alarming  numbers  and  the  rate  is  increasing  rapidly. 
The  Bureau  of  Labor  Statistics  reported  nearly  300,000  cases  of  these  serious, 
potentially  crippling  muscle  disorders  in  1992. 

Workers  may  lose  significant  productivity  time  or  become  permanently  disabled,  or 
may  even  require  surgery.  Nearly  100,000  surgical  procedures  are  performed  each 
year  for  such  conditions.  Since  this  is  a  condition  of  the  active  employed,  they 
account  for  an  increasingly  large  proportion  of  workers'  compensation  costs  and  for 
other  costs  such  as  those  related  to  lost  work  days.  Just  this  month,  a  major  lawsuit 
was  brought  against  computer  giants  because  of  alleged  injuries  caused  from 
keyboard  operation. 

Studies  to  better  understand  the  cause  of  these  medical  conditions  and  to  define 
preventive  measures  must  be  undertaken. 

However,  the  reality  is  that  research  for  the  most  common  group  of  conditions 
afflicting  our  population  is  modest,  at  best,  by  comparison.  The  truly  sobering  and  yet  sad 
reality  is  that  most  of  what  I  have  described  is  solvable  with  the  appropriately  directed 
research. 

Mr.  Chairman,  we  urge  the  Committee  to  provide  $271,150,000  in  fiscal  year  1996 
for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases. 

We  also  support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research 
Funding  that  $13,051,000,000  is  required  for  all  of  the  programs  at  the  National  Institutes 
of  Health. 


On  behalf  of  the  16,000  members  of  the  AAOS,  we  thank  you  for  your  continued 
support  and  the  opportunity  to  testify  before  you  today.  I  will  be  happy  to  answer  any 
questions. 


227 
Wednesday,  January  25,  1995. 

WITNESS 
TERRY-JO  MYERS,  INTERSTITIAL  CYSTITIS  ASSOCIATION 

Mr.  Porter.  Terry-Jo  Myers,  Interstitial  Cystitis  Association. 
Ms.  Myers. 

Ms.  Myers.  Honorable  Chairman,  Members  of  the  committee, 
thank  you  for  giving  me  this  opportunity  to  appear  before  you 
today  to  tell  you  about  interstitial  cystitis  and  to  ask  your  help  in 
funding  research  to  find  a  cure  for  this  painful,  debilitating  disease. 

My  name  is  Terry-Jo  Myers.  I  am  a  native  of  Fort  Myers,  Flor- 
ida. I  am  a  professional  golfer  currently  completing  my  10th  year 
on  the  LPGA  tour.  I  also  have  interstitial  cystitis.  My  pursuit  of 
many  dreams  have  been  dramatically  affected  due  to  my  experience 
with  IC.  Today  I  am  here  to  represent  those  who  are  too  ill  to  leave 
their  homes. 

IC  is  a  chronic  inflammatory  condition.  Its  cause  is  unknown 
and,  at  present,  there  is  no  uniformly  reliable  treatment.  The 
symptoms,  which  can  be  severe  and  unrelenting,  include  urgency 
and  frequency  of  urination,  up  to  60  times  in  a  24-hour  period.  I 
describe  my  IC  pain  as  having  thousands  of  paper  cuts  covering  my 
bladder  wall. 

I  was  diagnosed  after  I  developed  IC  symptoms  when  I  was  21 
years  old,  and  I  was  told  nothing  could  be  done,  and  I  would  have 
to  learn  to  live  with  the  pain.  And  that  is  a  prescription  that  far 
too  many  IC  patients  are  still  receiving.  Every  step  I  took  was 
painful,  and  for  a  tour  player  it  was  a  disaster.  Oftentimes,  I  could 
not  even  bend  down  to  line  up  a  putt.  I  had  to  urinate  roughly  50 
times  a  day,  10  to  20  times  a  night.  I  played  in  nonstop  pain  and 
constant  anxiety  about  being  able  to  make  it  to  the  next  bathroom. 

Travel  is  especially  difficult  for  many  people  with  IC.  Women  on 
the  LPGA  tour  travel  approximately  28  weeks  a  year,  and  it  is  a 
nightmare  for  me.  I  arrive  at  tournaments  exhausted.  My  competi- 
tors are  out  practicing,  and  I  am  often  forced  to  remain  in  the  lock- 
er room  to  just  gather  my  composure. 

IC  has  definitely  affected  my  golf  game.  LPGA  rules  prohibit 
players  from  leaving  the  course  for  any  reason.  I  had  to  withdraw 
from  many  tournaments  simply  because  I  needed  to  go  to  the  bath- 
room. In  1988,  I  won  the  Mayflower  Classic;  and  I  attribute  much 
of  that  win  to  the  fact  that  in  the  final  round  we  had  two  rain 
delays  which  enabled  me  to  go  to  the  bathroom  and  keep  playing. 

There  is  enormous  shame  attached  to  IC,  and  the  stress  of  hiding 
the  disease  is  as  bad  as  the  pain.  In  tournaments,  after  I  was 
forced  to  withdraw,  I  faked  injuries  rather  than  admit  I  had  to  go 
to  the  bathroom.  This  became  a  problem  later  as  I  often  could  not 
remember,  when  asked,  what  limb  I  had  injured  or  which  one  I 
should  be  limping  on.  I  now  regret  living  all  those  years  in  silence. 
Had  I  been  more  outspoken  about  my  problem,  I  truly  believe  I 
would  have  gotten  help  sooner. 

Although  I  have  had  IC  for  11  years,  it  was  only  3  years  ago  I 
was  able  to  find  a  doctor  to  help  me.  Not  all  IC  patients  can  say 
the  same.  Many  cannot  travel,  work  or  meet  their  family  obliga- 
tions. 
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Interstitial  cystitis  is  a  bladder  disease  which  continues  to  be  ig- 
nored by  many  members  of  the  medical  community.  It  is  a  disease 
which  affects  mostly  women.  Historically,  urology  and  urological  re- 
search have  focused  most  attention  on  male  urological  problems. 
An  epidemiological  study  sponsored  by  the  Urban  Institute  found 
an  estimated  450,000  Americans  may  suffer  from  IC  and  that  the 
economic  impact  of  the  disease  is  as  much  as  $1.7  billion  per 
annum. 

The  Interstitial  Cystitis  Association  and  all  IC  patients  are  very 
grateful  to  all  Members  of  this  subcommittee  and  in  particular  to 
Chairman  Porter  for  his  ongoing  support  of  IC  research  and  other 
urological  diseases.  Without  your  help,  we  would  be  nowhere  in  our 
struggle.  Because  of  your  commitment,  we  are  beginning  to  see 
some  progress. 

In  conclusion,  I  respectfully  ask  that  the  momentum  continue  in 
the  IC  research  initiatives  started  by  this  subcommittee;  and,  one, 
that  at  least  $4  million  in  additional  funds  be  provided  to  the  urol- 
ogy program  of  the  NIDDK  in  fiscal  year  1996  to  specifically  sup- 
port further  IC  research  and  to  continue  the  national  IC  database; 
two,  that  the  NIDDK  issue  an  RFA  specifically  for  IC  in  fiscal  year 
1996  and  designate  funds  for  that  purpose;  lastly,  that  the  NIH  ex- 
amine and  resolve  the  problem  of  the  lack  of  urological  expertise 
on  the  study  sections  which  review  IC  research  grants. 

Our  need  is  great,  but  we  are  confident  that  with  your  help  and 
with  adequate  funding  for  IC  research  through  the  NIDDK  results 
will  be  no  less  than  miraculous. 

As  a  victim  of  IC,  I  know  what  it  is  like  to  endure  chronic,  unre- 
lenting pain.  Please  help  us  to  find  a  cure  for  interstitial  cystitis 
and  end  our  suffering  and  maybe  let  me  win  a  few  more  golf  tour- 
naments. Thank  you,  chairman. 

Mr.  Porter.  Ms.  Myers,  we  really  appreciate  your  being  here 
and  taking  time  from  the  tour  to  join  us.  I  think  it  is  really  a  very, 
very  helpful  thing  for  people  like  yourself,  who  are  in  the  public 
eye,  to  highlight  the  problems  of  diseases  to  the  committee  and  to 
the  general  public.  And  it  provides  the  kind  of  leadership  and  at- 
tention often  that  we  need  in  lives  filled  with  too  much  competing 
for  attention.  So  we  really  appreciate  your  being  here. 

Ms.  Myers.  Thank  you. 

Mr.  Porter.  Thank  you  so  much. 

[The  prepared  statement  of  Terry-Jo  Myers  follows:] 
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Honorable  Chairman  and  Members  of  the  Committee: 

Thank  you  for  giving  me  the  opportunity  to  appear  before  you  today  to 
tell  you  about  interstitial  cystitis  and  to  ask  your  help  in  funding  research  to  find 
a  cure  for  this  painful,  debilitating  disease.    My  name  is  Terry-Jo  Myers.    I  am 
a  professional  golfer  completing  my  10th  year  on  the  LPGA  tour.   I  also  have 
interstitial  cystitis.    While  I  appear  here  today  as  a  seemingly  healthy  person, 
that  is  because  the  effects  of  interstitial  cystitis  are  not  visible  to  others.   My 
work,  my  family  life,  my  social  life,  and  my  pursuit  of  many  dreams  have  all 
been  dramatically  affected  due  to  the  experience  of  IC.   Today  I  represent  those 
who  are  too  ill  to  leave  their  homes. 

Interstitial  cystitis  is  a  chronic  inflammatory  condition.   Its  cause  is 
unknown  and,  at  present,  there  is  no  uniformly  reliable  treatment.   The 
symptoms,  which  can  be  severe  and  unrelenting,  include  urgency  and  frequency 
of  urination-up  to  60  or  more  times  in  24  hours;  and  pain  in  the  bladder  which 
IC  patients  have  described  as  burning,  like  "electric  shocks,"  or  as  being  so 
severe  that  it  feel  like  "razor  blades  in  the  bladder." 

I  was  diagnosed  shortly  after  I  developed  IC  symptoms  when  I  was  21 
years  old,  but  I  was  told  that  nothing  could  be  done  and  I  would  just  have  to 
learn  to  live  with  the  pain-a  prescription  that  far  too  many  IC  patients  still 
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receive.    I  had  24-hour-a-day  non-stop  pain  every  day.   Every  step  I  took  was 

painful,  and  for  someone  who  has  to  walk  as  much  a  golfer  does,  it  was  a 

disaster.   I  had  pain  all  across  my  abdomen  and  it  even  hurt  to  crouch  down  to 

line  up  a  putt.  I  had  to  urinate  roughly  50  times  a  day,  including  10  to  20  times 

at  night,  and  have  not  had  a  good  night's  sleep  in  eleven  years.   I  played  in 

non-stop  pain  and  had  constant  anxiety  about  where  the  next  bathroom  was. 

Travel  is  especially  difficult  for  many  people  with  IC.    Women  on  the 
LPGA  tour  travel  about  28  weeks  a  year,  and  it  was  a  nightmare  for  me.   I 
arrived  at  tournaments  exhausted  and  while  my  competitors  were  out  hitting 
balls,  I  was  scoping  out  where  the  bathrooms  were  located. 

IC  has  definitely  affected  my  golf  game.   As  a  junior  athlete,  I  won  many 
tournaments.    Last  year,  I  finished  82nd  in  LPGA  earnings,  but  I  should  have 
done  much  better.   LPGA  rules  prohibit  players  from  leaving  the  game  for  any 
reason  and  I  had  to  drop  out  of  many  tournaments  in  mid-game  because  I 
needed  to  go  to  the  bathroom.   In  1988,  I  won  the  Mayflower  Classic,  but 
attribute  much  of  that  win  to  the  fact  that  there  were  two  rain  delays  that 
enabled  me  to  go  to  the  bathroom  and  keep  playing. 

There  is  enormous  shame  attached  to  IC  and  the  stress  of  hiding  the 
disease  is  as  bad  as  the  pain.    In  tournaments,  after  I  was  forced  to  withdraw 
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from  a  game,  I  faked  injuries  rather  than  admit  that  I  had  to  go  to  the  bathroom. 

This  became  a  problem  later  as  I  often  couldn't  remember  when  asked  what 

limb  I  said  I  had  injured  or  which  one  I  should  be  limping  on.   I   now  regret 

living  all  of  those  years  in  silence.   Had  I  been  more  outspoken  about  my 

problem,  I  believe  I  would  have  gotten  help  sooner. 

Although  I  have  had  IC  for  11  years,  it  is  only  three  years  ago  that  I  was 
able  to  find  a  doctor  to  help  me.     Not  all  IC  patients  can  say  the  same.   Many 
can't  travel,  work,  or  meet  their  family  obligations.   Some  have  their  bladders 
removed,  only  to  encounter  an  array  of  other  medical  problems. 

Interstitial  cystitis  is  a  bladder  disease  which  continues  to  be  ignored  by 
many  members  of  the  medical  community.    It  is  a  disease  which  affects  mostly 
women.     Historically,  urology  and  urological  research  have  focused  most 
attention  on  male  urological  problems.   An  epidemiological  study  sponsored  by 
the  Urban  Institute  found  that  an  estimated  450,000  people  in  the  U.S.  may 
suffer  from  IC  and  that  the  economic  impact  of  the  disease  is  as  high  as  $1.7 
billion  per  annum. 

The  Interstitial  Cystitis  Association  and  all  IC  patients  are  so  grateful  to 
all  Members  of  this  Subcommittee  and  in  particular,  to  Chairman  Porter  for  his 
ongoing         support  of  IC  research  and  other  urological  diseases.     Without 
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your  help,  we  would  be  nowhere  in  our  struggle.     Because  of  your 

commitment,  we  are  beginning  to  see  some  progress.   In  conclusion,  I 

respectfully  ask  that  the  momentum  continue  in  the  IC  research  initiative  started 

by  this  Subcommittee  and: 

1.  That  at  least  $4  million  in  additional  funds  be  provided  to  the  Urology 
Program  of  the  NIDDK  in  Fiscal  Year  1996  to  specifically  support  further  IC 
research  and  to  continue  the  National  IC  Database; 

2.  That  the  NIDDK  issue  an  RFA  specifically  for  IC  in  FY  1996  and 
designate  funds  for  that  purpose; 

3.  That  the  NIH  examine  and  resolve  the  problem  of  the  lack  of  urological 
expertise  on  the  study  sections  which  review  IC  research  grants. 

Our  need  is  great.  But  we  are  confident  that  with  your  help  and  with 
adequate  funding  for  IC  research  through  the  NIDDK,  results  will  be  no  less 
than  miraculous.  As  a  victim  of  IC,  1  know  what  it  is  like  to  endure  chronic, 
unrelenting  pain.    Please  help  us  to  end  our  suffering.   Help  us  find  a  cure  for 
interstitial  cystitis.   Thank  you. 
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Wednesday,  January  25,  1995. 

WITNESSES 

GAY  LYNN  AND  LOUIS  GAGNON,  ALZHEIMER'S  ASSOCIATION 
STEPHEN  McCONNELL 

Mr.  Porter.  Our  next  witnesses  are  Gay  Lynn  and  Louis 
Gagnon,  Alzheimer's  Association,  and  Stephen  McConnell.  Wel- 
come. 

Mrs.  Gagnon.  Mr.  Chairman  and  Members  of  the  committee,  my 
name  is  Gay  Lynn  Gagnon.  I  am  joined  by  my  husband,  Lou,  and 
Stephen  McConnell  of  the  Alzheimer's  Association.  I  am  nervous. 

Mr.  Porter.  Don't  be  nervous. 

Mrs.  Gagnon.  For  25  years,  my  husband  served  his  country  as 
a  fighter  pilot  in  the  United  States  Marine  Corps.  He  has  been  a 
successful  businessman  and  a  loving  father  of  our  six  children. 

Today,  my  husband  sits  before  you  unable  to  speak  or  to  sustain 
a  coherent  thought,  unable  to  dress,  shave  or  feed  himself.  That 
terrible  thief  of  a  disease  called  Alzheimer's  disease  has  stolen  his 
voice  and  most  of  his  mind  and  with  it  all  semblance  of  normalcy 
in  our  once  picture-perfect  family. 

Most  people  think  of  Alzheimer's  disease  as  an  affliction  of  the 
elderly.  I  am  here  today  to  bear  witness  that  that  is  not  true.  It 
strikes  people  of  all  ages.  It  did  my  husband  in  the  prime  of  his 
life,  when  he  was  54,  and  for  me  in  my  forties,  and  our  children 
were  in  their  early  adulthood,  college  and  starting  marriages. 

Alzheimer's  is  a  family  disease,  and  because  of  its  devastation  it 
multiplies  it  many  times  over.  The  devastation  in  our  family  began 
nearly  eight  years  ago  when  Lou  began  having  problems  with  eye- 
sight and  trouble  writing.  The  doctors  said  it  was  probably  stress, 
prescribed  more  vacations  and  biofeedback  after  many  tests.  It  con- 
tinued to  worsen.  Soon  he  could  not  put  words  on  paper,  fine  motor 
skills  deteriorated,  and  speech  was  limited.  In  1988,  the  doctors 
concluded  he  had  Alzheimer's  disease. 

Suddenly,  we  were  thrown  into  a  whirlwind.  The  first  thing  that 
happened  is  Lou  had  to  give  up  his  business.  You  need  to  under- 
stand when  he  left  the  Marine  Corps  after  25  years  his  dream  was 
to  have  his  own  financial  management  business.  He  did  that.  He 
loved  it.  He  was  good  at  it.  But  we  have  lost  all  of  this  because  of 
the  disease,  and  with  it  we  lost  our  financial  security. 

My  heart  breaks  every  time  I  think  about  the  disappointment 
and  the  frustration  of  seeing  this  dream  disappear.  My  husband's 
dreams  and  my  dreams  have  turned  into  nightmares.  He  is  totally 
dependent  on  me.  He  gets  up  many  nights  and  paces  endlessly 
through  our  home.  This  is  a  common  problem  with  Alzheimer's  dis- 
ease. As  a  result,  neither  one  of  us  get  much  sleep. 

I  now  get  out  of  the  house  to  exercise  several  times  a  week  for 
short  periods.  That  is  the  extent  of  my  freedom.  I  have  to  get  more 
help.  As  the  disease  progresses  Lou  will  need  24-hour  care.  If  I 
were  to  pay  for  such  care  it  would  cost  $75,000  a  year,  a  price  tag 
I  cannot  afford.  I  cannot  continue  to  bear  the  entire  load,  but  the 
alternatives  seem  impossible.  Many  times  I  feel  trapped. 

I  am  here  to  plead  with  you  somehow  to  find  an  increase  in  fund- 
ing for  Alzheimer's  research.  There  are  4  million  Americans  with 
Alzheimer's  disease.  According  to  a  scientific  study  published  in 
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August  of  1994  in  the  Journal  of  Public  Health,  a  lifetime  cost  of 
this  disease  is  $1.75  trillion.  This  assumes  the  number  of  people  af- 
flicted will  not  go  up.  Unless  we  succeed  in  treating  or  preventing 
this  disease,  the  number  of  people  afflicted  will  more  than  triple  to 
14  million  by  the  time  our  grandchildren  are  paying  the  bills. 

I  know  funds  for  research  are  hard  to  come  by  because  the  deficit 
is  high  and  Congress  is  seeking  to  downsize  government.  One  of 
the  best  arguments  for  balancing  the  budget  is  that  we  do  not  want 
to  pass  along  uncontrollable  debts  to  our  children  and  grand- 
children. However,  we  also  do  not  want  to  pass  along  uncontrol- 
lable diseases  like  Alzheimer's  disease  that  will  bankrupt  our  chil- 
dren and  destroy  their  families. 

The  Alzheimer's  Association  is  requesting  a  small  down  payment 
of  only  $50  million  be  added  to  last  year's  annual  commitment  of 
$311  million.  This  will  allow  the  scientists  to  maintain  momentum 
toward  finding  treatments  and  ways  to  prevent  or  delay  the  onset 
of  the  disease. 

My  plea  is  not  just  for  me  and  my  husband  and  my  family  but 
for  you  and  your  families  and  your  constituents  across  the  country. 
Any  one  of  us  can  get  this  disease  at  any  time,  whether  you  are 
President  Reagan  or  whether  you  are  my  husband.  Right  now,  we 
have  no  choices.  There  is  nothing  to  do  to  prevent  it  and  almost 
nothing  if  you  get  the  disease.  Had  he  not  gotten  sick,  my  husband 
would  still  be  a  productive,  taxpaying  member  of  our  society. 

Thank  you  for  anything  you  can  do  to  help  prevent  this  terrible 
disease  that  will  happen  to  others. 

Mr.  Porter.  Mrs.  Gagnon,  we  really  appreciate  your  coming  here 
and  giving  us  the  insight  as  to  what  suffering  your  family  has  gone 
through,  and  we  can  only  say  that  we  will  do  our  very  best  to  be 
responsive.  Thank  you. 

Mrs.  Gagnon.  That  is  all  I  ask.  Thank  you. 

[The  prepared  statement  of  Gay  Lynn  Gagnon  follows:] 
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Mr.  Chairman  and  members  of  the  Committee.  My  name  is  Gay  Lynn  Gagnon.  I  am 
joined  by  my  husband  Lou  and  Steve  McConnell  of  the  Alzheimer's  Association.  For  25  years, 
my  husband  served  his  country  proudly  as  a  fighter  pilot  in  the  United  States  Marine  Corps. 
He  has  been  a  successful  businessman  and  a  loving  father  of  our  six  children. 

Today,  my  husband  sits  before  you  unable  to  speak  a  single  word  or  to  sustain  a  coherent 
thought.  He  is  unable  to  dress,  shave  or  feed  himself.  Getting  him  ready  to  come  with  me  this 
morning  was  a  four-hour  ordeal.  That  terrible  thief  of  a  disease  called  Alzheimer's  has  stolen 
his  voice  and  most  of  his  mind,  and  with  it  all  semblance  of  normalcy  in  our  once  picture-perfect 
family. 

I  am  so  grateful  to  you  for  allowing  me  to  take  a  few  minutes  of  your  time  to  tell  my 
story.  It  is  a  story  you  probably  didn't  expect  to  hear  from  a  woman  in  her  early  fifties. 
Afterall,  most  people  think  of  Alzheimer's  disease  as  an  affliction  of  the  elderly.  I'm  here  to 
bear  witness  that  this  disease  can  and  does  strike  people  of  all  ages  -  sometimes  directly  as  it 
did  my  husband  in  the  prime  of  his  life  at  the  age  of  54,  other  times  indirectly  as  it  did  me  in 
my  forties  and  our  children,  three  of  whom  were  in  college  and  two  who  were  just  starting  their 
families.  Alzheimer's  is  a  family  disease  and  because  of  that  its  devastation  is  multiplied  many 
times  over. 

The  devastation  in  our  family  began  nearly  ten  years  ago  when  Lou  began  to  have 
problems  with  his  eyesight  and  trouble  writing.  The  doctors  said  it  was  probably  stress  and 
prescribed  more  vacations  and  biofeedback.  But,  it  continued  to  worsen.  Soon  he  couldn't  put 
words  on  paper,  his  fine  motor  skills  deteriorated  and  his  speech  became  limited.  In  1988,  the 
doctors  concluded  he  had  Alzheimer's  disease.  At  the  time,  we  had  no  idea  what  this  would 
eventually  mean  for  our  life  together  and  for  our  family. 

Suddenly,  we  were  thrown  into  a  whirlwind.  The  first  thing  that  happened  is  Lou  had 
to  give  up  his  business,  immediately.  You  have  to  understand,  when  Lou  left  the  Marine  Corps 
after  25  years,  his  dream  was  to  start  his  own  financial  services  business,  which  he  did.  And, 
he  was  enormously  successful.  He  loved  what  he  did  and  he  was  very  good  at  it.  All  of  that 
was  lost  to  this  disease,  and  with  it  our  financial  security.  I  had  to  step  in  and  learn  the  ropes 
so  I  could  at  least  begin  to  sell  off  and  close  down  the  business.  It  took  me  four  years.  My 
husband  was  at  my  side  giving  whatever  advice  he  could.  My  heart  breaks  every  time  I  think 
about  the  disappointment  and  frustration  he  felt  seeing  his  dreams  disappear. 

My  husband's  and  my  dreams  have  turned  into  nightmares.  He  is  totally  dependent  on 
me  now  -  I  do  everything  for  him.  He  gets  up  nearly  every  night  and  paces  endlessly  and 
aimlessly  throughout  the  house,  a  common  problem  among  those  with  Alzheimer's.  As  a  result, 
neither  of  us  gets  much  sleep.  We  still  go  out  to  stores  together  during  the  day,  but  that  is 
becoming  increasingly  difficult.  He  doesn't  like  the  noise  and  people  coming  at  him.  And, 
people  are  inconsiderate  and  impatient.  They  don't  know  what  is  going  on  inside  his  head... he 
looks  so  normal. 
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When  Lou  and  I  could  still  talk  with  each  other,  he  asked  me  to  stay  by  his  side  through 
this  ordeal.  I  made  a  vow  to  him  that  I  would  keep  him  at  home,  a  vow  that  becomes  ever  more 
complicated  each  passing  day.  I  now  get  out  of  the  house  for  an  exercise  class  three  times  a 
week  for  one  and  one-half  hours.  That  is  the  extent  of  my  freedom.  I  have  to  get  more  help. 
As  this  disease  progresses  he  will  need  24-hour-a-day  care.  If  I  were  to  pay  for  such  care  it 
would  cost  me  $75,000  a  year,  a  price  tag  that  would  quickly  impoverish  us.  I  can't  continue 
to  bear  the  entire  load,  but  the  alternatives  seem  impossible.   I  fee]  trapped. 

In  the  past  6  years,  we  have  called  all  over  the  world  looking  for  treatments.  Lou  has 
been  in  four  studies  and  two  clinical  trials.  He  is  on  the  only  drug  available  for  this  disease  - 
tacrine  —  but  it  doesn't  have  much  effect.  We  need  more  research,  more  drug  trials,  more 
freedom  for  the  scientists  to  pursue  promising  leads. 

I'm  here  to  plead  with  you  to  somehow  find  a  way  to  increase  funding  for  Alzheimer's 
research.  There  are  now  4  million  Americans  with  Alzheimer's  disease.  According  to  a 
scientific  study  published  in  the  August,  1994  Journal  of  Public  Health,  the  lifetime  cost  of  the 
disease  is  $1.75  trillion  dollars.  This  assumes  the  number  of  people  afflicted  will  not  go  up. 
Unless  we  succeed  in  treating  or  preventing  this  disease,  the  number  of  people  afflicted  will 
more  than  triple  to  14  million  by  the  time  our  grandchildren  are  paying  the  bills. 

I  know  funds  for  research  are  hard  to  come  by  because  the  deficit  is  high  and  Congress 
is  seeking  to  downsize  the  cost  of  government.  One  of  the  best  arguments  for  balancing  the 
budget  is  that  we  don't  want  to  pass  along  uncontrollable  debts  to  our  children  and 
grandchildren.  However,  we  also  do  not  want  to  pass  along  uncontrollable  diseases  like 
Alzheimer's  that  will  bankrupt  our  children  and  destroy  their  families. 

The  Alzheimer's  Association  is  calling  for  an  annual  commitment  of  $500  million  for 
Alzheimer  research,  but  believes  strongly  that  adding  only  $50  million  to  last  year's  annual 
commitment  of  $311  million  will  allow  the  scientists  to  maintain  momentum  toward  finding 
treatments  and  ways  to  prevent  or  delay  the  onset  of  this  disease.  By  making  a  small  down 
payment  toward  research,  we  can  help  reduce  the  cost  of  this  disease  and  alleviate  an  enormous 
amount  of  suffering. 

My  plea  to  you  is  not  just  for  me  and  my  husband  and  our  family,  but  for  you  and  your 
families  and  those  of  your  constituents  across  this  country.  The  threat  to  all  of  you  is  ever- 
present  as  more  and  more  people  in  their  40's  and  50's  are  being  diagnosed.  Any  one  of  us 
could  get  this  disease  at  any  time.  Had  he  not  gotten  sick,  my  husband  would  still  be  a 
productive,  tax  paying  member  of  society. 

I  implore  you  to  be  instrumental  in  preventing  this  scenario  for  others.  Right  now  we 
have  no  choices,  there  is  nothing  we  can  do  to  prevent  Alzheimer's  disease  and  almost  nothing 
if  we  get  the  disease.  We  need  choices  and  we  have  a  right  and  a  responsibility  to  try  to  find 
a  cure  and  ways  of  preventing  the  disease.  Thank  you  for  anything  you  can  do  to  help  make 
those  choices  a  reality. 
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Wednesday,  January  25,  1995. 

WITNESS 
JERRY  WIENER,  M.D.,  AMERICAN  PSYCHIATRIC  ASSOCIATION 

Mr.  Porter.  Our  next  witness  is  Jerry  Wiener,  M.D.,  American 
Psychiatric  Association.  Dr.  Wiener. 

Dr.  Wiener.  Thank  you,  Mr.  Chairman.  That  was  a  very  sober- 
ing experience,  I  must  say,  that  we  just  heard.  And  Alzheimer's,  of 
course,  is  one  of  the  conditions  that  affects  an  aging  population  and 
one  of  the  conditions  that  we  touch  on  in  our  concerns  about  men- 
tal illness  as  well. 

Chairman  Porter  and  Members  of  the  Subcommittee,  I  am  Dr. 
Jerry  Wiener,  Chairman  of  the  Department  of  Psychiatry  at  George 
Washington  University  here  in  Washington.  As  President  of  the 
American  Psychiatric  Association,  I  am  here  to  present  our  rec- 
ommendations regarding  the  fiscal  year  1996  appropriations  for  the 
National  Institutes  of  Mental  Health,  Drug  Abuse,  Alcohol  Abuse 
and  Alcoholism  and  the  Center  for  Mental  Health  Services,  the  lat- 
ter a  part  of  the  Substance  Abuse  and  Mental  Health  Services  Ad- 
ministration. 

First,  I  would  like  to  congratulate  you,  Mr.  Chairman,  as  you  as- 
sume the  leadership  role  of  this  important  Subcommittee.  You  now 
are  asked,  you  and  the  Subcommittee,  to  decide  funding  among 
many  meritorious  programs  with  limited  funds.  If  you  were  to 
make  informed  decisions,  you  need  to  know  what  works.  Clearly, 
research  works. 

During  your  deliberations  and  debate  on  these  issues,  I  urge  you 
to  listen  also  to  the  patients,  to  the  voices  of  our  citizens,  including 
those  such  as  Susan  Dime-Meenan,  whom  you  heard,  and  the 
members  of  the  National  Alliance  for  Mental  Illness. 

The  commitment  of  this  committee  to  the  support  for  research 
has  enhanced  the  quality  of  life  in  this  country  by  improving  the 
health  of  its  citizens.  My  written  testimony  contains  a  detailed  out- 
line of  our  budget  recommendations.  I  would  like  to  emphasize  just 
a  few  points,  illustrating  what  the\value  has  been  of  your  research, 
both  in  terms  of  the  quality  of  life  and  the  cost  benefits. 

Mental  illness  and  substance  abuse  are  among  our  Nation's  most 
prevalent  destructive  and  costly  public  health  problems.  Direct 
medical  care  costs  and  indirect  costs  totaled  more  than  $314  billion 
in  1990. 

First,  schizophrenia,  which  is  a  chronic  disorder,  strikes  young 
adults  with  tragic  consequences  for  both  patients  and  families, 
often  for  a  long  lifetime.  Clozapine,  one  of  the  newest  antipsychotic 
medications,  has  been  shown  to  reduce  the  symptoms  of  this  dis- 
ease, improve  the  quality  of  life  for  the  patients  and,  as  well, 
produce  substantial  savings  in  hospitalization  costs.  It  is  conserv- 
atively estimated  that  in  the  last  four  years  $1.6  billion  in  costs 
have  been  saved  by  virtue  of  this  treatment  improvement. 

NIMH-funded  genetic  and  brain  function  research  is  moving 
ahead  our  understanding  of  the  basic  causes  of  this  destructive  dis- 
order. 

Manic-depressive  illness  is  the  most  distinct  and  dramatic  of  the 
affective  disorders.  This  disorder  also  typically  has  its  onset  in  pro- 
ductive young  adults.  Today,  the  prospects  for  the  large  majority 
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of  patients  with  manic-depressive  illness  have  been  vastly  im- 
proved by  biomedical  and  behavioral  research.  Lithium  alone  has 
restored  millions  of  affected  lives  to  productive  function  and  has 
been  estimated  to  have  saved  the  U.S.  economy  more  than  $40  bil- 
lion in  the  last  25  years,  and  a  new  generation  of  medication  is 
now  being  introduced. 

Illegal  drugs  and  alcohol  exact  an  enormous  toll  on  the  health, 
the  morale  and  the  morals  of  our  Nation.  Our  young  people  are 
particularly  at  risk.  Reports  of  current  illicit  drug  use  by  high 
school  seniors  jumped  an  alarming  20  percent  in  1994.  Drugs  of 
abuse  affect  key  parts  of  the  brain.  Treatment  of  drug  abuse  is  best 
viewed  as  the  management  of  a  chronic,  relapsing  disease. 

Alcohol  abuse  leads  to  serious  pervasive  medical  illnesses  and,  of 
course,  to  such  consequences  as  auto  accidents  and  their  related 
deaths  and  maiming  and  the  contribution  of  alcohol  use  to 
impulsivity,  violence,  suicide  and  child  abuse,  to  name  but  a  few 
related  disorders.  The  first  new  drug  in  47  years  to  treat  alcohol- 
ism, naltrexone,  has  now  been  approved  by  the  U.S.  Food  and  Drug 
Administration. 

Investigators  at  the  National  Institute  on  Alcohol  Abuse  and  Al- 
coholism are  searching  for  the  genetic  markers  linked  with  alcohol- 
ism. Such  research  is  critical  for  early  identification  and  preven- 
tion. A  recent  cost-benefit  analysis  in  the  State  of  California  con- 
firmed that  alcohol  and  drug  abuse  treatments  are  effective,  find- 
ing that  California  taxpayers  save  $7  for  every  dollar  spent  on  the 
treatments  of  alcohol  and  drug  abuse. 

In  addition,  Congress  has  called  on  the  Center  for  Mental  Health 
Services  for  a  vigorous  Federal  leadership  role  in  mental  health 
services  delivery  and  policy  development.  One  of  their  most  suc- 
cessful programs  is  the  Children's  Mental  Health  Services  Pro- 
gram, authorizing  grants  to  States  and  communities  to  develop  sys- 
tems of  care.  The  program  is  focused  on  children  and  adolescents 
with  serious  disorders  and  on  services  which  support  families  to 
care  for  disturbed  youngsters  at  home.  Such  programs  and  the  re- 
search behind  them  are  enlightened  and  enormously  cost  bene- 
ficial. 

These  are  examples  of  the  value  that  the  research  provided  by 
our  institutes  can  provide,  and  I  thank  you  very  much  for  the  op- 
portunity to  testify.  I  would  be  glad  to  answer  any  questions. 

Mr.  Porter.  Dr.  Wiener,  we  thank  you  very  much  for  coming  be- 
fore the  subcommittee  and  testifying  today.  You  gave  a  very  good 
statement  for  us,  and  we  thank  you  for  being  with  us. 

Dr.  Wiener.  Thank  you. 

[The  prepared  statement  of  Jerry  Wiener,  M.D.,  follows:] 
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Chairman  Porter,  Congressman  Obey,  and  members  of  the  subcommittee,  I  am  Jerry  Wiener, 
M.D.,  Chairman  of  the  Department  of  Psychiatry  at  George  Washington  University.  As 
President  of  the  American  Psychiatric  Association  (APA),  a  medical  specialty  society 
representing  more  than  38,000  psychiatrists  nationwide,  I  am  here  to  present  the  APA's 
recommendations  regarding  the  Fiscal  Year  1996  appropriations  for  the  National  Institute  of 
Mental  Health  (NIMH),  the  National  Institute  on  Drug  Abuse  (NIDA),  the  National  Institute  on 
Alcohol  Abuse  and  Alcoholism  (NIAAA),  and  the  Center  for  Mental  Health  Services  (CMHS), 
the  latter  at  the  Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA).  I  am 
testifying  on  behalf  of  the  American  Psychiatric  Association,  American  Association  of  Chairmen 
of  Departments  of  Psychiatry,  and  the  American  Association  of  Directors  of  Psychiatric 
Residency  Training.  I  also  wish  to  associate  the  APA's  statement  with  the  testimony  of  the  Ad 
Hoc  Group  for  Medical  Research  Funding  and  the  Mental  Health  Liaison  Group. 

Before  proceeding  with  my  formal  testimony,  I  would  first  like  to  congratulate  you,  Chairman 
Porter,  as  you  assume  the  leadership  role  of  this  important  subcommittee.  Your  dedication 
through  service  to  this  institution,  this  government,  and  its  citizens  is  illustrative  of  your 
commitment  to  the  importance  of  the  programs  under  this  subcommittee's  jurisdiction. 

Mr.  Chairman,  members  of  the  subcommittee,  I  know  that  the  weeks  and  months  ahead  will 
present  you  with  difficult  choices.  It  is  never  easy  to  decide  among  meritorious  programs 
which,  in  most  difficult  budget  times,  should  benefit  from  an  increase  in  funding  or,  which 
among  them  should  be  level  funded,  reduced,  or  eliminated.  I  want  to  help  you  make  an 
informed  decision.  If  your  examination  is  to  include  a  cost/benefit  analysis,  you  need  to  know 
what  works.  Research  works.  Medical  research  sponsored  by  the  National  Institutes  of  Health 
(NIH)  holds  out  hope  of  improved  diagnoses,  prevention  methods,  treatments,  and  cures.  The 
commitment  of  this  committee  to  research  has  enhanced  the  quality  of  life  in  this  country  by 
improving  the  health  of  its  citizens.  Let  me  share  with  you  recent  outstanding  research 
accomplishments  at  NIMH,  NIDA,  and  NIAAA,  and  what  they  have  meant  to  the  people  of  this 
nation. 

Mental  illness  and  substance  abuse  are  among  the  most  widespread,  destructive  and  costly  public 
health  problems  confronting  our  nation.  Over  50  million  adults  in  the  U.S.  suffer  from  mental 
disorders  or  alcohol  or  other  substance  abuse  disorders.  Our  nation's  direct  medical  care  costs 
and  indirect  costs  from  alcohol,  drug  abuse,  and  mental  illnesses  totalled  more  than  $314  billion 
in  1990.  While  estimates  of  the  number  of  afflicted  individuals  and  the  economic  costs  to 
society  are  awesome  enough,  such  figures  cannot  convey  the  human  toll  of  these  disorders  on 
both  the  patients  and  their  families.  These  people  struggle  daily  with  severely  disrupted  lives 
and  with  the  personal  and  social  costs  of  their  disorders,  including  the  stigma  which  still 
surrounds  mental  illness.  Mental  illnesses  are  real;  they  are  diagnosable;  and  they  are 
treatable.   Research  has  dramatically  altered  our  understanding  and  response  to  mental  illness. 


Schizophrenia,  the  most  chronic  and  disabling  of  severe  mental  disorders,  strikes  young  adults 
with  tragic  consequences  for  both  patients  and  families.  Schizophrenia  seems  to  worsen  and 
become  better  in  cycles  known  as  relapse  and  remission.  At  times,  some  people  suffering  from 
schizophrenia  appear  relatively  normal.  However,  during  the  acute  or  psychotic  phase,  people 
Persons  with  schizophrenia  cannot  think  straight  and  may  lose  all  sense  of  who  they  and  others 
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are.  Patients  suffer  from  debilitating  social  withdrawal,  apathy,  delusions  and  hallucinations, 
hearing  voices  that  simply  aren't  there.  Clozapine,  one  of  the  newest  anti-psychotic  medications, 
has  been  shown  to  reduce  the  symptoms  of  the  disease  and  improve  the  quality  of  life  for 
patients  as  well  as  produce  substantial  savings  in  hospitalization  costs.  In  a  recent  NIMH-funded 
study  at  Case-Western  Reserve  University  of  severely  ill  patients  with  treatment-resistant 
schizophrenia  who  were  maintained  on  clozapine  for  over  2  years,  total  cost  savings  averaged 
$22,937  per  patient.  Applying  these  findings  to  the  75,000  persons  with  schizophrenia  who 
began  taking  Clozapine  between  1990  and  1994,  it  is  conservatively  estimated  that  $1.6  billion 
has  been  saved.   That  is  $967  million  more  than  the  entire  NIMH  budget  for  FY  1995. 

Manic-depressive  or  bipolar  illness  is  the  most  distinct  and  dramatic  of  the  affective  disorders. 
People  with  bipolar  illness  have  mood  swings  from  depression  to  mania,  generally  with  periods 
of  normal  mood  between  the  extremes.  The  length  of  this  cycle,  from  towering  elation  to  near 
despair,  varies  from  person  to  person.  Today,  the  prospects  for  the  vast  majority  of  patients 
with  manic  depressive  illness  have  been  vastly  improved  by  biomedical  and  behavioral  research. 
Psychopharmacologic  treatments,  including  lithium  and  a  new  generation  of  medications,  and 
adjunctive  psychosocial  treatments,  can  return  most  patients  to  normal  functioning.  Lithium 
alone  has  been  estimated  to  have  saved  the  U.S.  economy  more  than  $40  billion  since  1970. 
This  is  approximately  80  times  the  entire  current  research  budget  for  all  mental  illnesses. 

Modern  molecular  biology  and  biomedical  imaging  are  providing  revolutionary  new  insights  into 
the  biological  and  genetic  underpinnings  of  depression  and  mania,  which  will  provide  better 
diagnostics  and  new  treatments  for  the  affective  disorders.  NIMH  funded  research  is  currently 
being  conducted  at  Rush-Presbyterian-St.  Luke's  Medical  Center  in  Chicago  on  a  genetic  linkage 
of  the  affective  disorders.  The  discovery  of  linkage  would  help  clarify  the  pathophysiology  and 
developmental  course  of  the  affective  disorders  with  the  potential  of  successful  early 
intervention. 

The  American  Psychiatric  Association  is  one  of  the  twenty-five  endorsers  of  a  Report  Card  on 
the  National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders;  The  Midway 
Point.  This  pioneering  evaluation,  to  be  released  on  February  1,  details  the  NIMH 
implementation  of  the  five-year  National  Plan  for  Research  on  Child  and  Adolescent  Mental 
Disorders,  which  is  in  its  final  year  of  funding.  The  Report  Card  assesses  the  NIMH  allotment 
of  resources  for  1)  basic  and  clinical  research,  2)  efforts  to  build  the  numbers  of  researchers, 
and  3)  distribution  of  research  findings.  Gains  in  the  funding  of  research  for  child  and 
adolescent  mental  disorders  have  been  commensurate  with  an  overall  increase  in  the  NIMH's 
total  research  budget.  Yet,  the  proportion  of  research  funds  (19-23  percent)  directed  toward 
child  and  adolescent  disorders  has  not  changed  during  the  past  seven  years.  These  figures  fall 
short  of  what  was  called  for  in  the  National  Plan  and  do  not  reflect  the  priority  that  research  in 
this  area  should  receive.  We  have  known  since  an  Institute  of  Medicine  report  in  1985, 
Research  on  Mental  Illness  and  Addictive  Disorders:  Progress  and  Prospects,  that  research  into 
disorders  of  childhood  and  adolescence  was  lagging  behind  all  other  research.  Almost  ten  years 
later,  after  specific  recommendations  from  the  House  and  Senate  Committees  on  Appropriations, 
the  level  of  support  needed  to  assure  consistent  growth  in  this  research  field  remains  insufficient. 


Illegal  drugs  exact  an  enormous  toll  on  the  health  of  our  nation.     Our  young  people  are 
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particularly  at  risk.  Reports  of  current  illicit  drug  use  by  high  school  seniors  jumped  an 
alarming  20%  in  1994  from  18.3%  to  21.9%.  Drugs  of  abuse  affect  key  parts  of  the  brain, 
interfering  with  the  basic  biological  processes  involved  in  pleasure,  mood,  and  reward.  There 
is  accumulating  evidence  that  our  individual  genetic  makeup  and  our  social  and  cultural 
surroundings  may  affect  how  vulnerable  we  are  to  the  addicting  properties  of  drugs.  In  its  most 
severe  form,  drug  abuse  becomes  drug  dependence  or  addiction  and  is  characterized  by  tolerance 
to,  craving  for,  and  compulsive  use  of  drugs.  Treatment  of  drug  abuse  is  best  viewed  as  the 
management  of  a  chronic,  relapsing  disease,  and  as  such,  can  be  very  effectively  treated  in  a 
manner  similar  to  other  chronic  diseases  like  diabetes,  hypertension  and  asthma. 

Scientists  have  developed  the  first  new  medication  approved  in  a  decade  for  treating  heroin 
and  other  opiate  addictions,  LAAM  (1-alpha-acetyl  methadol).  LAAM,  administered  every  other 
day,  breaks  addicts  of  their  daily  drug  seeking  behavior.  Developed  with  funding  from  the 
National  Institute  on  Drug  Abuse,  LAAM  fosters  greater  compliance  than  methadone,  because 
the  patient  does  not  have  to  make  daily  trips  to  the  clinic  for  the  medication.  Treating  drug 
abuse  is  far  less  expensive  than  alternatives.  One  year  of  methadone  treatment  for  heroin 
addiction  costs  $3,500.  One  year  of  incarceration  costs  $39,000.  One  year  of  untreated 
addiction  costs  society  an  estimated  $43,200  (in  direct  and  indirect  costs). 

Alcohol  abuse,  characterized  by  chronic  and  heavy  drinking,  produces  such  medical 
consequences  as  liver  disease  and  pancreatitis  and  contributes  to  cardiovascular  disorders,  certain 
cancers,  and  immune,  endocrine,  and  reproductive  system  illness.  Alcohol  is  a  teratogen 
capable  of  inducing  congenital  defects,  growth  retardation,  learning  disabilities,  and  other 
disorders.  The  National  Institute  on  Alcohol  Abuse  and  Alcoholism  established  that  Fetal 
Alcohol  Syndrome  is  caused  by  alcohol  per  sg,  galvanizing  efforts  to  alert  women  and  the 
medical  community  to  the  dangers  of  drinking  during  pregnancy. 

There  is  good  news  on  the  battle  against  alcoholism.  The  first  new  drug  in  47  years  to  treat 
alcoholism,  naltrexone,  was  approved  by  the  U.S.  Food  and  Drug  Administration  on  December 
31,  1994.  Unlike  Antabuse,  the  currently  prescribed  drug  that  makes  the  user  severely 
nauseated  when  he  or  she  drinks  alcohol,  naltrexone  works  by  blocking  both  the  craving  for 
alcohol  and  the  pleasure  of  getting  high.  When  combined  with  behavioral  interventions, 
naltrexone  allows  as  many  as  three-quarters  alcoholics  to  avoid  a  relapse,  compared  with  fewer 
than  half  of  those  who  received  counseling  alone. 

Investigators  at  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  are  searching  the  entire 
human  genome  for  genetic  markers  linked  with  alcoholism.  In  the  process  of  this  search,  they 
will  be  able  to  rigorously  test  the  involvement  of  a  number  of  genes  hypothesized  to  contribute 
to  susceptibility  to  alcoholism,  and  perhaps  discover  contributions  from  other  genes  not  yet 
suspected  of  involvement  with  alcoholism.  This  major  multidiciplinary,  collaborative  research 
study  involves  six  research  institutions  in  New  York,  Connecticut,  Missouri,  Indiana,  Iowa,  and 
California.  It  is  a  pedigree  study  that  uses  molecular  genetic  techniques  to  establish  the  genetic 
typing  of  a  total  of  2,400  individuals  comprising  several  hundred  families  in  which  alcoholism 
is  multiply  represented.  It  is  hoped  that  we  will  be  able,  eventually,  to  detect  the  disease  before 
its  damage  becomes  irreversible. 

NIDA  and  NIAAA  are  committed  to  developing  effective  treatments  for  drug  abuse  and 
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addiction.  A  recent  cost-benefit  analysis,  financed  by  the  state  of  California,  is  regarded  as  the 
most  comprehensive  study  of  its  kind  ever  conducted  in  the  United  States.  It  confirmed,  as  other, 
smaller  studies  have  revealed,  that  alcohol  and  drug  abuse  treatments  are  effective.  The 
survey  found  that  California  taxpayers  saved  $7  for  every  dollar  spent  on  treatment  of  alcohol 
and  drug  abuse.  In  1992,  the  cost  of  treating  approximately  150,000  individuals  was  $200 
million.   Savings  of  $1.5  billion  were  largely  due  to  reductions  in  crime  and  health  care  costs. 

The  investment  this  subcommittee  has  dedicated  to  research  has  greatly  expanded  our  ability  to 
understand  and  treat  mental  disorders  and  the  interrelated  illnesses  of  alcoholism  and  drug  abuse. 
Examples  include: 

Neuroimaging:  The  extraordinary  variety  and  sophistication  of  neuroimaging  technology  is 
revolutionizing  our  ability  to  understand  and  visualize  both  the  structure  and  function  of  the 
living  brain.  Advanced  neuroimaging  capability  has  dramatically  improved  our  ability  to 
diagnose  illnesses  and  disorders  such  as  schizophrenia,  brain  tumors,  manic  depressive  illness 
and  stroke,  and  will  play  a  critically  important  role  in  the  development  of  new  treatment 
protocols. 

Brain  Structure:  Studies  on  normal  molecular  and  cellular  development,  genetics  and 
biochemical  functions  in  the  brain  may  explain  the  underpinnings  of  numerous  brain  disorders 
and  diseases.  A  deeper  understanding  of  how  the  blood  barrier,  for  example,  maintains  its 
integrity,  how  it  breaks  down  under  certain  condition,  how  it  is  reconstituted  after  injury,  and 
the  methods  to  cross  the  barrier  with  therapeutics  will  have  treatment  applications  for  a  spectrum 
of  psychiatric  and  neurological  disorders  and  for  the  treatment  of  pain. 

Cognitive  Function:  Exciting  new  studies  are  underway  to  understand  the  biological  bases  of 
cognitive  functions  —  memory,  language  and  learning.  These  studies  hold  the  key  to 
understanding,  preventing  and  treating  the  catastrophic  needs  of  those  afflicted  with  dementias 
caused  by  Alzheimer's  Disease,  stroke  and  AIDS-related  dementia;  the  loss  of  cognitive  function 
due  to  the  aging  process,  head  trauma  and  other  factors. 

Brain  and  Behavior:  Understanding  the  role  of  the  brain  in  alcoholism,  drug  abuse, 
depression,  suicide  and  other  "dysfunctional"  disorders  will  lead  the  way  toward  developing  new 
treatment  and  prevention  strategies.  For  example,  understanding  the  role  of  brain  dopamine 
receptor  location  and  function  may  explain  drug-seeking  behavior  and  lead  to  therapeutic 
treatments  for  minimizing  the  severe  craving  experienced  by  chronic  cocaine  users. 

The  APA  proposes  that  the  research  budgets  for  the  NIMH,  NIDA,  and  NIAAA  be  increased 
to  a  level  minimally  appropriate  to  the  quality  of  the  science  which  merits  support,  as  follows: 
$696  million  for  NIMH;  $600  million  for  NIDA;  and  $238  million  for  NIAAA.  These 
recommendations  include  critical  research  training  and  research  management  and  support 
activities,  as  well  as  support  for  AIDS  research.  These  recommended  budgets  would  allow  the 
institutes  to  support  high  quality  research  project  grant  applications  at  rates  that  will  not 
discourage  excellent  investigators  even  from  applying  for  assistance. 

Mental  health  services  programs  are  now  administered  by  the  Center  for  Mental  Health  Services 
(CMHS)  at  the  Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA). 
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Congress  has  called  on  CMHS  for  a  vigorous  federal  leadership  role  in  mental  health  services 
delivery  and  policy  development.  One  of  the  most  successful  programs  at  CMHS  is  the 
Children's  Mental  Health  Services  Program.  This  committee  endorsed  the  program  with 
generous  increases  in  appropriations  in  FY  1994  and  FY  1995. 

As  you  know,  the  program  authorizes  grants  to  states  and  communities  to  stimulate  the 
development  of  interagency  systems  of  care  for  children  and  adolescents  with  mental,  emotional 
or  behavioral  disorders.  The  philosophy  of  the  program  is  child-centered,  with  requirements  for 
individualized  services  (sometimes  known  as  wrap-around  services),  and  on  services  which 
support  families  to  care  for  very  sick  youngsters  at  home.  We  recommend  a  funding  level  of 
$100  million. 

We  also  present  for  your  consideration  the  following  funding  recommendations: 

$15  million  for  riiniral  Training  at  the  SAMHSA  Center  for  Mental  Health  Services  to  better 
ensure  the  placement  of  personnel  in  shortage  areas  and  in  public  facilities  and  to  improve  the 
quality  of  training  provided  to  mental  health.  The  Clinical  Training  Program  at  CMHS  includes 
the  Minority  Fellowship  Program.  Congress  requires  that  clinical  trainees  who  receive  stipends 
pay  back  one  month  of  service  for  each  month  of  support,  except  for  programs  lasting  fewer 
than  180  days.  According  to  the  June  18,  SAMHSA  1993  Report  to  Congress,  93  percent  of 
the  trainees  who  have  completed  their  training  have  either  completed  or  are  doing  their  payback 
service. 

$450.0  million  for  the  Block  Grants  for  Community  Mental  Health  Services  program  for 
SAMHSA'  Center  for  Mental  Health  Services.  At  a  time  when  state  governments  are  facing 
severe  budgetary  constraint,  there  can  be  no  overriding  reason  for  holding  at  the  current 
appropriation  this  program  that  provides  critically  needed  services  to  the  mentally  ill. 

$36.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Community  Support 
Program  and  Child/ Adolescent  Services  System  Program  (CAP/CASSP);  $10.0  million  for 
the  SAMHSA  Center  for  Mental  Health  Services  Prevention  initiatives;  $31.0  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  "Access"  Homeless  Demonstration  programs  and 
200  million  for  the  SAMHSA  Center  for  Mental  Health  Services  PATH  Homeless  State  Grant 
Program.  $10Q.O  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Children's  and 
Communities'  Mental  Health  Systems  Improvement  Program.  $15.0  Million  for  the 
SAMHSA  Center  for  Mental  Health  Services  AIDS  Mental  Health  Demonstrations  Program. 

Thank  you  for  the  opportunity  to  testify  before  your  subcommittee.  I'd  be  glad  to  respond  to  any 
questions. 
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DONALD  N.  BERSOFF,  Ph.D.,  J.D.,  AMERICAN  PSYCHOLOGICAL  ASSO- 
CIATION 

Mr.  Porter.  Donald  Bersoff,  Ph.D.,  J.D.,  American  Psychological 
Association.  Dr.  Bersoff. 

Dr.  Bersoff.  Good  morning,  Mr.  Chairman,  Members  of  the  sub- 
committee. Thank  you  for  the  opportunity  to  testify  today  on  behalf 
of  the  American  Psychological  Association,  which  represents  over 
124,000  psychologists.  I  myself  am  a  psychologist  and  a  lawyer, 
and  I  direct  a  law  and  science  program  at  the  Medical  College  of 
Pennsylvania,  Hahnemann  University,  and  the  Villanova  Law 
School  in  Pennsylvania. 

As  others  have  done,  we  have  provided  you  written  testimony 
which  we  hope  will  be  a  part  of  the  record. 

This  morning  I  want  to  stress  three  crucial  points:  first  of  all,  the 
role  of  the  National  Institutes  of  Health  in  reducing  health-harm- 
ing behaviors;  two,  the  use  of  research  to  help  local  communities 
develop  effective  health  and  mental  health  services;  and,  three,  the 
importance  of  educating  and  training  future  researchers  and  serv- 
ice providers. 

The  health  research  enterprise  in  this  country  is  truly  one  of  our 
Nation's  proudest  achievements.  Improvements  in  health  care  that 
our  parents  and  grandparents  could  scarcely  imagine  have  been 
possible  because  our  country  has  invested  in  the  training  of  sci- 
entists and  the  funding  of  careful  behavioral  and  biomedical  re- 
search over  many  decades.  For  our  children  and  our  grandchildren 
to  continue  to  reap  the  benefits  of  this  research  investment,  we 
must  find  a  way  to  sustain  its  progress. 

As  many  as  a  half  of  the  two  million  deaths  in  the  United  States 
each  year  could  be  prevented  and  health  costs  radically  reduced  if 
people  simply  altered  the  most  common  behavioral  determinants  of 
illness  and  injury:  the  use  of  tobacco,  alcohol  and  substance  abuse, 
poor  eating  habits,  and  the  failure  to  use  seat  belts,  among  other 
examples. 

The  psychological  research  funded  by  the  National  Institutes  of 
Health  is  vital  if  we  are  to  learn  the  most  effective  ways  of  prevent- 
ing the  onsets  of  these  and  other  health-harming  behaviors,  of 
helping  people  to  change  these  behaviors  and  sustain  health-pro- 
moting behaviors,  and  in  providing  treatments  in  the  most  effective 
ways  possible. 

I  think  we  have  also  heard  testimony  today  that  disease  is  not 
only  a  physical  disease  but  there  are  psychological  components  to 
disease,  and  this  is  another  area  in  which  psychological  research 
and  behavioral  intervention  can  help. 

At  the  National  Institute's  Office  of  Behavioral  and  Social 
Sciences  Research,  however,  there  has  been  no  genuine  infrastruc- 
ture to  coordinate  that  research.  Because  this  office  can  coordinate 
and  leverage  resources  within  NIH  to  focus  on  the  behavioral  is- 
sues in  health  that  complicate  the  prevention  and  cure  of  some  of 
our  most  intractable  health  problems,  it  will  prove  very  valuable 
indeed,  well  worth  the  modest  investment  already  made  in  its  es- 
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tablishment.  We  strongly  recommend  continued  support  for  the  Na- 
tional Institute's  Office  of  Behavioral  and  Social  Sciences  Research. 

There  are  many  ways  in  which  research  has  been  used  to  develop 
more  effective  services  in  communities.  One  example  is  the  commu- 
nity prevention  planning  model  being  supported  by  the  Center  for 
Disease  Control  and  Prevention.  Conceived  as  a  means  of  providing 
local  control,  flexibility  and  community  empowerment  for  the  devel- 
opment of  prevention  programs,  this  model  has  been  tremendously 
successful  in  its  first  year  as  a  strategy  for  developing  locally  driv- 
en, scientifically  based  HIV  prevention  plans.  On  the  basis  of  these 
local  plans,  noncompetitive  grants,  in  which  the  CDC  provides 
technical  guidance  and  assistance,  are  provided  to  States  and  local- 
ities hardest  hit  by  the  AIDS  epidemic. 

We  are  particularly  concerned,  however,  about  current  proposals 
to  convert  funding  for  particular  CDC  programs  into  block  grants. 
These  proposals  may  undermine  critical  research  programs  in  the 
transfer  of  technological  interventions.  We  cannot  let  public  health 
infrastructure  create  wasteful  and  duplicative  programs  at  the 
State  level  and  dilute  the  community  planning  process.  We  may  be 
fighting  an  uphill  battle,  but  we  do  urge  Congress  to  reject  the  at- 
tempts to  create  block  grants  of  CDC's  programs  and  to  continue 
to  support  an  increase  in  funding  for  CDC's  AIDS  prevention  pro- 
grams. 

The  third  and  final  area  where  an  investment  now  pays  off  later 
is  training.  It  is  more  important  than  ever  to  support  the  education 
and  training  of  mental  health  professionals.  The  increase  of  behav- 
ioral-based social  problems  such  as  violence,  teen  pregnancy  and 
the  spread  of  AIDS,  especially  among  groups  of  people  who  have 
poor  access  to  mental  health  and  other  social  services,  continues  to 
tax  the  Nation's  safety  net  and  health  care  programs,  resulting  in 
an  increased  cost  for  all  Americans. 

Despite  the  pressing  national  need  for  services  delivered  by  well- 
trained  providers,  the  mental  health  work  force  is  limited  in  scope. 
There  is  a  severe  shortage  of  minority  providers  and  of  profes- 
sionals willing  to  work  in  underserved  areas  such  as  small  towns. 
Clinical  training  programs  at  the  Substance  Abuse  and  Mental 
Health  Administration  Center  for  Mental  Health  Services  provide 
funding  and  assistance  to  meet  the  training  needs  of  mental  health 
professionals,  working  with  special  populations  such  as  ethnic  and 
cultural  minorities  and  those  living  in  rural  communities. 

These  are  the  only  Federal-funded  programs  that  specifically  tar- 
get the  training  of  mental  health  providers  to  serve  in  public  and 
nonprofit  settings.  It  is  critical  that  they  be  supported  and  retained 
as  autonomous  grants  geared  to  specific  underserved  populations. 

I  appreciate  the  opportunity  to  present  these  views  of  the  Amer- 
ican Psychological  Association. 

Mr.  Porter.  Dr.  Bersoff,  we  thank  you  very  much  for  coming  to 
present  your  views,  and  we  appreciate  your  testimony  this  morn- 
ing. Thank  you  for  being  with  us  as  well. 

[The  prepared  statement  of  Donald  N.  Bersoff,  Ph.D.,  J.D.,  fol- 
lows:] 
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Good  morning,  Mr.  Chairman,  and  members  of  the  Subcommittee.  I  am  Don  Bersoff,  Ph.D.,  J.D., 
a  member  of  the  Board  of  Directors  of  the  American  Psychological  Association  (APA),  a 
psychologist  and  a  lawyer  at  the  Medical  College  of  Pennsylvania-Hahnemann  University,  and  the 
Villanova  Law  School  in  Pennsylvania,  where  I  direct  the  Law  and  Science  Program.  Thank  you 
for  this  opportunity  to  testify  on  behalf  of  the  APA,  a  scientific  and  professional  organization 
representing  over  124,000  psychologists.  APA  members  are  actively  engaged  in  the  provision  of 
critical  health,  education,  and  mental  health  services  to  your  constituents.  In  addition,  about  one- 
quarter  of  our  members  are  conducting  critical  research  on  topics  as  diverse  as  aging,  the  brain, 
substance  abuse,  child  development,  learning  disabilities,  violence,  and  behavioral  factors  related 
to  health  promotion  and  disease  prevention. 

Our  testimony  today  will  highlight  several  areas  that,  we  believe,  are  important  investments  in  the 
nation's  future:  behavioral  research  on  health,  prevention  and  treatment  services,  and  training  of 
mental  health  professionals.  In  addition  to  the  comments  made  here,  we  support  the  funding 
recommendations  made  by  the  Mental  Health  Liaison  Group,  the  National  Organizations  Responding 
to  AIDS  (NORA),  the  Coalition  for  AIDS  Prevention  and  Education  (CAPE),  and  the  Ad  Hoc  Group 
for  Medical  Research  Funding.  These  groups  will  be  forwarding  their  specific  recommendations 
to  the  Committee  in  the  weeks  ahead. 

HEALTH  AND  BEHAVIOR  RESEARCH 

The  health  research  enterprise  in  this  country  is  truly  one  of  our  nation's  proudest  achievements. 
The  development  of  effective  treatments  for  severe  mental  disabilities,  the  lifesaving  care  possible 
for  the  tiniest  premature  babies,  and  advances  in  the  management  of  chronic  illnesses  such  as 
diabetes,  are  improvements  in  health  care  that  our  parents  and  grandparents  could  scarcely  imagine. 
But  these  advances  are  realities  only  because  our  nation  has  invested  in  the  training  of  scientists  and 
the  funding  of  careful  research  over  many  decades.  In  a  year  in  which  Congress  and  the  American 
people  are  re-examining  attitudes  toward  federal  spending,  it  is  important  to  remember  that  we  are 
all  now  reaping  the  benefits  of  our  federal  investment  in  health  research,  and  for  our  children  and 
grandchildren  to  do  so,  we  must  find  a  way  to  sustain  the  progress. 

Nl H  Office  of  Behavioral  and  Social  Sciences  Research 

In  large  part  due  to  NIH-funded  behavioral  research,  our  understanding  of  the  ways  in  which  good 
health  habits  lengthen  and  improve  the  quality  of  life  has  grown  significantly.  This  psychological 
research  at  the  National  Institutes  of  Health  is  central  to  the  missions  of  all  the  NIH  institutes.  Until 
now,  however,  there  has  been  no  real  infrastructure  to  coordinate  that  research.  The  Office  of 
Behavioral  and  Social  Sciences  Research  (OBSSR)  in  the  Office  of  the  Director  was  established  in 
the  1993  Nffl  Revitalization  Act  to  fill  that  void.  When  a  Director  is  in  place,  this  office  will 
facilitate  the  coordination  of  NTH  institutes  in  their  funding  of  behavioral  and  social  research,  for 
example,  on  ways  to  increase  the  likelihood  that  patients  will  adhere  to  programs  of  exercise  and 
diet,  or  will  follow  a  complicated  medical  regimen. 

This  subcommittee  has  recently  heard  testimony  claiming  that  OBSSR  is  unnecessary  because 
physicians  already  counsel  patients  on  the  importance  of  healthy  lifestyles.  That  testimony  was 
clearly  uninformed  about  the  extent  to  which  research  is  needed,  and  the  degree  to  which  we  are 
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applying  what  we  already  know.  It's  true  that  some  people  will  change  their  behavior  quickly  when 
problems  are  pointed  out  to  them,  but  most  gains  are  not  achieved  nearly  so  easily.  As  many  as 
half  of  the  two  million  deaths  in  the  U.S.  each  year  could  be  prevented  if  people  altered  the  most 
common  behavioral  determinants  of  illness  and  injury:  use  of  tobacco,  alcohol  and  substance  abuse, 
poor  eating  habits,  and  failure  to  use  seat  belts,  among  others.  Such  changes  could  radically  reduce 
health  care  costs.  Behavioral  research  at  NIH  ranges  from  very  basic  animal  behavior  studies,  to 
applied  studies  on  such  topics  as  the  most  effective  techniques  to  encourage  healthy  behaviors  in 
mothers-to-be.  To  the  extent  that  OBSSR  can  coordinate  and  leverage  resources  within  NIH  to 
focus  on  the  behavioral  issues  in  health  that  complicate  the  prevention  and  cure  of  some  of  our  most 
intractable  health  problems,  it  will  be  a  very  valuable  office  indeed,  and  well  worth  the  modest 
investment  already  made  in  its  establishment. 

NIH  Office  of  AIDS  Research 

Research  funded  by  the  National  Institute  of  Drug  Abuse  (NIDA)  and  National  Institute  of  Mental 
Health  (NIMH)  on  behavioral  change  programs  to  reduce  HIV  transmission  has  resulted  in 
impressive  findings.  For  example,  controlled  prevention  trials  with  runaway  youths  in  a  New  York 
City  residential  shelter  succeeded  in  significantly  reducing  sexual  risk  behaviors;  community 
intervention  studies  led  to  reductions  in  high-risk  drug  use  among  intravenous  drug  users;  and  other 
studies  have  identified  technologies  to  reduce  high-risk  sexual  behavior  among  gay  men. 

As  HTV  is  spread  primarily  through  risk  behaviors,  it  is  critical  to  focus  greater  research  efforts 
toward  behavioral  change  technology.  Currently,  for  example,  the  fastest  growing  vector  of  the 
epidemic  lies  in  the  direct  or  indirect  spread  of  the  virus  resulting  from  substance  abuse.  Even  if 
a  vaccine  or  cure  for  HIV  disease  are  found  in  the  near  future,  behavioral  change  efforts  will  still 
be  needed  to  eradicate  the  virus.  We  therefore  strongly  support  an  increased  commitment  of 
the  federal  government  to  behavioral  and  biomedical  AIDS  research  at  the  NIH. 

National  Institute  for  Occupational  Safety  and  Health  (NIOSH) 

Since  1971,  NIOSH  has  maintained  a  vigorous  program  of  research  to  improve  worker  health  and 
productivity  that  is  not  duplicated  by  any  other  federal  agency  or  private  entity.  This  research  is 
aimed  at  improving  the  productivity  of  American  workers  and  ensuring  that  U.S.  businesses  can 
successfully  compete  with  those  of  any  other  nation. 

In  the  area  of  workplace  stress,  for  example,  NIOSH  has  supported  applied  laboratory  and  field 
studies  of  risk  factors  for  occupational  stress,  health  and  performance  effects,  and  intervention 
strategies.  Psychological  disorders  resulting  from  stress  are  among  the  nation's  major  workplace 
issues,  affecting  job  productivity  and  healthcare  costs.  Seven  out  of  ten  Americans  report  that  job 
stress  is  causing  frequent  health  problems,  and  almost  half  rate  their  jobs  as  "highly  stressful". 
Stress-related  absenteeism,  lower  productivity,  medical  insurance  costs,  and  the  re-hiring  and  re- 
training of  workers  result  in  estimated  losses  to  U.S.  businesses  of  more  than  $150  billion  each  year. 
In  response  to  these  concerns,  NIOSH  has  led  the  federal  effort  to  explore  ways  in  promote  healthy 
workplaces  and  to  create  less  stressful  job  sites. 

Maintaining  the  federal  role  in  workplace  health  research,  and  keeping  the  functions  of  this  agency 
separate   from   other   federal   regulatory   arms,   such   as   the   Occupational   Safety   and   Health 
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Administration  (OSHA),  is  imperative  to  ensure  that  government  can  promote  sound  business  and 
economic  development.  We  urge  you  to  provide  sufficient  support  to  NIOSH  to  expand  these 
essential  programs. 

PREVENTION  AND  TREATMENT  SERVICES 

AIDS  Prevention  and  Treatment  Research  and  Services 

HIV/AIDS  Mental  Health  Service  Demonstration  Grants  -  Last  year,  HHS  Secretary  Donna  E. 
Shalala  announced  the  first  federal  grants  ever  awarded  specifically  to  develop  mental  health 
services  for  persons  living  with  HIV/AIDS  and  their  families  through  a  cooperative  arrangement 
between  the  Health  Resources  and  Services  Administration,  the  National  Institutes  of  Health,  and 
the  Center  for  Mental  Health  Services.  Ten  sites  were  awarded  funds  to  develop  mental  health 
programs  specifically  for  the  needs  of  persons  with  HTV/AIDS. 

While  the  $4. 1  million  program  represents  a  small  amount  of  money  relative  to  the  overall  HHS 
budget,  these  demonstration  grants  serve  as  a  model  of  government  efficiency  and  responsiveness 
to  a  critical  public  health  need,  and  therefore  should  be  maintained.  Providing  mental  health 
services  to  people  with  AIDS  not  only  helps  to  address  the  emotional  distress,  anxiety,  and 
depression  that  may  follow  a  diagnosis  of  AIDS,  but  these  services  also  improve  the  quality  of  life 
of  HIV-infected  persons,  reduce  the  number  of  primary  care  visits  (thus  reducing  health  care  costs), 
help  infected  persons  continue  to  lead  productive  lives,  and  reduce  the  possibility  of  continued 
transmission  of  the  disease  by  promoting  behavioral  change. 

In  addition,  evaluations  of  program  effectiveness  will  serve  to  ensure  that  taxpayer  funds  are  spent 
wisely  to  promote  public  health  and  safety.  We  therefore  urge  you  to  fund  the  HIV/AIDS 
Mental  Health  Demonstration  project  as  a  stand-alone  grant  program  for  FY  1996. 

CDC  Community  Prevention  Planning  Program  -  AIDS-specific  prevention  efforts  at  the  Centers 
for  Disease  Control  and  Prevention  (CDC),  as  highlighted  by  the  CDC  Advisory  Committee  on  the 
Prevention  of  HIV  Infection,  should  shift  from  the  past  emphasis  on  counseling,  testing,  and  partner 
notification  programs  toward  the  "front  end"  of  the  epidemic  -  that  is,  the  development  and 
implementation  of  behavioral  technologies  to  reduce  risk  behaviors  among  target  populations.  Such 
behaviorally-based  prevention  strategies  are  the  most  effective  and  least  costly  means  of  slowing 
the  AIDS  epidemic. 

Conceived  as  a  means  of  providing  local  control,  flexibility,  and  community  empowerment  for  the 
development  of  prevention  programs,  the  CDC  Community  Prevention  Planning  model  has  been 
tremendously  successful  in  it's  first  year  as  a  strategy  for  developing  locally  driven,  scientifically- 
based  HTv*  prevention  plans.  Non-competitive  grants  are  provided  to  states  and  localities  hardest 
hit  by  the  epidemic  on  the  basis  of  these  plans,  for  which  the  CDC  provides  technical  guidance  and 
assistance. 

We  urge  continued  support  for  this  program.  We  are  particularly  concerned,  however,  about  current 
proposals  to  merge  certain  CDC  programs  into  block  grants,  which  may  undermine  critical  research 
programs  and  the  transfer  of  technological  innovations,  weaken  the  public  health  infrastructure, 
create  wasteful  and  duplicative  programs  at  the  state  level,  and  dilute  the  community  planning 
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process.  We  urge  Congress  to  reject  attempts  to  create  block  grants  of  CDC  programs,  and 
continue  to  support  and  increase  funding  for  CDC  ADDS  prevention  programs. 

The  Rvan  White  CARE  Act  -  Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE) 
funds  are  used  to  promote  early  treatment  for  people  with  HIV,  provide  direct  support  for  prevention 
of  the  further  spread  of  HTV,  and  assure  that  those  served  by  the  program  receive  the  most  cost- 
effective  care  possible.  The  flexibility  that  states  and  localities  have  for  using  Ryan  White  CARE 
funds  is  critical,  as  the  populations  most  at-risk  for  infection  and  the  modes  of  transmission  are 
changing  rapidly.  We  urge  the  committee  to  increase  support  for  the  CARE  Act  for  FY  1996. 

CDC  Prevention  Center  Program 

The  CDC  Prevention  Center  Program  is  designed  to  improve  the  Nation's  health  promotion  and 
disease  prevention  efforts  by  testing  and  refining  promising  intervention  strategies  through  research 
and  demonstration  activities.  Interventions  found  to  be  effective  through  research  can  then  be 
disseminated  to  populations  most  in  need.  Centers  focus  on  high  priority  public  health  concerns, 
such  as  disease  prevention  and  health  promotion  among  children  and  youth,  and  health  behaviors 
among  ethnic  minorities.  The  Centers  are  multidisciplinary  and  involve  partnerships  between 
academia,  state  and  local  health  departments,  newly-formed  health  care  alliances,  and  clinicians  and 
managed  care  facilities.  Each  Center  also  trains  public  health  professionals  in  applied  prevention 
research. 

This  program  promises  to  help  the  Nation  save  money  by  identifying  effective  ways  to  reduce  and 
prevent  disability  and  disease,  and  is  consistent  with  the  high  priority  this  Committee  has  given  to 
health  promotion  and  disease  programs.  We  urge  you  to  continue  support  for  this  important 
initiative. 

TRAINING  OF  MENTAL  HEALTH  PROFESSIONALS 

It  is  more  important  now  than  ever  to  support  the  education  and  training  of  mental  health 
professionals.  The  increase  of  behaviorally-based  social  problems  (violence,  teen  pregnancy,  spread 
of  AIDS),  especially  among  populations  that  have  poor  access  to  mental  health  and  other  social 
services,  continues  to  tax  the  nation's  safety-net  and  health  care  programs,  resulting  in  increased 
costs  for  all  Americans.  In  1993,  for  example,  there  were  approximately  47.5  million  children  and 
adults  who  suffered  from  mental  disorders,  most  of  whom  did  not  receive  services.  In  addition, 
there  are  approximately  400,000  cases  of  AIDS  in  the  United  States  and  an  estimated  two  million 
people  infected  with  HTV,  most  of  whom  suffer  from  unique  mental  health  needs.  Nevertheless,  the 
mental  health  workforce  is  limited  in  scope.  There  is  a  severe  shortage  of  minority  providers,  and 
of  professionals  willing  to  work  in  underserved  areas. 

CMHS  Clinical  Training 

Clinical  training  programs  at  the  Substance  Abuse  and  Mental  Health  Administration  (SAMHSA) 
Center  for  Mental  Health  Services  (CMHS)  provide  funding  and  assistance  to  meet  the  training 
needs  of  mental  health  professionals  working  with  special  populations.  As  such,  it  is  critical  to 
retain  these  programs  as  autonomous  grants  geared  to  specific  underserved  populations.  The  CMHS 
training  programs  for  mental  health  professionals  have  been  highly  successful.    By  the  beginning 
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of  1994, 7,219  trainees  had  completed  training  and  83%  of  them  had  paid  back  one  month  of  service 
for  each  month  of  their  traineeship  support.  Approximately  80%  of  former  trainees  continue  to 
work  in  public  or  non-profit  mental  health  facilities.  The  average  federal  investment  per  trainee  in 
the  Clinical  Training  program  has  been  $1 1,000,  a  modest  amount  to  prepare  professionals,  mostly 
minorities,  to  provide  mental  health  services  in  underserved  areas. 

There  are  no  other  federally-funded  programs  that  specifically  target  the  training  of  mental  health 
providers  to  serve  in  public  settings.  While  there  are  a  few  other  federal  financial  aid  programs  for 
health  professionals  for  which  mental  health  fields  are  eligible,  in  most  instances,  including  the  Title 
VII  programs  of  the  Public  Health  Service  Act,  support  of  students  in  mental  health  fields  has  not 
been  a  priority.  The  APA  urges  expanded  funding  of  the  CMHS  mental  health  training 
programs. 

CMHS  HTV/AIDS  Training 

Persons  with  HTV  infection  and  their  families  face  unique  mental  health  needs.  Professionals 
working  with  HIV-infected  people  often  need  to  help  clients  develop  adequate  coping  skills  for 
stress  associated  with  the  disease,  for  associated  stigma  and  discrimination,  and  for  sustained 
behavior  change  to  reduce  the  risk  of  further  transmission.  Since  1986,  the  SAMHSA  HIV/AIDS 
training  programs  have  provided  in-service  training  for  more  than  98,000  traditional  and  non- 
traditional  mental  health  providers  as  well  as  ancillary  medical  and  mental  health  care  providers  to 
help  these  professionals  to  meet  the  needs  of  persons  living  with  HIV.  Given  the  growing  number 
of  people  infected  with  HTV,  especially  among  underserved  or  disadvantaged  populations,  the  need 
for  adequately  trained  mental  health  and  other  health  professionals  to  address  HTV-related  needs  is 
increasing  rapidly.  In  the  late  1980's  Congress  recognized  these  needs  and  appropriated  $7  million 
in  FY  1896  for  this  program.  Currently,  appropriations  have  dropped  to  less  than  $3  million,  despite 
the  increased  need.  The  APA  therefore  urges  Congress  to  retain  this  vital  training  program  as 
a  separate  line  item,  and  to  increase  funding  for  this  program. 

National  Health  Service  Corps 

The  need  for  mental  health  services  in  underserved  areas  is  well-documented.  And,  I  thank  the 
Committee  for  the  support  it  provided  last  year  through  report  language  that  enabled  an  increase  in 
mental  health  services  to  rural  and  underserved  populations.  I  am  referring  to  a  cooperative  effort 
that  the  APA  undertook  last  year  with  the  National  Health  Service  Corps  (NHSC)  and  the  National 
Association  of  Community  Health  Centers  to  have  psychologists  and  other  mental  health  care 
providers  placed  in  Community  Health  Centers  with  the  support  of  the  NHSC  Loan  Repayment 
program.  Working  closely  with  the  NHSC  and  the  National  Association  of  Community  Health 
Centers,  12  community  health  centers  from  across  the  country  that  both  wanted  and  were  able  to 
support  psychologists  on  staff  were  identified.  The  NHSC  then  agreed  to  provide  loan  repayment 
to  these  psychologists,  the  first  ever  to  participate  in  this  program.  This  collaborative  effort  with 
the  NHSC  continues  this  year.  The  need  for  mental  health  services  in  underserved  areas  is  well 
known  and  the  NHSC  is  an  excellent  vehicle  for  providing  such  service.  We  therefore  urge  you 
to  increase  funding  in  Fiscal  Year  1996  for  the  NHSC  to  allow  the  expansion  of  NHSC  mental 
health  sites,  and  to  again  express  your  support  for  the  collaboration  between  the  NHSC,  the 
National  Association  of  Community  Health  Centers,  and  the  American  Psychological 
Association. 

Thank  you  for  the  opportunity  to  present  testimony  before  the  Committee. 
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Mr.  Porter.  We  thank  all  of  our  witnesses  for  their  appearance 
this  morning  and  for  staying  within  our  time  limits.  I  think  every- 
one did  a  very,  very  good  job. 

This  concludes  the  second  of  eight  days  of  public  witnesses.  We 
thank  all  of  you  for  being  here. 

The  subcommittee  will  be  in  recess  until  10  o'clock  tomorrow. 


Thursday,  January  26,  1995. 

WITNESS 

JOHN  S.  GUSTAFSON,  NATIONAL  ASSOCIATION  OF  STATE  ALCOHOL 
AND  DRUG  ABUSE  DHIECTORS 

Mr.  Porter.  The  subcommittee  will  come  to  order.  This  is  the 
third  of  eight  days  of  hearings  of  public  witnesses  on  the  agencies 
and  departments  and  programs  under  our  jurisdiction. 

We  want  to  welcome  all  of  you  this  morning.  I  will  say  at  the 
outset  that  we  will  be  very  strict  about  the  time  today  and  attempt 
to  keep  all  of  our  witnesses  within  five  minutes,  and  we  would  ap- 
preciate them  observing  that  limit. 

Our  first  witness  is  John  S.  Gustafson,  the  National  Association 
of  State  Alcohol  and  Drug  Abuse  Directors. 

Mr.  Gustafson,  welcome. 

Mr.  Gustafson.  Thank  you.  Good  morning,  Mr.  Chairman,  Mr. 
Bonilla.  It  is  a  real  pleasure  to  have  the  opportunity  to  testify  be- 
fore you  this  morning. 

I  am  John  Gustafson,  Executive  Director  of  the  National  Associa- 
tion of  State  Alcohol  and  Drug  Abuse  Directors,  NASADAD.  We 
represent  the  State  authorities  throughout  this  Nation  that  are  ap- 
pointed by  the  governors  to  oversee  the  treatment,  prevention  of 
substance  abuse. 

My  message  today  here  is  a  simple  one.  Alcohol  and  other  drug 
abuse  services  are  important  investments  in  our  work  force,  our 
children,  our  families  and  in  our  Nation's  future.  In  fact,  for  every 
treatment  dollar  invested,  $7  are  saved.  In  the  next  few  moments 
I  will  provide  you  with  the  data  to  back  up  this  message.  But  first 
I  want  to  put  the  public  system  in  context. 

Over  two-thirds  of  all  funding  for  alcohol  and  other  drug  abuse 
services  in  this  country  comes  from  the  Federal  substance  abuse 
block  grant  and  State  and  local  governments.  Expenditures 
through  State  and  alcohol  drug  agencies  were  nearly  $3.7  billion  in 
fiscal  year  1993.  States  provided  about  38  percent,  Federal  Govern- 
ment provided  about  37  percent,  and  the  balance  was  contributed 
from  local  governments,  client  fees,  court-ordered  fees  and  third- 
party  payers. 

Of  the  services  provided  through  the  States,  77  percent  was  for 
treatment,  15  percent  was  for  prevention,  and  the  balance,  8  per- 
cent, was  made  up  of  research,  administration,  quality  assurance. 

In  fiscal  year  1993,  State  alcohol  and  drug  abuse  agencies  had 
treatment  admissions  of  over  1.8  million.  State  prevention  systems 
provided  services  to  a  broad  range  of  populations,  including  but  not 
limited  to  pregnant  and  parenting  women,  the  elderly,  families  in 
poverty  or  otherwise  vulnerable,  and  adults  and  youth  at  risk. 

With  this  very  brief  sketch  of  the  scope  of  the  public  sector,  I 
want  to  move  on  to  the  not-so-hidden  costs  of  alcohol  and  drug 
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problems.  Despite  the  lack  of  recent  media  and  public  attention, 
these  problems  continue  to  cost  our  society  billions  of  dollars.  In 
fact,  the  Robert  Wood  Johnson  Foundation  calculates  that  sub- 
stance abuse  costs  over  $238  billion  annually  for  unnecessary 
health  care,  extra  law  enforcement,  auto  accidents,  crime  and  lost 
productivity. 

Now  what  are  some  of  these  costs?  One  in  every  five  medicaid 
hospital  days  is  attributable  to  substance  abuse.  This  means  that, 
in  1991,  substance  abuse  costs  were  $4.2  billion  of  the  total  $21.6 
billion  that  medicaid  paid  for  hospital  care.  Medicare  spent  $13  bil- 
lion of  its  $57  billion  in-patient,  short-stay  hospital  expenditures  on 
substance-abuse-related  care.  This  exceeds  the  amount  that  medic- 
aid paid. 

In  addition,  substance  abuse  is  a  major  factor  in  the  trans- 
mission of  two  major  health  epidemics,  tuberculosis  and  its  more 
deadly  drug-resistant  strain  and  HIV/AIDS. 

CDC  reports  that  from  1991  through  1993  over  30  percent  of 
male  AIDS  cases  and  over  60  percent  of  female  AIDS  cases  were 
related  directly  or  indirectly  to  substance  abuse.  In  addition,  the 
1993  report  from  the  Columbia  University  Center  for  Substance 
Abuse  and  Addiction  reported  that  half  of  all  pediatric  AIDS  cases 
were  related  to  drug-abusing  parents. 

Substance  abusers  are  at  high  risk  of  contracting  and  spreading 
TB,  multiple  drug-resistant  TB,  and  clearly  AIDS.  The  treatment 
cost  in  TB  alone  is  $15,000,  approximately.  The  cost  of  care  for 
someone  afflicted  with  multiple  drug-resistant  TB  can  range  from 
$95,000  to  $250,000  per  annum.  These  are  just  the  health-related 
costs. 

According  to  the  Child  Welfare  League,  more  than  90  percent  of 
children  in  foster  care  come  from  substance-abusing  families.  Sub- 
stance abuse  is  also  a  significant  factor  in  child  abuse  and  neglect 
situations  and  increases  in  crime. 

Now  the  investment  in  Federal  dollars  can  and  does  have  a  tre- 
mendous payoff  with  regard  to  reducing  health  care  and  other 
costs.  However,  I  must  tell  you  that  the  need  and  demand  for  serv- 
ices far  exceed  our  current  capacity  of  State  authorities  to  address. 

Here  is  what  we  face.  Over  630,000  welfare  mothers  identified  by 
the  Department  of  Health  and  Human  Services  need  treatment  to 
be  able  to  complete  education  and  training  programs  and  get  back 
to  work.  250,000  beneficiaries  for  both  SSI  and  SSDI  are  now  re- 
quired by  law  to  receive  treatment  and  to  return  to  work  after  a 
specific  time  period.  For  example,  28,000  of  these  SSI  and  SSDI  re- 
cipients are  in  Illinois,  and  35,000  are  in  California. 

In  addition,  we  have  currently  over  100,000  people  on  waiting 
lists  that  are  ready  and  willing  to  enter  treatment  throughout  this 
country,  on  State  waiting  lists,  but  we  don't  have  the  capacity  to 
treat  them. 

A  recent  study  by  the  National  Institute  on  Drug  Abuse  shows 
that  rates  are  up  for  eighth,  tenth  and  twelfth  graders,  and  the 
perception  of  the  harmfulness  of  drugs  are  down. 

Clearly,  the  cost  of  providing  substance  abuse  prevention  treat- 
ment services  are  unacceptable.  I  would  like  now  quickly  to  de- 
scribe for  you  the  success  in  obtaining  measurable  results. 


First,  it  is  important  to  note  that  the  prevention  efforts  have 
been  very  successful  in  the  past  13-year  decline  of  some  substance 
abuse  trends.  States  have  a  comprehensive  and  effective  prevention 
infrastructure  in  place  that  mobilizes  the  resources  of  the  commu- 
nity, social  and  church  leaders. 

Dollars  are  needed  to  strengthen  and  expand  these  prevention 
services.  Without  this  commitment,  the  numbers  of  individuals 
needing  treatment  will  surely  escalate. 

With  respect  to  treatment  effectiveness,  last  year  Dr.  Andrew 
Mecca,  who  is  the  Director  of  the  California  State  program,  testi- 
fied before  this  subcommittee  and  reported  on  a  comprehensive 
study  that  was  soon  to  be  released  on  treatment  effectiveness.  The 
study,  a  $2  million  effort,  is  one  of  the  most  rigorous  studies  ever 
conducted  on  substance  abuse,  and  here  are  just  two  results  in  the 
study. 

The  level  of  criminal  activity  declined  by  two-thirds  from  before 
treatment  to  after  treatment.  The  greater  the  length  of  time  in 
treatment,  the  greater  the  percent  of  reduction  in  criminal  activity. 
Hospitalizations  were  reduced  by  one-third  after  treatment.  And 
other  States  have  reported  similar  cost  reductions  after  alcohol  and 
other  drug  abuse  treatment  was  provided. 

NASADAD  published  a  report  last  year  which  summarized  the 
findings  of  15  other  States.  They  are  included  in  the  packages  that 
we  will  leave  with  all  the  Members  of  the  subcommittee  in  their 
individual  offices. 

Just  quick  highlights:  Ohio  showed  a  66  percent  decrease  in  hos- 
pital admissions  and  a  41  percent  decrease  in  emergency  room  ad- 
missions. Texas  followed  up  on  clients  12  months  after  the  comple- 
tion of  treatment  and  found  that  80  percent  of  clients  were  arrest 
free.  Other  States  reinforced  these  results  and  show  that  individ- 
uals who  complete  treatment  found  and  kept  jobs  and  made  higher 
wages  when  they  went  to  work. 

Finally,  I  want  to  recognize  that  we  are  aware  very  much  that 
this  new  Congress  does  not  want  to  continue  business  as  usual. 
State  alcohol  and  drug  abuse  directors  are  hopeful  that  the  many 
unfunded  mandates  in  the  substance  abuse  block  grant  will  be  re- 
moved and  that  some  of  the  current  Federal  demonstration  pro- 
grams will  be  folded  into  the  block  grant.  These  changes  will  allow 
States  to  more  effectively  plan  and  deliver  services  that  meet  their 
individual  needs. 

When  these  changes  are  made,  we  urge  Congress  to  recognize 
that  alcohol  and  other  drug  abuse  services  are  successful  and  pro- 
ductive investments  in  our  work  force  and  our  family.  They  are 
also  key  to  reducing  major  public  health  and  social  program  costs 
that  are  now  being  shouldered  by  the  Federal  and  State  govern- 
ment. 

Thank  you,  Mr.  Chairman,  Mr.  Bonilla,  for  the  opportunity  to 
testify. 

[The  prepared  statement  of  John  S.  Gustafson  follows:] 
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Chairman  Porter  and  Members  of  the  House  Appropriations  Subcommittee  on  Labor, 
Health  and  Human  Services,  Education,  and  Related  Agencies,  thank  you  for  the  opportunity  to 
testify  before  you  today.  My  name  is  John  S.  Gustafson,  and  I  am  the  Executive  Director  of  the 
National  Association  of  State  Alcohol  and  Drug  Abuse  Agencies  or  NASADAD. 

According  to  the  Robert  Wood  Johnson  Foundation,  State  Alcohol  and  Drug  Agencies  are 
the  primary  health  care  system  for  2/3  of  all  alcohol  and  other  drug  treatment  in  this  country.  In 
FY'93,  State  Alcohol  and  Drug  Agencies  had  admissions  of  over  1.8  million.  Of  these  admissions, 
1.2  million  were  for  alcohol  and  703,347  were  for  drugs.  It  is  important  to  note  that  this  program 
is  one  where  States  make  significant  investments  of  their  own  -  so  in  this  regard  it  is  a  true  Federal- 
State  partnership.  Expenditures  through  State  Alcohol  and  Drug  Agencies  were  nearly  $3.7  billion 
in  FY'93.  Of  this  figure,  States  provided  more  than  $1 .4  billion,  or  38.4%,  and  Federal  sources  also 
provided  $1.4  billion  or  37.3%.  The  remainder  was  contributed  by  local  governments,  client  fees, 
court-ordered  fees,  and  third  party  payers. 

Need  for  Treatment 

The  alcohol  and  other  drug  treatment  system  is  under  incredible  pressure  due  to  recent  and 
proposed  Federal  legislation  as  follows: 

•  Over  630,000  welfare  mothers,  identified  by  the  Department  of  Health  and  Human  Services, 
need  AOD  treatment  to  be  able  to  complete  education  and  training  programs  and  get  back 
to  work. 

•  Over  250,000  beneficiaries  of  the  Supplemental  Security  Income  (SSI)  or  Social  Security 
Disability  Income  (SSDI)  are  now  required  by  law  to  receive  treatment  and  to  return  to  work 
after  a  specific  time  limit. 

According  to  the  Government  Accounting  Office,  here's  what  the  SSI/SSDI  numbers  look 
like  in  the  States  represented  on  this  Subcommittee.  In  Illinois,  there  are  27,723  persons;  in 
California,  34,935;  in  Florida,  13,728;  in  Texas  6,833;  in  Oklahoma  2,369;  in  Arkansas, 
2,074;  in  Mississippi,  1,547;  in  Wisconsin,  6,755;  in  Ohio,  9,086;  in  Maryland  2,472;  and 
in  New  York,  15,536. 

•  Over  100,000  individuals  are  currently  on  waiting  lists  for  alcohol  and  other  drug  treatment 
from  State  Alcohol  and  Drug  Agencies. 

Thus  the  need  for  AOD  treatment  has  jumped  from  100,000  to  980,000  -  a  staggering 
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Substance  Abuse  as  a  Public  Health  Problem 

It  is  important  to  note  mat  substance  abuse  is  key  to  many  public  health  concerns.  I'd  like 
to  quote  an  unusual  source  on  mis  point  -  the  American  Bar  Association.  In  its  report,  New 
Directions  for  National  Substance  Abuse  Policy,  the  ABA  notes  that  "Substance  abuse  must  be 
recognized  as  a  public  health  problem  that  can  be  prevented  and  treated.  Preventing  substance 
abuse,  and  treating  it  at  the  earliest  opportunity  for  those  who  already  have  problems,  can  reduce 
the  need  for  more  costly  interventions  measure  later  on. " 

The  American  Bar  Association  is  backed  by  a  long  list  of  research  experts  both  inside  and 
outside  government.  Two  studies  done  by  the  Center  on  Addiction  and  Substance  Abuse  (CASA) 
at  Columbia  University  provide  startling  facts  on  the  cost  of  substance  abuse  to  Medicaid  and 
Medicare.  Both  of  these  studies  were  analyses  of  the  1991  National  Hospital  Discharge  Survey, 
which  provides  the  most  current  data  available. 


Medicaid 


•  $4.2  billion,  or  19.2%  of  the  $21.6  billion  that  Medicaid  paid  for  hospital  care  in  1991 
was  attributable  to  substance  abuse.  Thus  1  in  every  5  dollars  that  Medicaid  spends  on 
hospital  care  is  attributable  to  substance  abuse.  And  1  in  every  5  hospital  days  is  also 
attributable  to  substance  abuse. 

•  Substance  abuse-related  complications  of  newborns  account  for  a  staggering  32.3%  of 
all  Medicaid  hospital  days.  The  Government  Accounting  Office  estimates  that  only  11% 
of  pregnant  women  in  need  of  drug  treatment  actually  receive  care. 

•  On  average,  Medicaid  patients  with  substance  abuse  as  a  complicating  factor  stay  twice 
as  long  as  patients  with  the  same  primary  diagnosis  and  no  substance  abuse  problem. 

Medicare 

•  In  1991,  there  were  2.2  million  substance  abuse-related  Medicare  admissions  that 
accounted  for  20%  of  all  Medicare  hospitalizations. 

•  Because  substance  abuse-related  cases  tend  to  be  more  expensive  to  treat  than  the 
average  hospital  case,  the  amount  actually  paid  out  by  Medicare  was  even  higher 
accounting  for  23%  or  nearly  l/4th  of  the  total  Medicare  payments  for  hospital  care. 

•  Based  on  the  CASA  analysis,  it  is  estimated  that  for  1995,  substance  abuse-related 
Medicare  hospital  costs  will  rise  to  $20  billion. 

In  addition  to  contributing  significantly  to  the  costs  of  Medicaid  and  Medicare,  substance 
abuse  is  a  major  factor  in  the  transmission  of  two  major  health  epidemics  -  TB  and  its  more  deadly 
form  of  multiple  drug-resistant  TB  (MDR-TB)  and  HIV/ AIDS.  Individuals  with  alcohol  and  other 
drug  problems  are  at  high  risk  for  contracting  and  spreading  HIV/ AIDS,  TB,  and  MDR-TB. 


HIV/AIDS 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  report  entitled  HIV/AIDS  Surveillance 
Report,  released  in  July  1993,  shows  that  from  1991  through  1993,  over  30  percent  of  male  AIDS 
cases  and  66  percent  of  female  AIDS  cases  are  directly  or  indirectly  attributable  to  substance  abuse. 

CDC  also  reports  that  55%  of  all  pediatric  AIDS  cases  were  a  result  of  parental  alcohol  and 
substance  abuse.  In  addition  to  the  obvious  dangers  of  intravenous  drug  use  in  the  transmission  of 
AIDS,  recent  studies  have  shown  that  alcohol  dependency  weakens  the  immune  system,  leaving  the 
individual  more  susceptible  to  HTV  and  TB. 

Tuberculosis 

Along  the  same  lines  as  HIV/ AIDS,  substance  abusers  are  at  high  risk  for  contracting  and 
spreading  tuberculosis  and  multiple  drug-resistant  TB.  In  fact,  the  Centers  for  Disease  Control  and 
Prevention  lists  alcoholics  and  intravenous  drug  users  as  1  of  the  8  "top  priority"  groups  for  TB 
testing.  Also  in  this  list  are  other  individuals  who  are  vulnerable  to  substance  abuse  including  persons 
with  HIV,  and  low-income  populations,  including  high  risk  minorities. 

Individuals  with  substance  abuse  problems  are  particularly  susceptible  to  contracting  multiple 
drug-resistant  TB  because  they  do  not  complete  their  course  of  medication.  This  means  mat  the  cost 
of  their  care  can  be  much  more  expensive.  While  treatment  costs  average  about  $15,000  for  TB, 
treatment  for  MDR-TB  can  range  from  $95,000  to  $250,000. 

Clearly  the  costs  of  both  HTV/ AIDS  and  TB  require  a  heightened  emphasis  on  providing  HTV 
and  TB  prevention  and  treatment  services  to  individuals  with  alcohol  and  other  drug  problems. 
Providing  substance  abuse  treatment  will  help  to  reduce  the  deadly  and  costly  spread  of  TB  and  HTV. 

Prevention 

Prevention  services  are  also  part  of  the  continuum  of  health  care  provided  by  State  Alcohol 
and  Drug  Abuse  Agencies.  Within  the  Substance  Abuse  Block  Grant  is  a  mini-block  grant  that 
allocates  20%  of  a  State's  allocation  for  alcohol  and  other  drug  services  for  prevention.  While  these 
services  are  for  primary  prevention  and  not  for  treatment,  these  programs  also  help  to  identify 
individuals  in  need  of  intervention  or  treatment  for  alcohol  and  other  drug  problems. 

It  is  important  to  note  that  alcohol  and  other  drug  use  prevention  efforts  have  been 
instrumental  in  the  decline  of  substance  abuse  over  the  past  13  year.  States  have  a  productive  and 
effective  prevention  infrastructure  in  place  that  mobilizes  the  resources  of  community,  social,  and 
church  leaders.  Dollars  are  needed  to  strengthen  and  expand  prevention  services.  Without  this 
commitment,  the  numbers  of  individuals  needing  treatment  will  surely  escalate. 

In  fact,  a  recent  survey  of  8th,  10th,  and  12th  graders,  entitled  Monitoring  the  Future,  by 
the  National  Institute  of  Drug  Abuse,  showed  some  alarming  trends: 

•  Marijuana  use  is  up  for  8th  graders  for  the  third  year  in  a  row  and  up  for  10th  and  12th 

graders  for  the  second  year  in  a  row. 
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While  the  sharpest  rise  in  drug  use  was  for  marijuana,  other  substances  showed  significant 
increases  as  well,  including  cocaine  and  hallucinogens. 

Equally  important,  mere  was  a  decrease  in  perceived  harmfulness  of  8th,  10th,  and  12th 
graders  taking  drugs,  including  LSD. 

Rates  of  alcohol  use  among  8th  and  10th  graders  also  remained  high  -  25.5%  of  8th  graders 
and  39.2%  of  10th  graders  have  tried  alcohol  in  the  past  month. 

Finally,  almost  9%  of  8th  graders  and  20.3%  of  10th  graders  have  been  drunk  in  die  past 


Schools  present  an  easy  opportunity  for  researchers  to  measure  youth  alcohol  and  other  drug 
use  and  attitudes.  But  State  Agencies  serve  a  wide  range  of  ages  and  populations  including: 
pregnant  and  parenting  women,  the  elderly,  adult  children  of  alcoholics,  college  and  vocational 
education  students,  and  adults  in  at-risk  environments  (high-density  drug/alcohol  use  communities). 
Other  groups  that  also  receive  State  funded  prevention  services  are:  families  in  poverty  or  otherwise 
vulnerable,  religious  and  social  institutions,  special  populations  including  "at  risk"  youth,  and 
workplaces,  communities,  colleges,  and  schools. 

Examples  of  specific  alcohol  and  other  drug  prevention  programs  include: 

•  Appropriate  use  of  prescription  medications  by  seniors  to  avoid  possible  dangerous 


•  Educational  programs  presented  at  community  colleges,  universities,  and  vocational  education 
institutions  to  help  college  students  deal  with  alcohol  and  other  drug  problems. 

•  Classes  on  substance  abuse  for  pregnant  and  parenting  women. 

•  Alcohol  and  other  drug  prevention  services  for  adults  in  the  welfare  or  correctional  system. 

•  Programs  to  help  offer  positive  alternatives  to  individuals  and  communities  to  resist  substance 
abuse  problems. 

State  AOD  prevention  programs  are  also  designed  to  provide  culturally  appropriate  programs 
and  services  to  racial  and  minority  groups  and  to  the  social  organizations  that  serve  them.  In 
addition,  AOD  prevention  experts  provide  training  and  expertise  to  community  leaders  and 
community  organizations.  Without  a  persistent  and  targeted  prevention  effort  to  address  substance 
abuse  problems  for  people  of  all  ages,  the  number  of  people  who  need  treatment  will  escalate. 
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Treatment  Effectiveness 

There  are  very  significant  results  to  report  on  treatment  effectiveness.  Last  year,  Dr.  Andrew 
Mecca,  Director  of  California's  Department  of  Alcohol  and  Drug  Abuse,  testified  before  this 
Subcommittee  and  noted  that  a  comprehensive  study  was  soon  to  be  completed  on  treatment 
effectiveness.  This  study  was  a  $2  million  investment  of  research  dollars  and  is  the  most  rigorous 
one  ever  conducted  on  substance  abuse. 

Here  are  just  two  of  the  results  of  the  study,  entitled  "  Evaluating  Recovery  Services:  The 
California  Drug  and  Alcohol  Treatment  Assessment": 

o  The  level  of  criminal  activity  declined  by  2/3rds  from  before  treatment  to  after  treatment. 

The  greater  the  length  of  time  spent  in  treatment,  the  greater  the  percent  reduction  in  criminal 
activity. 

o  Hospitalizations  were  reduced  by  1/3  rd  after  treatment. 

Other  States  have  reported  similar  cost  reductions  after  alcohol  and  other  drug  treatment. 
Although  not  all  States  have  research  dollars,  NASADAD  published  a  report  last  year,  entitled  Invest 
in  Treatment  for  Alcohol  and  Other  Drug  Problems:  It  Pays.  Here  is  a  sampling  of  results  found 
in  State  research  efforts: 

o  Ohio  showed  a  66%  decrease  in  hospital  admissions  and  a  41  %  decrease  in  emergency  room 

utilization.   Ohio  also  showed  an  89%  decrease  in  absenteeism  and  a  57%  decrease  in  on- 
the-job  injury  after  treatment. 

O         Texas  followed  up  on  clients  12  months  after  completion  of  treatment  and  found  that  80% 
of  clients  were  arrest  free. 

0         Other  States  had  similar  results  and  also  showed  that  individuals  who  completed  training 
found  and  kept  jobs  and  made  higher  wages. 

Finally,  I  want  to  end  on  the  note  that  we  are  aware  that  the  new  Congress  does  not  want  to 
continue  "business  as  usual".  State  Alcohol  and  Drug  Agency  Directors  are  hopeful  that  the  many 
unfunded  mandates  in  the  Substance  Abuse  Block  Grants  will  be  removed  and  that  some  of  the 
current  demonstration  programs  will  be  folded  into  the  block  grant.  These  changes  will  allow  States 
to  more  effectively  provide  alcohol  and  other  drug  prevention  and  treatment  services  and  to  develop 
and  maintain  a  demonstration,  research,  evaluation  and  training  infra-structures. 

As  these  changes  are  made,  we  urge  Congress  to  consider  that  alcohol  and  other  drug 
services  provided  by  States  are  a  successful  and  productive  investment  in  our  workforce  and 
families.  They  are  also  key  to  reducing  major  public  health  and  social  programs  costs  that  are 
now  being  shouldered  by  Federal  and  State  government.  Thank  you  for  the  opportunity  to  present 
today. 
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Number  of  Addicts  by  State 


Substanca 

Abusa  Olaqnosaa 

Grand  Totals 

SSI  Non-0 A4A 

01  Non-OA&A 

State 

SSI  D A4A«* 

Primary* 

Secondary4 

Primary* 

Secondary 

Alabama 

3JJ53 

397 

284 

1.847 

344 

1.081 

Alaska 

349 

134 

26 

85 

40 

60 

Arizona4 

2J393 

672 

207 

455 

429 

830 

Arkansas 

2.074 

154 

97 

1.027 

168 

628 

California" 

34,333 

23.561 

3.S64 

211 

3.613 

3.986 

Colorado 

3,308 

291 

206 

1,250 

226 

1.333 

Connecticut 

3,715 

190 

193 

918 

283 

1131 

(Dataware 

517 

26 

16 

109 

26 

340 

Oistno  of  Columbia 

920 

37 

50 

583 

17 

233 

Ronda 

13,728 

465 

430 

7.088 

544 

5.201 

Georgia 

9J32 

484 

480 

3.387 

463 

3.518 

Hawaii" 

957 

209 

30 

158 

95 

465 

0 

536 

98 

47 

195 

54 

142 

Illinois" 

27,723 

11.643 

3J02 

1102 

3.705 

6.972 

Indiana 

3,130 

957 

666 

845 

901 

1.761 

Iowa 

1,539 

195 

54 

411 

118 

761 

Kansas 

1,721 

100 

84 

628 

188 

721 

Kentucky 

6J74 

912 

601 

3.029 

481 

1.351 

Louisiana 

Z259 

189 

264 

1,228 

199 

379 

Maine 

1,813 

284 

125 

225 

235 

746 

Maryland" 

1472 

604 

225 

403 

300 

935 

Massachusetts 

9,287 

1.679 

1.270 

2.066 

1,124 

3.148 

Michigan" 

14,524 

6.315 

662 

2.018 

1.853 

3.676 

Minnesota" 

5,171 

1.992 

308 

552 

761 

1.558 

Mississippi" 

1,347 

177 

192 

363 

188 

627 

Missouri 

3,586 

524 

115 

927 

331 

1.689 

Montana" 

985 

222 

46 

389 

82 

246 

Nebraska" 

1,091 

107 

22 

379 

73 

510 

Nevada" 

1,174 

273 

73 

137 

221 

470 

New  Hampshire 

713 

26 

37 

182 

64 

410 

New  Jersey" 

4.7S9 

366 

442 

1.770 

418 

1.763 

New  Mexico 

1,270 

177 

121 

609 

136 

227 

New  Ycrxa 

15.536 

2.387 

2.456 

5.006 

1.66S 

3.519 

n  Carolina 

8J1S 

388 

275 

2. 493 

413 

2.646 

North  Dakota 

870 

81 

9 

436 

55 

28S 

Ohio" 

9,086 

1.91 

96a 

2.749 

1.064 

2.386 

GAO/ffEH3-94-i:3  DlMbUlty  Benetlb  for  J 
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Asuaa  Diagram 

Grand  Totals 

SSNon-OJUA 

OINcn-OAlA 

Stat* 

SS1DAAAJ* 

Primary* 

Sacondary' 

Primary* 

Secondary' 

CWancma 

2JS9 

167 

117 

1.372 

126 

587 

Cretan 

1799 

618 

159 

573 

324 

1.125 

P«nrsyrvania* 

7.S57 

1.849 

713 

2.141 

742 

1212 

Rhcea  Island 

1.30 
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11 
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TeM 

349.199 

43.419 

21.288 

80.739 
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Mr.  Porter.  Mr.  Bonilla. 

Mr.  Bonilla.  Mr.  Gustafson,  just  a  brief  question. 

Yesterday,  Mr.  Porter  and  I  sent  a  letter  to  SAMHSA  requesting 
detailed  grant  background  information.  We  understand  that  there 
is  a  bias  against  any  group  that  takes  money  from  either  Coors  or 
Miller  for  don't-drink-and-drive  campaigns.  We  were  wondering  if 
you  were  aware  that  many  of  these  grants  that  are  available  to 
some  groups  are  not  available  to  other  local  groups  that  do  receive 
money  from  the  alcohol  industry. 

Mr.  Gustafson.  Mr.  Bonilla,  I  am  not  aware  of  any  formalized 
position  coming  out  of  SAMHSA  with  respect  to  that.  In  fact,  I 
would  be  surprised  if  it  was  in  writing.  It  would  be  a  clear  violation 
of  the  statute. 

I  am  aware,  however,  that  there  have  been  some  advisories  pro- 
vided to  grant  recipients  addressing  the  perception  of  potential  con- 
flict of  interest  or  impropriety  with  respect  to  the  receipt  of  monies 
from  the  alcohol  industry.  But  it  is  absolutely  to  my  knowledge  not 
a  prohibition  or  a  restriction  that  would  preclude  an  applicant  from 
receiving  monies  from  SAMSHA. 

Mr.  Bonilla.  Because  if  it  is  a  good  program,  it  helps  to  receive 
that  kind  of  money.  Thank  you  very  much. 

Mr.  Porter.  Mr.  Gustafson,  thank  you  very  much  for  coming 
here  and  for  testifying,  for  your  good  statement. 


Thursday,  January  26,  1995. 
witnesses 

MARY  LOU  McGEE  AND  RICHARD  SALEM,  RECORDING  FOR  THE  BLIND 

Mr.  Porter.  Richard  Salem  and  Mary  Lou  McGee,  Recording  for 
the  Blind. 

Ms.  McGee.  Good  morning. 

Mr.  Porter.  Good  morning.  • 

Ms.  McGee.  I  am  Mary  Lou  McGee.  I  currently  serve  as  Vice 
Chairman  of  the  board  of  Recording  for  the  Blind.  And  as  you  well 
know  from  reading  our  presentation  to  you  and  from  past  history, 
Recording  for  the  Blind  provides  textbooks  on  tape  and  on  com- 
puter disks  to  those  who  cannot  read  standard  texts,  either  because 
of  a  visual  handicap,  perceptual  handicap  or  physical  disability.  We 
are  the  largest  program  providing  educational  textbooks  in  the 
country,  and  we  are  delighted  to  be  here  today. 

We  are  also,  we  think,  a  very  good  example  of  a  private-public 
partnership  because  our  recording  of  the  books — and  last  year  we 
did  over  3,000 — is  done  by  a  corps  of  5,000  volunteers  working  in 
recording  studios  nationwide.  Almost  all  of  our  money  is  raised 
through  private  funds.  The  Federal  money  which  we  receive,  which 
is  very  important  to  us,  nevertheless,  is  a  modest  amount  of  our 
total  budget. 

Today,  Richard  Salem  is  with  me  to  speak  for  our  cause.  He  is 
a  long-time  RFB  consumer,  a  graduate  of  both  Duke  and  its  law 
school,  currently  a  senior  partner  in  the  firm  of  Salem,  Saxon  and 
Nielson  in  Tampa,  Florida.  In  addition  to  many  other  civic  organi- 
zations, he  serves  on  Florida's  International  Affairs  Commission 
and  on  the  governor's  Economic  Development  Council. 


Richard. 

Mr.  Salem.  Thank  you,  Mary  Lou. 

Mr.  Chairman,  Members  of  the  committee,  it  is  indeed  a  privi- 
lege to  appear  before  you  this  morning  on  such  a  significant  point, 
the  point  being  that  visually  impaired  and  print  disabled  students 
in  America  deserve  an  equal  footing  on  a  level  playing  field.  As  a 
young  man,  I  lost  my  sight  and  remember  all  too  well  those  long 
evenings  of  my  mother  reading  20,000  Leagues  Under  the  Sea.  If 
you  can  imagine  how  long  that  book  was  and  how  I  had  to  learn 
to  stay  awake,  you  can  understand  the  significance  of  the  techno- 
logical advancements  that  have  occurred  in  the  last  few  years,  the 
increasing  demand  for  alternative  format  texts  for  students,  and 
most  importantly,  the  end  result,  jobs.  Let  me  touch  on  those  very 
briefly  for  you  this  morning. 

We  have  submitted  a  written  statement  for  your  review  and 
would  appreciate  your  reviewing  that  in  more  detail.  But  techno- 
logically, in  the  last  few  years,  the  world  of  print  disabled  has  ex- 
ploded, particularly  with  a  technology  known  as  E-Text,  electronic 
text,  where  digitally  books  are  put  on  disk  and  those  disks  come 
through  the  computer  system.  Instead  of  sitting  in  the  chair,  alert 
to  my  mother,  I  can  push  two  buttons  on  my  computer  and  have 
books  either  audibly  or  by  braille  come  through  for  me  to  listen  to 
or  read.  Those  books  are  at  the  present  time  in  varying  states  of 
preparation  and  array. 

RFB  has  undertaken  the  responsibility  of  maintaining  the  integ- 
rity of  the  product,  pulling  the  publishers  together  for  the  input  to 
be  consistent,  and  also  gathering  the  distribution  system  into  a 
unified  force  so  that  you,  as  a  student,  no  matter  where  you  may 
go  and  what  text  you  may  be  called  on  to  read  for  that  class,  can 
sign  up  and  receive  a  textbook  in  an  alternate  format. 

The  demand  is  great.  In  the  last  five  years,  over  a  50  percent  in- 
crease. By  the  year  2000,  5,000  new  titles  a  year  will  be  recorded 
for  400,000  books  to  be  distributed  to  75,000  individuals.  We  com- 
mend your  thought  to  this  program  that  will  indeed  take  students, 
give  them  diplomas  and  allow  them  to  be  gainfully  employed  in 
America's  work  force. 

Thank  you  for  your  time. 

Let  me  ask  Ms.  McGee  if  she  will  conclude  our  comments. 

Ms.  McGee.  Thank  you. 

One  thing  that  we  would  like  to  mention,  we  realize  that  there 
certainly  is  a  movement  of  moving  money  down  into  State-level 
programs.  For  Recording  for  the  Blind,  we  think  this  might  produce 
some  chaos  in  that  we  are  a  very  efficient  and  highly  centralized 
national  program  at  this  time.  If  the  money  that  we  receive  from 
the  Federal  Government  at  this  point  were  pushed  out  to  the 
States  and  we  had  to  respond  to  50  different  recording  standards, 
each  set  up  by  an  individual  State,  and  50  different  distribution 
systems,  we  believe  that  the  quality,  both  in  the  actual  quality  of 
the  reading  and  the  quality  of  time  and  service  delivery,  would  be 
seriously  impaired. 

It  would  be  sort  of  like  breaking  up  the  Library  of  Congress  into 
State,  you  know,  libraries  and  not  have  a  Library  of  Congress  here. 
That  is  sort  of  a  decentralization  that  might  not  work  in  our  case. 
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So  we  are  hoping  that  some  exceptions  to  this  might  be  considered 
as  money  is  pushed  out  to  the  State  level. 

Thank  you. 

[The  prepared  statement  of  Recording  for  the  Blind,  Inc.  follows:] 
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STATEMENT  OF 
RECORDING  FOR  THE  BLIND,  INC. 

Before  the 

Subcommittee  on  Lebor,  Health  and  Human  Services,  and  Education 
Committee  on  Appropriations 
U.S.  House  of  Representatives 

With  respect  to 

Fiscal  Year  1996  Appropriations 

Office  of  Special  Education  and  Rehabilitative  Services 

Department  of  Education 

2358  Rayburn  House  Office  Building 

January  26.  1995 


INTRQPUCTIQN 

Recording  for  the  Blind  (RFB)  respectfully  requests  this  Committee  to  recommend,  and  the 
Congress  to  appropriate,  $4.5  million  to  help  support  RFB's  services  to  blind  and  other  print 
disabled  students  for  FY  1 996.  This  amount  is  the  same  we  requested  last  year,  and  is  just 
$900,000  more  than  the  amount  appropriated  for  FY  1 995.  Funding  at  this  level  is  essential 
to  adequately  support  RFB's  continued  growth  in  service  and  its  leading  role  in  the  research 
and  development  into  new  technologies  for  making  information  accessible  to  individuals  for 
whom  standard  print  is  of  little  or  no  use. 

RFB  is  the  nation's  primary  and  its  only  national  provider  of  accessible  educational  materials 
on  audio  tape  and  on  computer  disk.  As  such,  RFB  is  unique,  serving  as  a  model  for  private- 
public  sector  partnerships  and  operating  as  an  almost  wholly  volunteer  institution.  Indeed, 
RFB  stands  as  a  perfect  example  of  an  essential  (and,  since  1 975,  Congressionally  authorized) 
national  service  that  is  already  "privatized." 


PACKQRQUNP 

Recording  for  the  Blind  is  a  largely  privately  supported,  nonprofit  organization  founded  in  1 948 
to  help  blinded  World  War  II  veterans  attend  college  under  the  Gl  Bill  of  Rights.  Up  until  that 
time,  few  blind  Americans  were  able  to  achieve  a  higher  education.  RFB  now  serves  blind. 
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learning  disabled,  and  other  physically  disabled  children  and  adults  who  cannot  read  standard 
print  by  providing  educational  texts  and  professional  resources  in  accessible  formats.   RFB: 

•  Serves  students  in  all  50  states  and  the  District  of  Columbia  with 
specialized  texts  in  all  subjects  and  in  many  languages. 

•  Operates  the  world's  largest  library,  now  at  80,000  recorded 
educational  titles,  circulated  free-on-loan  to  students  at  all  grade 
levels,  and  to  business  and  professional  people. 

•  Is  truly  the  national  library  serving  the  educational  needs  of 
people  with  print  disabilities.  In  this,  RFB's  educational  collection 
complements  the  recreational  reading  collection  of  the  Library  of 
Congress'  Talking  Books  program. 

•  Uses  the  services  of  4.400  volunteers,  comprising  96  percent  of 
its  labor  force,  working  in  31  studios  nationwide  to  record  3,000 
new  titles  each  year. 

•  Will  distribute  this  year  over  220,000  copies  of  books  on  tape 
and  3,500  on  computer  disk  to  36,000  students  and 
professionals. 


RFB'S  RESEARCH  LEADS  TO  GROWTH 

Advances  in  computer  technology  have  greatly  expanded  access  to  information,  and  through 
its  electronic  text  (E-Text)  service,  RFB  leads  the  world  in  making  digital  text  materials 
accessible  to  print  disabled  individuals.  Through  this  newly  developing  system,  print  disabled 
users  can  read  books  on  computer  disk  using  synthesized  speech,  braille,  or  large  print.  RFB 
also  leads  an  initiative  to  bring  book  publishers  together  to  work  toward  standardizing 
computer  text  output.  RFB  will  be  consulting  with  Congress  to  examine  the  possible  statutory 
establishment  of  a  national  repository  for  standardized  electronic  text  distribution  to  schools 
and  institutions  throughout  the  country.  This  program  will  greatly  benefit  individuals  with 
print  disabilities,  as  well  as  state  departments  of  education  and  the  publishing  industry. 
Further,  RFB  is  actively  working  to  ensure  that  print  disabled  Americans  will  be  included  in  all 
aspects  of  the  emerging  National  Information  Superhighway. 

During  the  past  five  years,  demand  for  RFB's  services  has  increased  dramatically  -  a  jump  of 
50  percent  in  both  the  number  of  users  and  the  number  of  books  circulated.  To  help  meet 
this  increased  demand,  RFB  has  initiated  two  new  programs  to  make  more  material  available 
to  more  print  disabled  individuals  than  ever  before,  at  the  same  time  establishing  national 
standards  of  production  and  eliminating  duplication  of  effort:  (Da  program  to  distribute 
through  RFB's  national  network  many  of  the  materials  recorded  by  the  often  small  but 
significant  reading  and  taping  services  of  colleges  and  universities;  and  (2)  the  development 
of  a  cooperative  data  base  exchange  among  other  producers  of  accessible  materials  so  that 
print  disabled  individuals  with  a  personal  computer  and  modem  can  search  RFB's  catalog 
directly  and  order  books  online,  including  over  the  Internet. 
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Clearly,  Recording  for  the  Blind  is  no  longer  merely  a  producer  and  distributor  of  taped 
textbooks  to  blind  students;  RFB  is  now  a  national  leader  in  adapting  technology  to  make 
education  and  employment  accessible  to  persons  with  all  types  of  print  disabilities. 


A  BRIGHT  FUTURE 

Thanks  to  technological  advances  in  education  and  the  workplace  leading  to  increased 
opportunities  for  print  disabled  individuals,  RFB  anticipates  the  doubling  of  the  number  of 
people  it  serves  by  the  Year  2000.  Such  an  expansion  in  our  service  base  will  require  a 
dramatic  increase  in  the  level  of  RFB's  services.  RFB  foresees  a  need  to  record  5.000  new 
audio  textbook  titles  annually  -  many  of  them  highly  technical  scientific  texts  -  and  to 
distribute  400.000  taped  books  to  more  than  75.000  borrowers. 

The  expansion  of  E-Text,  furthermore,  will  allow  RFB  to  bring  entirely  new  types  of  texts  - 
for  example,  professional  journals  and  reference  books  --  into  accessible  format,  for  the  first 
time  ever.  Continued  E-Text  development  will  also  allow  print  disabled  individuals  to  search 
for  and  retrieve  information  within  texts  through  the  use  of  sophisticated  software.  RFB's 
growing  national  E-Text  library  will  provide  for  the  collection,  central  storage,  distribution,  and 
use  of  electronic  text  files  by  print  disabled  students  on  their  personal  computers. 


THE  ROLE  OF  FEDERAL  SUPPORT 

RFB  is  doing  everything  it  possibly  can,  on  its  own  and  through  alliances  with  corporations, 
schools,  disability  groups,  and  government  agencies,  to  expand,  modernize,  and  develop  its 
services.  Each  year  RFB  raises  more  money  from  private  sources  than  it  did  the  year  before. 
For  example,  RFB  has  just  completed  a  private  five-year  $30  million  capital  campaign,  which 
funded  expansion  of  its  headquarters  facility  and  tripling  of  its  still  modest  endowment.  But 
it  must  have  Federal  financial  support  at  a  gradually  expanding  level  in  order  to  rise  to  the 
increasing  demand  for  RFB's  services  and  to  continue  to  develop  new  technologies  which 
allow  print  disabled  students  and  professionals  to  compete  with  their  sighted  peers. 

RFB  leverages  the  taxpayer's  dollar  and  contributes  to  society  a  substantial  return  on  its 
investment.  In  an  overall  annual  budget  of  $22  million,  including  the  expense  of  RFB's  library 
headquarters  and  31  recording  studios,  more  than  $9.2  million,  or  42  percent  of  RFB's 
budget,  comes  from  contributed  volunteer  time.  Most  of  the  balance  is  raised  from  private 
donors.  Federal  support  accounts  for  only  16  percent  of  the  total.  By  helping  people  with 
print  disabilities  become  independent,  productive,  and  employable  citizens,  RFB  enables 
government  at  all  levels  to  replace  millions  of  dollars  of  dependency  payments  with  many 
more  millions  of  dollars  of  tax  revenues. 

RFB  worries  that  the  individual  states  will  be  given  the  responsibility  of  arranging  for  the 
support  of  RFB's  services  for  their  own  print  disabled  students.  If  the  Congress  were  to  agree 
to  such  an  approach,  it  would  result  in  a  highly  inefficient,  ineffective,  and  chaotic  diffusion 
of  a  small  but  very  important  service  to  print  disabled  students.  The  national  standard  of 
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quality  and  the  quantity  of  materials  available  to  the  nation's  print  disabled  students  overall 
would  inevitably  decline.  It  simply  makes  no  sense  to  decentralize  an  effective,  efficient 
national  resource. 


CONCLUSION 

Recording  for  the  Blind  is  a  national  leader  and  innovator  in  providing  services  to  people  with 
print  disabilities.  By  utilizing  a  work  force  largely  comprised  of  volunteers,  by  raising  the  bulk 
of  its  funding  through  private  sources,  and  by  undertaking  alliances  with  government  agencies 
end  private  sector  corporations  and  groups,  RFB  is  maximizing  the  Federal  investment 
entrusted  to  it,  and  is  ensuring  that  investment  brings  a  sound  and  lasting  return.  RFB  is 
gratified  by  its  proven  success  in  providing  educational  and  professional  materials  to  print 
disabled  Americans  so  that  they  can  remove  themselves  from  the  dependency  system  and 
lead  productive  lives.  RFB  states  with  complete  confidence  that  its  alumni  will  proudly  repay 
the  government  many  times  over  in  taxes  any  monies  Congress  appropriates  to  RFB.  We  urge 
the  Congress  to  help  RFB  continue  this  partnership  at  this  critical  time  by  modestly  increasing 
its  support  to  $4.5  million  for  Fiscal  Year  1 996. 
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Mr.  Porter.  Ms.  McGee,  can  I  ask  a  quick  question?  What  per- 
centage of  your  money,  your  total  revenues,  are  Federal? 

Ms.  McGee.  Right  now,  our  Federal  appropriation  is  at  $3.6  for 
this  year.  Our  total  budget  is  $22  million,  but  $9.2  million  of  that 
is  in  donated  volunteer  time.  So  if  you  look  at  the  total  budget,  in- 
cluding the  volunteer  time,  it  is  about  16  or  17  percent.  If  you  look 
at  cash  budget,  it  is  more  than  that,  it  is  a  little  higher,  but  it  is 
still  about  25  or  30  percent  in  Federal  money,  which  is  modest. 
They  have  increased  over  the  last  few  years  because  Congress  has 
been  generous,  but  we  are  still  talking  about  a  fairly  modest 
amount. 

Mr.  Porter.  We  thank  you  very  much  for  your  good  statement 
this  morning.  Thank  you  for  being  with  us. 


Thursday,  January  26,  1995. 
witnesses 

gerald  c.  parker  and  joseph  j.  mcnulty,  helen  keller  na- 
TIONAL CENTER  FOR  DEAF  BLIND  YOUTHS  AND  ADULTS 

Mr.  PORTER.  Our  next  witness  is  Gerald  C.  Parker,  the  Helen 
Keller  National  Center.  Mr.  Parker,  are  you  from  Illinois? 

Mr.  Parker.  Yes,  sir,  I  am. 

Mr.  Porter.  Is  Mr.  McNulty  also  going  to  testify? 

Mr.  McNulty.  Just  to  introduce  Mr.  Parker,  Mr.  Chairman. 

I  am  Joe  McNulty,  the  Chairman  of  the  Helen  Keller  National 
Center,  and  I  have  submitted  some  written  testimony  to  justify  our 
request  for  appropriations  for  this  year.  To  speak  on  behalf  of  the 
Center's  request,  I  have  Mr.  Gerald  Parker,  who  is  a  member  of  the 
Illinois  Advocates  for  Deaf-Blind,  and  he  himself  is  the  parent  of 
a  deaf-blind  child. 

Mr.  Parker.  Congressman  Porter,  Mr.  Bonilla,  Mr.  Miller,  and 
any  other  Members  of  the  committee,  my  name  is  Gerald  C. 
Parker,  and  I  am  from  Oak  Park,  Illinois.  I  am  the  father  of  Daniel 
Parker,  an  18-year-old  deaf-blind  student  at  the  Phillip  J.  Rock 
Center  in  Glen  Ellyn,  Illinois. 

Daniel  and  my  family  have  been  receiving  services  through  the 
educational  system  in  Illinois  for  his  entire  life.  And  while  we  have 
been  assisted  in  our  advocacy  by  many  dedicated  professionals, 
medical,  educational  and  rehabilitation,  I  am  here  today  to  point 
out  the  efforts  of  a  particular  group  who  has  helped  my  family  and 
many  other  families  that  I  know  of,,  and  that  is  the  Helen  Keller 
National  Center. 

I  am  a  member  of  the  Illinois  Advocates  for  Deaf-Blind,  and  also 
a  member  of  the  National  Family  Association  for  Deaf-Blind,  that 
helps  to  advocate  for  all  individuals  with  deaf-blindness.  The  Helen 
Keller  National  Center  has  been  very  instrumental  in  providing 
support  to  these  groups  to  enable  them  and  empower  them  to  face 
the  challenges  that  deaf-blind  individuals  face  that  are  significant 
in  our  society. 

While  regular  State  agencies  such  as  education,  public  assist- 
ance, and  rehabilitation  provide  basic  support,  they  do  not  intrinsi- 
cally foster  the  advocacy  and  independence  that  efforts  such  as 
Helen  Keller  provide  to  families  and  to  individuals  with  deaf-blind- 
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ness  because  of  the  special  sensitivity  that  is  needed  for  these  per- 
sons. The  only  true  and  lifelong  advocacy  that  can  come  for  people 
with  these  special  needs  comes  from  the  families  and  friends  that 
provide  this  advocacy.  The  Helen  Keller  National  Center  provides 
this  through  fostering  of  knowledge  and  organizational  support  and 
training. 

I  myself  have  attended  many  seminars  that  help  to  empower  and 
enable  us  to  assist  in  advocating  for  my  son  and  also  many  other 
families  in  Illinois  to  do  this  as  well.  I  know  of  no  more  qualified 
agency  to  provide  for  the  advocacy  of  many  thousands  of  deaf-blind 
individuals  throughout  the  country  than  the  Helen  Keller  National 
Center,  and  I  would  strongly  advocate  for  this  support. 

Thank  you. 

Mr.  Porter.  Thank  you  both  very  much.  We  appreciate  your 
coming  to  testify  and  thank  you  for  your  very  good  statement. 

[The  prepared  statement  of  Gerald  C.  Parker  follows:] 
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Mr.  Chairman  and  Members  of  the  Committee,  I  am  Joseph  J.  McNulty, 
Director  of  the  Helen  Keller  National  Center  (HKNC).   Accompanying  me  in  presenting 
testimony  this  morning  is  Mr.  Gerald  C.  Parker,  the  parent  of  a  child  who  is  deaf-blind.   We 
appreciate  the  opportunity  to  testify  on  FY- 1996  appropriations  for  the  Center. 

I  ask  you,  on  behalf  of  tens  of  thousands  of  children,  youth,  and  adults  who 
are  both  deaf  and  blind,  to  recommend  an  appropriation  for  FY  1996  at  a  level  which  will 
enable  HKNC  to  respond  to  the  statutory  requirements  imposed  upon  it  -  a  total  of  $7.5 
million.     This  is  a  very  small  amount  in  Federal  budgetary  terms,  but  it  will  go  a  long  way 
toward  assisting  HKNC  in  enabling  each  deaf-blind  person  to  live  and  work  in  the 
community  of  his  or  her  choice. 

INTRODUCTION 

The  Helen  Keller  National  Center  is  established  by  Federal  statute  and  is 
funded  primarily  through  Federal  appropriations,  and  secondarily  through  State  agency  fee 
payments  and  corporate  and  individual  donations.   Its  mission  is  unique  in  the  Nation  and, 
we  believe,  in  the  world:  HKNC  provides  diagnostic  evaluation,  comprehensive 
rehabilitation,  training,  job  preparation,  and  placement  services  for  individuals  who  are  both 
deaf  and  blind.   HKNC  also  conducts  research  and  provides  a  national  program  of  technical 
assistance  and  training  to  States,  service  agencies,  and  families  of  persons  who  are  deaf- 
blind.   From  its  headquarters  in  Sands  Point,  New  York,  the  Helen  Keller  National  Center 
administers  a  national  network  of  40  affiliate  programs  under  which  agencies  are 
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provided  financial  support  and  technical  assistance  by  HKNC  to  serve  individuals  who 
are  deaf-blind  in  their  home  States.   HKNC  is  also  embarking  on  a  major  initiative  to 
establish  a  national  registry  of  deaf-blind  individuals  so  that  services  to  such  individuals 
throughout  the  Nation  can  be  properly  assessed. 

BACKQROUND 

The  mission  and  responsibilities  of  the  Helen  Keller  National  Center, 
established  by  Congress  in  1967,  have  expanded  over  the  years.   In  1992  the  Helen  Keller 
National  Center  Act  was  extended  and  amended.   Additional  responsibilities  and  added 
costs  were  imposed  on  HKNC.   For  example,  the  Center  is  now  required  to  assist  and  train 
family  members  of  individuals  who  are  deaf-blind.  While  this  will  undoubtedly  result  in 
more  knowledgable  families  and  better  services,  it  has  stretched  HKNC's  resources. 

In  addition,  the  expansion  of  the  definition  of  deaf-blindness  is  expected  to 
open  up  the  rehabilitation  system  and  HKNC's  services  to  a  significant  number  of  new 
clients. 

Congress  also  created  an  endowment  fund  for  HKNC,  providing  for  a  federal 
match  of  money  from  sources  other  than  federal  appropriations.   The  endowment,  therefore, 
could  help  defray  some  of  the  appropriation  burden.   Apart  from  regular  and  preventive 
maintenance,  HKNC's  physical  plant  has  not  been  refurbished  since  its  inception  a  quarter 
century  ago.   Although  national  budget  constraints  probably  would  not  make  feasible  the 
much  needed  modernization  of  HKNC's  facilities,  it  is  imperative  that  sufficient  funds  be 
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provided  to  bring  the  HKNC  residential  campus  into  conformity  with  Americans  With 
Disabilities  Act  standards  for  accessibility.   Over  the  past  two  years  Congress  has 
appropriated  funds  for  HKNC  in  the  amounts  requested  in  the  President's  budget; 
unfortunately,  these  amounts  have  not  even  been  sufficient  to  offset  the  costs  of  inflation. 

FEDERAL  SUPPORT 

If  it  is  to  begin  to  be  responsive  to  the  statutory  requirements  imposed  by  the 
1992  amendments  and  maintain  its  current  level  of  services  to  deaf-blind  youths  and  adults, 
HKNC  must  have  adequate  resources.  We  respectfully  request  this  Committee  and  the  new 
Congress  to  accord  HKNC  a  high  priority  for  federal  support,  and  to  appropriate  a  modest 
$7.5  million  to  the  Center  for  the  next  fiscal  year.  Justification  for  the  increase  is  set  forth 
below: 

Family  Training.    Providing  training  and  support  to  families  is  extremely 
effective  in  enabling  them  to  acquire  necessary  services  for  the  deaf-blind  family  member. 
Since  the  family  often  must  serve  as  case  manager,  advocate,  and  primary  care  provider, 
such  training  eliminates  the  cost  of  supporting  habilitation  and  rehabilitation  positions  in  state 
agencies.    Currently  HKNC  supports  parent  organizations  in  25  States  and  Puerto  Rico,  and 
provides  a  vital  communications  link  to  approximately  2,000  parents.   Parent  training, 
transportation  and  coordination  have  often  had  to  be  deferred  because  of  lack  of  funds. 

Increased  Service  Needs.    Four  important  factors  have  merged  to  create 
addtional  pressures  to  expand  HKNC's  services:  1)  There  are  9,000  deaf-blind  children  under 
the  age  of  22  who  will  need  such  services;  2)  the  definition  of  deaf-blindness  was 
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expanded  to  include  those  with  progressive  vision  and/or  hearing  loss  leading  to  deaf- 
blindness,  as  well  as  individuals  who  cannot  be  tested  by  traditional  methods,  but  who  are 
functioning  as  deaf-blind;  3)  a  cooperative  agreement  was  recently  executed  by  the 
Rehabilitation  Services  Administration,  Council  of  State  Administrators  of  Vocational 
Rehabilitation,  the  American  Association  of  the  Deaf-Blind,  and  HKNC,  under  which  the 
parties  agreed  to  a  model  state  plan  for  deaf-blind  services.   This  will  result  in  a  statewide 
approach  to  serving  people  who  are  deaf-blind.  4)  If  these  developments  are  to  have  any 
value  or  utility,  HKNC  must  establish  and  maintain  a  national  registry  to  ensure  that  all  deaf- 
blind  Americans  receive  the  services  they  need. 

Endowment  Fund.   The  endowment  authorized  by  the  1992  amendments  to  the 
Helen  Keller  National  Center  Act  has  not  yet  been  initiated,  because  the  Federal  funds 
required  to  trigger  its  establishment  have  not  been  appropriated.   We  urge  the  Committee  to 
include  a  modest  amount  for  this  purpose  in  the  FY  1996  appropriation. 

Affiliate  Network.   HKNC's  network  of  40  State  and  local  affiliate  agencies 
serves  over  3,500  individuals  who  are  deaf-blind  and  is  one  of  the  most  cost-effective 
programs  the  Center  administers.   It  should  be  expanded  so  that  an  additional  200  deaf-blind 
clients  may  be  served  through  at  least  two  new  affiliate  programs. 

Staffing  and  Cost  of  Living  Adjustment.   Because  of  the  severe  limitations 
placed  on  the  Center's  funding  over  the  past  two  years,  key  staff  vacancies  could  not  be 
filled  and  current  services  could  not  be  maintained.  We  urge  the  Congress  to  provide  the 
support  needed  to  hire  the  highly  trained  professionals  needed  to  train  deaf-blind  students 
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one-on-one,  seven  days  a  week,  and  sufficient  funds  to  maintain  services  at  current  levels. 

CONCLUSION 

Deaf-blindness  is  one  of  the  most  severe  of  all  disabilities.   Most  of  us  cannot  conceive  of 
living  and  functioning  in  a  world  without  both  sight  and  hearing.   Yet,  time  and  time  again, 
people  who  are  deaf-blind  have  demonstrated  that,  given  the  proper  training  and  follow-up 
supports,  they  can  live  and  work  in  the  community.   Such  rehabilitation  and  training  is 
extraordinarily  difficult,  time-consuming,  and  labor-intensive.   The  Helen  Keller  National 
Center  is  the  only  organization  in  the  United  States  which  provides,  directly  and  indirectly,  a 
national,  comprehensive  program  of  services  and  training  for  this  relatively  small  population 
of  our  disabled  citizens,  and  it  does  so  with  very  modest  funding  from  this  Committee  and 
the  Congress.   We  respectfully  but  urgently  request  this  Committee  to  continue  its 
recognition  of,  and  support  for,  the  needs  of  individuals  who  are  deaf-blind  and  their 
families.   We  ask  that  Congress  preserve  the  Nation's  modest  but  essential  investment  in  the 
Center  and  the  people  it  serves. 
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Thursday,  January  26,  1995. 

WITNESS 
SARAH   J.    SANFORD,    R.N.,   AMERICAN   ASSOCIATION   OF   CRITICAL- 
CARE  NURSES 

Mr.  Porter.  Our  next  witness  is  Sarah  Sanford,  R.N.,  American 
Association  of  Critical  Care  Nurses. 

Ms.  SANFORD.  Good  morning.  My  name  is  Sarah  Sanford.  I  am 
a  critical-care  nurse;  and  I  am  also  chief  executive  officer  of  the 
American  Association  of  Critical-Care  Nurses.  We  represent  78,000 
critical-care  nurse  professionals  nationwide.  It  is  my  pleasure  to 
:  speak  with  the  committee  this  morning  in  support  of  funding  for 
the  Agency  for  Health  Care  Policy  and  Research. 

I  have  two  points  that  I  would  like  to  emphasize.  The  first  is  that 
funding  for  AHCPR  has  played — or  should  reflect  the  key  role  that 
that  agency  plays  in  improving  our  health  care  delivery  system; 
and  secondly,  that  the  subcommittee  should  urge  AHCPR  to  work 
in  partnership  with  professional  organizations  who  are  committed 
to  doing  work  in  projects  that  focus  on  patient-centered  research. 

With  regard  to  the  first  point,  AHCPR  funding  is  an  often  over- 
looked vehicle  in  the  area  of  improving  our  health  care  delivery 
system.  AHCPR's  efforts  are  improving  our  health  care  delivery 
system.  Since  its  establishment  in  1989,  the  agency  has  focused  on 
outcomes  research  and  on  the  development  of  national  guidelines 
to  treat  such  things  as  stroke,  heart  attacks,  and  acute  pain  man- 
agement. Through  these  efforts,  this  has  helped  providers,  physi- 
cians, nurses  and  other  health  care  professionals  to  focus  and  tar- 
get their  efforts  so  that  we  get  cost-effective  quality  outcomes. 

Secondly,  with  regard  to  patient  focus  programs,  not  only  does 
AHCPR  focus  on  outcomes  research  and  national  guideline  develop- 
ment, but  it  has  begun  focusing  on  health  services  delivery,  and  in 
that  way,  gradually  helping  to  refocus  our  health  care  system  to 
truly  be  driven  by  patient  needs. 

In  1991,  Congress  passed  the  Patient  Self-Determination  Act, 
PSDA.  That  Act  required  hospitals  and  nursing  homes  to  advise 
patients  upon  their  admission  of  their  right  to  complete  an  advance 
directive  that  is  a  durable  power  of  attorney  for  health  care,  or  a 
living  will.  By  completing  such  documents,  patients  can  direct 
which  health  care  treatments  they  want  and  which  treatments 
they  don't  want,  should  they  become  incapacitated.  This  helps  pa- 
tients. It  helps  families.  And  it  helps  providers. 

Last  year,  Congress  included  report  language  urging  AHCPR  to 
implement  PSDA.  Specifically,  that  language  designated  funding  to 
support  pilot  research  programs  to  define  optimal  community  im- 
plementation models  for  PSDA.  Effective  implementation  of  the  Pa- 
tient Self-Determination  Act  is  of  particular  interest  to  critical-care 
nurses.  We  know  well  the  suffering,  the  uncertainty,  the  guilt,  the 
incredible  difficulty  for  loved  ones  when  faced  with  the  need  to 
make  treatment  decisions  without  benefit  of  knowledge  of  patient 
preferences. 

As  our  health  care  system  has  advanced  and  new  technologies 
developed,  we  have  been  able  to  sustain  life.  We  have  been  able  to 
reverse  the  once  irreversible.  We  treat  illnesses  we  never  felt  we 
could  treat  before,  but  we  do  not  always  heal.  As  a  critical-care 
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nurse  I  believe  we  need  to  be  much  more  sensitive  to  what  pa- 
tients' want  and  to  channel  resources  in  ways  that  enhance  pa- 
tients' lives.  PSDA  and  advance  directives  are  a  way  to  do  that. 

PSDA  has  the  potential  to  make  patients  more  effective  players 
in  their  health  care  decisions.  Genuine  quality,  genuine  cost-effec- 
tiveness, and  genuine  efficiency  occur  only  when  there  is  congru- 
ence between  what  patients  want  and  what  the  health  care  system 

We  have  the  law  on  the  books  that  has  the  potential  to  make  the 
health  care  system  work  better  for  patients,  but  it  remains  ineffec- 
tive due  to  poor  implementation.  By  supporting  pilot  research, 
AHCPR  will  define  what  is  needed  at  the  community  level  to  im- 
plement PSDA  fully  and  effectively. 

Health  care  policy  research  is  a  significant  part  of  improving  our 
health  care  delivery.  It  needs  to  include  initiatives  that  are  patient 
focused  and  it  needs  to  include  initiatives  that  are  integrated  with 
professionals  who  work  with  patients  and  families  every  day.  Fund- 
ing to  support  the  pilot  research  for  implementation  of  PSDA  must 
be  maintained. 

Thank  you  very  much  for  this  opportunity.    - 

[The  prepared  statement  of  Sarah  J.  Sanford,  R.N.,  follows: J 
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Good  morning.  My  name  is  Sarah  Sanford.  I  am  a  critical  care  nurse  and  chief  executive  officer 
of  the  American  Association  of  Critical-Care  Nurses,  which  represents  over  78.000  critical-care 
nurses. 

It  is  my  pleasure  to  speak  with  the  committee  this  morning  in  support  of  funding  for  the  Agency 
for  Health  Care  Policy  and  Research  (AHCPR). 

►  Funding  to  the  Agency  for  Health  Care  Policy  Research  should  reflect  the  key  role 

it  plays  in  improving  our  health  care  delivery  system. 

»■  The  Subcommittee  should  urge  AHCPR  to  do   more  patient-focused  research 

projects  and  AHCPR  should  partner  with  professionals  that  are  already  doing  the 
work. 

Funding  to  AHCPR  Should  Reflect  its  important  role  in  improving  health  care  delivery 

Continued  funding  for  AHCPR  is  an  important,  yet  often  overlooked,  vehicle  to  bring  about  a 
better  and  more  effective  health  care  delivery  system.  The  Agency  for  Health  Care  Policy 
Research  is  working  to  develop  an  understanding  of  the  most  effective  ways  to  incorporate  our 
knowledge  of  disease  and  technology  into  practice.  AHCPR  is  making  us  better  health  care 
providers. 

Since  it  was  established  in  1989.  AHCPR  has  funded  the  development  of  national  guidelines  to 
treat  strokes,  heart  attacks,  prostate  disease  and  acute  pain  management  that  are  now  used  in  health 
care  facilities  across  the  United  States.  These  guidelines  help  to  focus  the  attention  of  nurses, 
doctors  and  other  health  care  professionals  on  achieving  cost-effective  and  quality  outcomes. 

Patient-Focused  Programs 

Not  only  does  AHCPR  do  important  work  in  outcomes  research,  guideline  development  and  health 
services  research,  but  many  research  projects  funded  by  the  AHCPR  are  gradually  helping  our 
communities  refocus  health  care  so  that  it  is  truly  driven  by  the  needs  of  patients  and  their  families. 

Let  me  give  you  an  example  of  one  way  in  which  AHCPR  will  make  a  difference  in  patient  care. 
Last  year  Congress  included  report  language  that  urged  AHCPR  to  help  implement  the  Patient  Self- 
Determination  Act  (PSD A)  that  was  passed  by  Congress  in  1991. 

The  Patient  Self-Determination  Act  requires  hospitals  and  nursing  homes  to  tell  people  admitted 
to  their  facility  about  their  options  in  completing  an  advanced  directive  or  living  will.  The  Act  is 
designed  to  help  health  care  providers  as  well  as  patients  and  their  families. 

Advanced  directives  and  living  wills  let  health  care  providers  know  what  patients  want  in  case  they 
should  become  incapacitated  and  unable  to  make  treatment  decisions  at  the  end  stage  of  disease. 
This  is  of  particular  interest  to  critical  care  nurses. 

In  addition,  advanced  directives  can  do  away  with  much  of  the  wasteful  emotional  cost  of  human 
guilt  and  suffering  that  comes  about  when  difficult  decisions  about  treatment  must  be  made  for 
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someone  else  without  knowing  their  wishes. 

Our  health  care  system  has  developed  new  technologies  to  sustain  life,  we  reverse  diseases  that 
were  once  irreversible,  we  treat  illness,  but  we  do  not  always  heal.  As  a  critical  care  nurse.  I 
believe  we  need  to  be  more  sensitive  to  what  patients  want  and  to  channel  our  resources  into 
enhancing  patients'  lives.   Advanced  directives  are  a  way  to  do  that. 

During  the  past  year,  we've  had  occasion  to  understand  the  importance  and  value  of  an  advanced 
directive.  We've  suffered  the  loss  of  several  great  leaders  with  the  passing  of  President  Richard 
Nixon  and  Jacqueline  Kennedy  Onassis.  Yet.  we  are  comforted  in  knowing  that  because  they  filled 
out  an  advanced  directive  that  they  defined  their  treatment  preferences;  they  designated  a  surrogate 
to  act  on  their  behalf  when  they  became  incapacitated;  and  they  were  able  to  live  and  die  with 
dignity. 

This  should  be  a  lesson  to  us  that  we  must  do  a  better  job  to  encourage  individuals  to  think  about 
their  treatment  options  and  complete  an  advanced  directive. 

The  Patient  Self-Determination  Act  has  the  potential  of  making  patients  more  active  players  in 
deciding  which  health  care  treatments  they  want  and  which  they  don't.  Genuine  quality  and 
efficiency  in  health  care  comes  from  matching  a  person's  individual  choice  with  what  the  system 
has  to  offer.  Yet  today,  less  than  1  in  10  people  in  the  United  States  have  completed  advanced 
directives  or  living  wills. 

We  have  the  law  on  the  books  that  has  potential  to  make  the  health  care  system  work  better  for 
its  patients,  but  it  remains  ineffective  due  to  poor  implementation.  By  conducting  a  pilot  project. 
AHCPR  will  understand  why  and  where  the  system  isn't  working  and  how  to  fix  it. 

Besides  being  effective  in  improving  patient  care,  studies  have  demonstrated  that  advanced 
directives  are  a  powerful  cost  saving  tool. 

Funding  to  determine  the  most  effective  ways  to  implement  the  Patient-Self  Determination  Act  must 
be  maintained. 

Recommendations 

Our  health  care  system  is  being  redefined  by  the  changing  market  for  health  care  services.  Over 
100  million  Americans  are  enrolled  in  managed  care,  advances  in  medical  technology  and  the 
increased  focus  on  cost  containment  are  changing  the  way  we  practice.  It  is  important  that  we 
understand  how  these  and  other  changes  in  our  health  care  system  affect  patients. 

Health  policy  research  is  a  significant  part  of  improving  our  health  care  delivery  and  should  include 
research  that  is  patient-focused,  integrating  those  professionals  that  work  day-to-day  with  patients 
and  their  families. 


Thank  you  for  this  opportunity  to  testify. 
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Mr.  Porter.  Ms.  Sanford,  I  was  thinking  as  you  were  testify- 
ing— in  fact,  I  have  been  thinking  for  the  last  few  days,  as  to  how 
fortunate  it  is  that  these  hearings  are  not  held  in  some  kind  of  a 
vacuum,  where  you  have  human  beings  up  here.  My  mother  has 
just  gone  through  a  nursing  home.  She  died  earlier  this  year.  We 
went  through  the  fact  that  she  had  a  living  will,  had  made  that  de- 
cision ahead  of  time. 

I  was  thinking  yesterday  when  some  of  the  orthopedic  people 
were  testifying  about  the  fact  that  probably  everyone  up  here  had 
low  back  pain  at  some  time  in  their  life,  they  understood  what  was 
being  said.  Many  of  us  have  parents  or  loved  ones  or  close  relatives 
who  have  diabetes  or  cancer  or  heart  disease  or  who  have  been  in- 
jured in  trauma  or  otherwise;  we  have  had  alcoholism  in  our  fami- 
lies perhaps,  or  other  problems  that  we  understand.  And  so  when 
we  hear  you  testify,  it  is  sounding  on  a  real  life  situation  very 
often.  And  while  we  may  not  have  time  to  tell  people  about  that, 
I  think  the  people  who  testify  should  understand  that,  that  we  are 
listening  with  some  understanding,  hopefully. 

Thank  you  for  your  good  testimony.  Thank  you  for  being  here 
this  morning. 


Thursday,  January  26,  1995. 

WITNESS 
MARGARET  FOTI,  AMERICAN  ASSOCIATION  FOR  CANCER  RESEARCH 

Mr.  Porter.  Margaret  Foti,  American  Association  for  Cancer  Re- 
search. You  tell  me  if  I  pronounced  your  name  wrong. 

Ms.  Foti.  It  is  Foti,  Mr.  Chairman. 

Mr.  Porter.  Foti,  sorry. 

Ms.  FOTI.  Italian  names  are  very  complicated. 

Thank  you  so  much  for  the  opportunity  to  testify  before  you 
today  on  behalf  of  the  American  Association  for  Cancer  Research. 
I  am  the  Executive  Director  of  the  AACR,  which  is  a  scientific  soci- 
ety consisting  of  over  10,000  scientists  worldwide  who  conduct 
basic  clinical  and  translational  research  in  the  field,  in  research  fa- 
cilities and  universities  across  the  country. 

I  am  here  to  tell  you  that  the  AACR  urges  this  committee  to  con- 
tinue its  long,  admirable  tradition  of  supporting  biomedical  re- 
search, and  in  particular,  cancer  research.  We  ask  that  you  support 
the  following  broad  concepts: 

Provide  support  for  a  balanced  National  Cancer  Program,  includ- 
ing a  strong  program  of  basic  untargeted  research; 

Increased  support  for  translational  research,  which  is  very  im- 
portant today,  and 

A  10  percent  increase  in  funding  for  the  NCI  in  fiscal  year  1996. 

One  in  three  persons  in  this  country  will  be  diagnosed  with  can- 
cer during  their  lifetimes.  This  means  that  85  million  Americans 
alive  today  will  get  cancer  in  their  lifetimes.  Total  direct  and  indi- 
rect costs  of  cancer  exceed  $100  billion  annually.  In  this  context, 
it  is  of  great  concern  that  the  disparity  between  the  legislatively 
mandated  Bypassed  Budget,  and  the  actual  appropriations  to  the 
NCI,  is  $1.5  billion.  Even  more  striking  is  a  retrospective  analysis 
of  funding  patterns  over  the  past  15  years. 
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Since  1980,  when  adjusted  for  inflation,  the  NIH  has  received  a 
15  percent  increase  in  Federal  funding,  as  compared  with  a  1  per- 
cent increase  for  the  NCI.  The  AACR  recommends  a  10  percent  in- 
crease in  funding  for  the  NCI  in  fiscal  year  1996.  This  increase 
would  be  a  significant  step  towards  achieving  a  funding  level  that 
will  allow  us  to  take  advantage  of  the  outstanding  research  oppor- 
tunities available  to  us,  and  it  is  a  level  that  is  recommended 
strongly  by  the  20  national  member  organizations  of  the  National 
Coalition  for  Cancer  Research. 

There  has  never  been  a  more  exciting  time  in  scientific  experi- 
mentation for  cancer  research.  In  fact,  the  past  investment  in  basic 
and  clinical  research  has  set  us  on  a  course  that  was  not  imag- 
inable two  decades  ago.  For  example,  20  years  ago,  researchers,  in- 
cluding Dr.  Varmus,  demonstrated  that  oncogenes,  genes  that 
cause  cancers,  are  present  in  normal  cells.  Since  then,  dozens  of 
oncogenes  have  been  identified  and  studied. 

Researchers  are  learning  more  about  how  normal  cells  go  awry 
and  how  they  develop  into  cancer  cells.  We  know  now  that  some 
tumor  suppressor  genes  can  contribute  to  cancer.  And  just  recently 
two  exciting  research  results  have  been  reported  on.  You  have 
heard,  I  am  sure,  about  the  cloning  of  the  BRCA1  cancer,  breast 
cancer  susceptibility  gene,  and  the  recent  discovery  that  a  series  of 
genes  is  responsible  for  hereditary  colon  cancer.  These  exciting 
breakthroughs  will  make  it  possible  to  screen  individuals  from  fam- 
ilies in  high  risk. 

Many  of  these  advances  have  definite,  significant  economic  bene- 
fits to  this  country.  An  investment,  for  example,  of  $72  million  in 
testicular  cancer  research,  over  a  17-year  period,  saves  $134  to 
$179  million  annually.  We  need  to  emphasize  that  to  this  commit- 
tee and  to  others  who  consider  these  numbers. 

Last  year,  Congress  supported  a  balanced  cancer  program.  The 
AACR  again  recommends  that  you  support  a  balanced  cancer  pro- 
gram, one  which  is  based  on  peer  review  of  the  best  opportunities 
for  progress  in  all  areas  of  cancer  research.  Knowledge  that  we 
have  gained  in  molecular  biology  and  the  development  of  the  Unit- 
ed States  biotechnology  industry  have  occurred  because  of  the 
NCI's  investment  in  untargeted  basic  research.  Therefore,  we  sup- 
port a  balanced  program. 

But  we  support  high-priority,  site-specific  research  as  well,  pro- 
vided that  it  can  be  implemented  with  new  funds.  Such  a  balanced 
program  will  allow  us  to  take  advantage  of  the  exciting  opportuni- 
ties. 

For  example,  right  now  research  project  grants  are  at  a  very  low 
level  of  under  25  percent,  and  ROls,  investigator-initiated  grants, 
are  only  at  a  dismal  14  percent.  This  means  that  only — that  eight 
out  of  ten  proposals,  research  that  might  hold  a  promise  of  prevent- 
ing or  curing  cancer,  were  not  funded. 

We  mentioned  translational  research,  because  this  is  a  very  ex- 
i  citing  area  in  cancer  research  at  the  moment,  and  breakthroughs 
;  are  now  showing  themselves  to  have  great  promise  in  the  clinic. 
i  Unfortunately,  current  levels  of  funding  are  insufficient  to  meet  the 
j  needs  for  this  area  of  research. 

I  would  like  to  mention  that  in  addition  to  preventing  cancer  and 
to  improving  the  quality  of  life  for  persons  with  cancer,  the  Na- 
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tion's  health  care  costs  will  be  significantly  reduced.  In  addition, 
Mr.  Chairman,  sadly  the  benefits  of  decades  of  cancer  research  are 
not  equally  available  to  all  Americans.  Minorities,  the  poor  and  el- 
derly, often  do  not  have  access  to  the  same  preventive  services  and 
cancer  treatments. 

A  recent  report  of  the  NIH,  for  example,  found  that  while  the 
death  rate  from  breast  cancer  declined  by  5.5  percent  between  1989 
and  1992  for  white  women,  mortality  actually  rose  by  2.6  percent 
for  black  women  during  this  same  period.  This  finding  is  an  indica- 
tion that  the  successes  of  cancer  research  are  not  equally  accessible 
to  all  Americans,  and  we  must  develop  improved  methods  of  reach- 
ing these  populations. 

I  would  also  like  to  mention  that  we  support  the  concept  of  a 
medical  research  fund  to  add  additional  monies  to  what  is  being 
given  to  biomedical  research,  and  we  hope  that  the  cosignatories  of 
this  medical  research  fund  will  actually  reintroduce  this  proposal 
in  1995. 

Therefore,  in  summary,  this  is  a  very  exciting  time  in  cancer  re- 
search as  we  witness  patients  finally  realizing  the  benefits  of  re- 
search. Yet  hundreds  of  thousands  of  Americans  are  still  dying 
every  year,  and  we  need  to  put  a  major  focus  on  cancer  in  this 
country  and  reawaken  America  to  our  needs. 

We  recognize  this  committee  will  be  forced  to  make  very,  very 
difficult  decisions  this  year.  However,  we  want  to  emphasize  that 
cancer  research  is  our  hope  for  the  future.  Cancer  research  is  a 
very  tragic  disease  which  touches  all  of  us,  and  we  must  eradicate 
it.  I  appreciate  the  opportunity  to  present  the  views  of  the  AACR. 
Thank  you. 

Mr.  Porter.  Ms.  Foti,  thank  you  very  much  for  being  with  us 
this  morning.  Thank  you  for  your  very  good  statement. 

[The  prepared  statement  of  Margaret  Foti  follows:] 


MARGARET  FOTI 
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Statement  of  the  American  Association  for  Cancer  Research 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  on  behalf  of  the  American 
Association  for  Cancer  Research  (AACR).  I  am  Margaret  Foti,  Executive  Director  of  the 
AACR,  which  is  a  professional  society  consisting  of  10,200  members  who  conduct  research  to 
advance  our  knowledge  of  cancer  through  laboratory  studies,  clinical  trials  and  translational 
research,  and  prevention  and  control  programs  in  research  facilities  and  universities  across  the 
country. 

The  AACR  urges  this  Committee  to  continue  its  long  tradition  of  supporting  biomedical 
research  and,  in  particular,  cancer  research.  We  request  that  Congress  support  the  following 
broad  concepts: 

(1)  Provide  support  for  cancer  research  which  will  enable  the  National  Cancer 
Institute  (NCI)  to  move  closer  to  parity  in  funding  with  the  National  Institutes  of 
Health  (NIH)  as  a  whole. 

(2)  Support  a  balanced  National  Cancer  Program,  including  a  strong  program  of 
basic,  untargeted  research. 

(3)  Increase  support  for  translational  research. 

Parity  in  Funding  for  Cancer  Research 

Cancer  statistics  are  alarming:  one  in  three  persons  in  this  country  will  be  diagnosed 
with  cancer  during  their  lifetimes.  That  means  85  million  Americans  alive  today  will  get  cancer 
in  their  lifetimes.    Total  direct  and  indirect  costs  of  cancer  exceed  $100  billion  annually. 

In  this  context,  it  is  of  great  concern  that  the  disparity  between  the  legislatively  mandated 
Bypass  Budget  and  the  actual  appropriation  to  the  NCI  is  $1 .5  billion.  The  1996  Bypass  Budget 
recommends  almost  a  50%  increase  over  the  FY  1995  budget  for  the  NCI.  This  reflects  the 
level  of  funding  that  the  cancer  community  believes  it  could  effectively  and  efficiently  spend  for 
the  coming  fiscal  year  in  the  fight  against  cancer.  At  a  funding  level  which  is  half  the  amount 
necessary  to  take  advantage  of  the  tremendous  research  opportunities  which  exist,  the  nation  is 
certainly  constrained  in  its  ability  to  address  this  horrendous  epidemic. 

Even  more  striking  is  a  retrospective  analysis  of  funding  patterns  which  have  emerged 
over  the  past  15  years.  Federal  funding  for  cancer  research  has  increased  at  a  slower  rate  than 
for  the  NIH  as  a  whole.  Since  1980,  when  adjusted  for  inflation,  the  NIH  has  received  a  15% 
increase  in  federal  funding  as  compared  with  a  1  %  increase  for  the  NCI. 
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The  AACR  supports  a  long-term  goal  of  obtaining  parity  in  funding  increases  for  the  NCI 
and  the  rest  of  the  NIH  research  programs.  At  the  current  levels,  this  would  require  a  14% 
increase  for  the  NCI.  We  realize  that  this  cannot  be  corrected  overnight,  particularly  in  light 
of  the  tremendous  fiscal  constraints  we  are  currently  facing.  Therefore  we  recommend  a  10% 
increase  in  funding  for  the  NCI  in  FY  1996.  A  10%  increase  would  be  a  significant  step 
towards  achieving  parity  with  the  rest  of  NTH  and  a  recognition  of  the  tight  fiscal  constraints 
under  which  the  Committee  operates. 

There  has  never  been  such  an  exciting  time  in  scientific  exploration  as  it  relates  to 
cancer.  In  fact,  the  past  investment  in  basic  and  clinical  cancer  research  has  set  us  on  a  course 
that  was  not  even  imaginable  two  decades  ago.    For  example: 

*  Twenty  years  ago  researchers,  including  Dr.  Harold  Varmus,  demonstrated  that 
oncogenes-genes  that  cause  tumors  to  grow-are  present  in  normal  cells.  Since  then, 
dozens  of  oncogenes  have  been  identified  and  studied. 

*  Researchers  are  learning  more  about  when  good  cells  go  bad.  We  know  now  that  some 
tumor  suppressor  genes  contribute  to  cancer.  Important  investigations  have  resulted  in 
the  cloning  of  the  BRCA1  breast  cancer  susceptibility  gene  and  the  recent  discovery  that 
a  series  of  genes  is  responsible  for  most  cases  of  hereditary  colon  cancer.  These 
breakthroughs  will  make  it  possible  to  screen  individuals  from  families  with  a  high 
cancer  incidence. 

*  Researchers  have  discovered  that  the  mutation  of  the  protein  p53  is  involved  in  as  many 
as  50%  of  all  cancers.  This  information  is  vitally  important  as  we  move  forward  in 
developing  early  detection  techniques  for  cancer. 

*  Improvements  in  technology  and  the  exponential  growth  in  cell  and  molecular  biology, 
made  possible  in  part  through  the  National  Cancer  Program,  have  resulted  in  enhanced 
capability  of  detecting  and  diagnosing  cancer  at  an  earlier  stage. 

*  Researchers  are  applying  the  knowledge  gained  from  bone  marrow  transplantation  to  the 
treatment  of  solid  cancers,  including  some  cases  of  breast  cancer. 

*  The  overall  survival  rate  from  all  forms  of  cancer  has  increased  from  39%  to  52% 
during  the  last  two  decades,  and  our  successes  in  some  cancers  are  truly  remarkable. 
For  example,  Hodgkin's  disease,  once  one  of  our  most  feared  forms  of  cancer,  today  is 
one  of  the  most  successfully  treated  cancers.  Testicular  cancer  is  the  most  common 
malignancy  in  15-to-35-years-old  males,  yet  more  than  90%  of  testicular  cancer  patients 
can  now  be  cured. 

*  Many  of  these  advances  have  resulted  in  significant  economic  benefits  as  well.  An 
investment  of  $72  million  in  testicular  cancer  research  over  a  17-year  period  saves 
between  $134  to  $179  million  annually. 
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Balanced  Cancer  Program  and  Untargeted  Research 

The  AACR  supports  a  balanced  National  Cancer  Program  that  encompasses  all  aspects 
of  cancer  research,  including  basic  research,  applied  and  translational  research,  prevention  and 
control  programs,  and  the  cancer  centers  program.  As  NCI  Director  Samuel  Broder  said  in  a 
presentation  to  the  National  Cancer  Advisory  Board  earlier  this  month,  "There  is  a  vital  need 
for  each  part  of  the  program  and  for  a  certain  symmetry." 

We  also  support  high-priority,  site-specific  research  in  areas  such  as  breast,  ovary,  and 
prostate  cancer;  however,  in  this  connection,  we  urge  that  any  directive  to  increase  funding  for 
research  on  specific  initiatives  be  accompanied  by  new  funds.  These  directives  must  not  be 
funded  at  the  expense  of  other  high-priority  cancer  research  initiatives. 

Last  year,  Congress  urged  the  support  of  a  balanced  cancer  research  program.  The 
AACR  again  recommends  that  you  support  a  balanced  program  in  1996,  one  which  is  based  on 
peer  review  of  the  best  opportunities  for  progress.  Such  a  balanced  program,  without 
earmarking,  is  the  best  hope  we  have  that  research  will  continue  to  be  our  most  effective  weapon 
in  the  battle  against  cancer. 

If  research  is  targeted  by  Congress  and  new  funds  are  not  provided  to  support  those 
mandates,  then  progress  would  be  seriously  delayed  in  vital  areas  of  basic  research,  translational 
research,  prevention  and  control,  early  detection,  and  the  therapeutic  management  of  cancer. 
Similarly,  research  progress  would  be  delayed  if  there  are  sudden  shifts  in  priority  from  one  area 
to  another.  A  steady,  predictable  source  of  support  is  our  best  course,  so  that  we  can  build  one 
advance  upon  another.    Research  progress  should  dictate  the  course  of  our  future  efforts. 

Support  for  Research  Project  Grants 

A  balanced  cancer  program  provides  some  of  the  most  promising  opportunities  through 
Research  Project  Grants  (RPGs)  and,  specifically,  unsolicited  investigator-initiated  awards 
(ROls).  Investigator-initiated  programs  are  at  the  core  of  our  basic  research  efforts.  The 
tremendous  knowledge  that  we  have  gained  in  molecular  and  cellular  biology,  as  well  as  the 
development  of  the  renowned  U.S.  biotechnology  industry,  has  occurred  in  large  part  as  a  result 
of  NCI's  investment  in  untargeted  basic  research.  Further,  many  of  our  most  outstanding 
achievements  in  cancer  research  have  been  the  result  of  basic  research,  the  result  in  which  the 
outcome  was  unexpected.  This  research  is  a  key  to  expanding  our  progress  in  the  fight  against 
cancer.  As  the  authors  of  the  September  1994  report  Cancer  at  a  Crossroads:  A  Report  to 
Congress  for  the  Nation  wrote: 

The  creativity  of  individual  investigators  is  the  driving  force  behind  advances  in  cancer 
research  and  the  major  source  of  progress  and  productivity.  Creativity  cannot  be 
mandated;  rather,  it  must  be  fostered  by  providing  a  supportive  environment  that 
maximizes  the  possibility  of  its  occurrence.  (Page  32) 
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Regrettably,  support  for  these  mechanisms  has  declined  drastically  in  the  last  two 
decades.  For  example,  the  NCI  success  rate  for  RPGs  (proposals  received  versus  proposals 
funded)  dropped  from  40.1%  in  1971  to  only  24.6%  in  1993.  The  success  rate  for  ROls  in 
1993  was  a  dismal  14%.  Thus,  more  than  eight  out  of  every  ten  proposals-research  that  might 
hold  the  key  to  preventing  or  curing  cancer- were  not  funded. 

Translational  Research 

Progress  in  prevention  against  cancer  starts  with  an  understanding  of  how  normal  cells 
become  cancerous  cells  (basic  research).  However,  the  knowledge  gained  from  breakthroughs 
in  basic  research  will  not  serve  us  unless  we  do  more  to  move  research  from  the  "bench  to  the 
bedside."  Translational  research  "translates"  basic  research  findings  into  technologies  that  can 
be  used  in  the  clinic.  Effective  translational  research  requires  broad  skills  and  resources. 
Unfortunately,  the  current  funding  levels  for  the  NCI  and  the  NIH  are  insufficient  to  meet  the 
need  for  translational  research  to  speed  the  application  of  laboratory  advances  to  clinical 
practice. 

On  a  related  note,  the  AACR  is  very  concerned  about  the  findings  of  the  recent  Institute 
of  Medicine  panel  which  examined  the  status  of  careers  in  clinical  research.  The  study  found 
that  the  present  level  of  training  and  support  for  professionals  in  clinical  research  is  fragmented, 
and  that  a  number  of  factors  make  a  career  in  clinical  research  unattractive  for  health  profession 
students.  Not  the  least  of  these  factors  is  the  unstable  environment  for  clinical  research  funding, 
since  clinical  research  is  inherently  more  costly  than  much  basic  research.  Other  factors  include 
high  educational  debt,  the  long  period  of  clinical  training  that  is  required,  and  multiple  demands 
on  trainees. 

By  providing  additional  resources  that  can  be  applied  to  clinical  and  translational 
research,  Congress  will  enable  the  NCI  to  put  our  research  advances  into  practice,  preventing 
many  cases  of  cancer  and  improving  the  health  of  those  who  have  cancer.  In  addition  to 
improving  the  quality  of  life  for  these  persons,  the  nation's  health  care  costs  will  be  reduced. 

Equal  Access  to  Cancer  Care 

Sadly,  the  benefits  of  decades  of  cancer  research  are  not  equally  available  to  Americans 
in  every  walk  of  life.  Approximately  38  million  Americans  are  uninsured,  and  more  than  80 
million  others  have  insurance  that  is  inadequate  to  cover  a  catastrophic  illness  such  as  cancer. 
Minorities,  the  poor,  and  the  elderly  often  do  not  have  access  to  the  same  preventive  services 
and  treatments.  For  example,  the  indigent  and  rural  residents  do  not  have  proper  access  to 
simple  and  effective  cancer  screening  procedures  such  as  Pap  smears  and  mammograms.  Others 
do  not  have  appropriate  knowledge  of  or  access  to  sound  nutrition  information.  A  recent  report 
of  the  National  Center  for  Health  Statistics  and  the  NIH  found  that  while  the  death  rate  from 
breast  cancer  has  declined  by  5.5%  between  1989  and  1992  for  white  women,  mortality  actually 
rose  by  2.6%  for  black  women  for  the  same  time  period.  This  finding  is  an  indication  that  the 
successes  of  our  cancer  research  are  not  equally  accessible  and  that  we  must  develop  improved 
methods  of  reaching  these  special  populations. 
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The  elderly  have  the  highest  cancer  incidence  and  mortality  rates.  However,  Medicare 
does  not  cover  many  cancer  prevention  and  screening  services.  We  know  that  early  detection 
of  cancer  results  in  improved  outcomes  and  lower  costs  of  treatment,  and  yet  our  reimbursement 
policies  do  not  reflect  the  knowledge  that  has  been  gained  through  research. 

The  AACR  urges  Congress  to  bear  in  mind  the  role  of  the  NCI's  cancer  prevention  and 
control  programs  in  developing  methods  to  break  these  patterns  of  unequal  access  and  delivering 
state-of-the-art  cancer  information  and  treatment  to  underserved  populations. 

Medical  Research  Fund 

Lastly,  the  AACR  supports  the  concept  of  a  medical  research  fund,  such  as  that  proposed 
last  year  by  Senators  Harkin  and  Hatfield  and  Congressmen  Coyne,  Richardson,  and  Upton. 
There  is  public  support  for  increased  biomedical  research,  but  the  current  federal  funding  for 
domestic  programs  is  forcing  critically  important  research  to  compete  for  a  limited  amount  of 
dollars.  With  the  dismal  federal  budget  situation  before  us  now  and  in  the  foreseeable  future, 
we  believe  a  separate,  independent  funding  source  that  would  supplement  regular  appropriations 
is  the  only  way  to  capitalize  on  many  of  the  tremendous  research  opportunities  that  exist  today. 
We  are  optimistic  that  these  Congressional  leaders  will  reintroduce  some  form  of  their  proposal 
in  1995. 

Funding  Priorities 

In  summary,  strengthening  our  National  Cancer  Program  will  require  parity  in  funding 
for  the  NCI  as  compared  with  the  NIH.  Our  National  Cancer  Program  must  be  balanced  and 
not  set  off  course  by  specific  earmarks  which  divert  funds  from  one  type  of  cancer  research  to 
another.  Our  National  Cancer  Program  should  include  all  aspects  of  cancer  research  including 
basic  research,  clinical  and  translational  research,  and  prevention  and  control.  Further,  we  must 
develop  better  outreach  programs  to  traditionally  underserved  populations  to  ensure  that  the 
benefits  of  cancer  research  are  equally  accessible  to  all. 

Our  progress  in  cancer  research  over  the  last  several  years  has  brought  us  to  the  brink 
of  discovery  in  many  key  areas.  It  is  an  exciting  time  in  cancer  research,  as  we  now  witness 
patients  realizing  the  benefits  of  the  understanding  of  cancer.  Yet  hundreds  of  thousands  of 
Americans  afflicted  with  cancer  need  us  to  continue  our  fight  against  this  devastating  disease. 

We  recognize  that  this  Committee  will  be  forced  to  make  difficult  decisions  about 
spending  priorities.  We  urge  you  to  remember  that  research  is  the  seed  corn  and  our  hope  for 
a  better  tomorrow.  Research  will  improve  the  quality  of  life  for  all  Americans.  Research  is  the 
basis  of  our  technological  preeminence  in  the  global  marketplace.  To  diminish  our  efforts  now 
will  result  in  this  Nation  losing  its  global  preeminence  in  the  21st  Century. 

Thank  you  for  giving  me  this  opportunity  to  present  the  concerns  and  interests  of  the 
AACR.    I  would  be  pleased  to  answer  any  questions. 
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Thursday,  January  26,  1995. 

WITNESS 
LaMAR  S.  McGINNIS,  JR.,  M.D.,  AMERICAN  CANCER  SOCIETY 

Mr.  Porter.  LaMar  S.  McGinnis,  M.D.,  American  Cancer  Soci- 
ety. 

Dr.  McGinnis. 

Dr.  McGinnis.  Good  morning,  Mr.  Porter,  Mr.  Bonilla,  Mr.  Mil- 
ler, Mr.  Riggs  and  staff.  I  come  before  you  this  morning  as  Presi- 
dent of  the  American  Cancer  Society. 

In  our  81st  year,  we  are  the  largest  volunteer  health  organiza- 
tion in  the  world.  We  have  a  presence  in  each  of  your  districts, 
with  57  divisions  and  over  3,000  units,  and  with  over  2  million  vol- 
unteers actively  concerned  and  working  throughout  this  great  na- 
tion in  this  ongoing  battle  with  cancer. 

I  also  come  before  you  as  a  practicing  surgeon  who,  for  over  30 
years,  has  treated  cancer  patients,  and  now  the  children  of  some 
of  my  earliest  cancer  patients  come  to  me  with  their  cancer  prob- 
lems. 

When  I  was  a  medical  student,  only  one  in  five  cancer  patients 
were  cured.  When  I  began  practice,  one  in  four  cancer  patients 
were  cured.  Today,  almost  50  percent  of  cancer  patients  are  cured, 
with  the  potential  to  cure  75  percent  of  cancer  patients  if  our 
present  state  of  cancer  knowledge  were  universally  applied. 

This  progress  has  not  occurred  through  serendipity.  This 
progress  has  occurred  as  the  fruit  of  diligent  and  ongoing  research. 
And  this  is  why  I  am  here  today. 

You  have  before  you  my  written  testimony,  and  I  commend  this 
information  to  you  and  to  your  staff  for  review.  But  I  wanted  to 
just  speak  with  you  this  morning  informally  and  personally,  so  I 
jotted  down  some  of  these  notes. 

Repeated  surveys  show  us  that  cancer  is  the  most  feared  health 
problem  in  America.  Surveys  also  clearly  show  us  that  the  public 
expects,  through  research,  to  find  a  cure  for  cancer.  Considering 
both  the  cost  of  health  care  for  cancer  patients  and  the  loss  of  pro- 
ductivity from  those  lives  lost  to  cancer  each  year,  then  common 
sense  would  dictate  that  the  most  economical  approach  to  cancer 
would  be  to  prevent  or  to  cure  the  disease.  We  all  then  recognize 
that  this  progress  that  we  are  looking  at  has  come  and  will  come 
from  research,  and  therefore,  to  markedly  diminish  or  abandon  our 
research  efforts  would  be  anathema,  and  would  cause  great  public 
concern. 

With  one  of  three  Americans  likely  to  have  a  cancer  diagnosis  in 
their  lifetime  and  with  one  of  five  Americans  presently  being  cured 
of  cancer,  understandably  a  growing  segment  of  our  population  is 
alarmed.  Every  family  is  touched. 

The  American  Cancer  Society  is  the  largest  private  sector  funder 
of  research.  Yet  our  $100  million  research  budget  is  less  than  the 
cost  of  one  fighter  airplane  while  annually  more  Americans  die 
from  cancer  than  have  died  in  all  of  our  wars.  Our  budget  pales 
beside  the  Federal  research  budget.  But  together,  our  funding  of  re- 
search has  produced  27  Nobel  Prize  Laureates  as  a  magnificent  ex- 
ample of  the  fruits  of  our  efforts. 
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Last  November,  the  National  Cancer  Advisory  Board  issued  a  re- 
port evaluating  the  National  Cancer  Program,  entitled  Cancer  at 
the  Crossroads.  This  report  makes  specific  funding  requests,  and 
we  support  these  requests.  Basic  research  has  led  to  a  rapidly 
evolving  understanding  of  the  molecular  biology  of  cancer,  with  the 
future  possibility  of  predicting,  preventing  and  treating  cancer  at 
the  genetic  level.  This  use  of  the  computer  in  the  biological  sciences 
will  have  an  even  greater  impact  than  the  use  of  the  microscope 
in  the  18th  century. 

Our  current  investment  in  basic  research  is  insufficient  if  we  are 
to  take  full  advantage  of  these  exciting  new  opportunities  and  ex- 
pand our  activities  in  translational  research.  Therefore,  to  bring 
NCI  funding  into  parity  with  the  NIH  as  a  whole  and  to  work  to- 
wards achieving  the  Bypassed  Budget  request  of  3.64  billion,  the 
American  Cancer  Society  requests  a  minimum  10  percent  increase 
for  NCI  on  fiscal  year  1996  funding. 

Mr.  Chairman,  we  are  aware  that  there  is  some  discussion  about 
consolidation  of  CDC  programs.  It  is  the  view  of  the  American  Can- 
cer Society  that  this  change  would  not  serve  cancer  control  efforts 
in  this  country.  An  example  of  the  importance  of  categorical  pre- 
ventive health  programs  is  seen  with  the  recent  announcement  by 
Secretary  Shalala  that  the  breast  cancer  mortality  rates  dropped 
4.7  percent  between  1989  and  1992,  the  first  major  reported  de- 
crease in  the  last  four  years.  These  data  are  the  direct  result  of 
women's  awareness  and  use  of  mammography,  and  just  of  adjuvant 
therapy  in  treating  the  disease.  The  American  Cancer  Society  is 
proud  of  the  role  it  has  played  in  this  area.  While  the  mortality  de- 
crease for  white  women  was  seen  in  almost  every  age  group,  as 
Marge  has  indicated,  black  women  have  experienced  an  increase  in 
this  mortality. 

The  American  Cancer  Society  recognizes  the  extraordinary  chal- 
lenges before  you  to  reconcile  the  public  welfare  with  the  economic 
health  of  the  nation.  We  believe,  however,  that  an  investment  in 
our  National  Cancer  Program,  through  programs  of  the  NCI  and 
CDC  in  particular,  is  critical  at  this  time. 

Cancer  has  a  major  human  and  economic  impact.  Great  progress 
has  been  made  in  our  understanding  of  cancer  and  application  of 
this  knowledge  to  cancer  prevention  and  to  cancer  treatment.  Ex- 
cluding lung  cancer,  most  major  cancer  sites  are  beginning  to  show 
a  decline  in  incidence,  a  decline  in  stage  of  diagnosis,  and  an  in- 
crease in  survival.  The  American  Cancer  Society  pledges  its  contin- 
ued commitment  to  working  with  its  public  sector  partners  in  the 
development  of  and  delivery  of  these  advances  to  the  American 
public. 

I  thank  you  for  the  opportunity  of  being  here. 

[The  prepared  statement  of  Lamar  S.  McGinnis,  Jr.,  M.D.,  fol- 
lows:! 
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I  am  LaMar  S.  McGinnis,  Jr.,  MD,  Attending  Surgeon  and  Medical  Director  of 
the  DeKalb  Medical  Cancer  Center  and  Clinical  Professor  of  Surgery  at  Emory 
University  School  of  Medicine  in  Atlanta,  Georgia.   I  am  privileged  to  come  before  you 
today  as  President  of  the  American  Cancer  Society.   The  American  Cancer  Society  is  the 
nationwide,  community-based,  voluntary  health  organization  dedicated  to  eliminating 
cancer  as  a  major  health  problem  by  preventing  cancer,  saving  lives  from  cancer,  and 
diminishing  suffering  from  cancer  through  research,  education,  advocacy,  and  service. 
With  more  than  2  million  volunteers  nationwide,  the  American  Cancer  Society  is  the 
community-based  leader  in  cancer  control,  providing  information  about  cancer  to  the 
public  and  health  professionals  and  direct  services  to  millions  of  Americans  living  with 
cancer.   In  addition,  the  Society  is  the  largest  single  source  of  private  funds  for  cancer 
research.   In  fiscal  year  1994,  the  Society  invested  over  $100  million  in  research  -  almost 
27%  of  its  budget.  To  date,  the  Society  has  invested  more  than  $1.6  billion  in  cancer 
research.   All  American  Cancer  Society  programs  have  been  supported  entirely  by 
privately-raised  funds. 

Today  we  are  asking  for  your  consideration  and  continuing  support  during  fiscal 
year  (FY)  1996  of  a  number  of  cancer-related  programs  under  the  jurisdiction  of  this 
Subcommittee.    In  making  our  recommendations  we  want  to  call  your  attention  to  an 
important  report  issued  in  November  1994  by  the  National  Cancer  Advisory  Board  at 
the  request  of  this  Subcommittee.   As  you  are  aware,  the  mandate  by  this  Subcommittee 
to  NCAB  was  to  evaluate  the  National  Cancer  Program  (NCP),  specifically  by  assessing 
achievements  to  date,  identifying  barriers  to  reducing  the  burden  of  cancer,  and 
recommending  future  research  and  NCP  directions.   Cancer  at  a  Crossroads:  A  Report 
to  Congress  for  the  Nation  makes  clear  that  there  have  been  great  successes  to  date,  and 
that  we  have  reached  a  point  of  unprecedented  challenge  and  opportunity  to  reduce  our 
enormous  cancer  burden.  The  Report  clarifies  the  role  of  a  public-private  partnership 
for  carrying  out  the  NCP  and  calls  for  national  level  coordination  to  maximize  resources 
and  ensure  efficiencies  in  the  Program.   The  American  Cancer  Society  applauds  the 
National  Cancer  Advisory  Board  for  its  analysis,  and  lends  its  support  to  the  key 
recommendations  of  this  Report.   You  are  familiar  with  them,  but  their  importance  in 
influencing  your  funding  recommendations  require  that  we  highlight  a  few  key  points. 

•  Many  people  -  especially  the  poor,  elderly,  and  uninsured  -  receive  inadequate  cancer 
care.  We  have  not  disseminated  current  knowledge  adequately  or  equally. 

•  Current  laws,  public  policy,  and  government  regulation  undermine  cancer  prevention, 
treatment  and  control  efforts.  The  panel  emphasized  the  inconsistencies  relating  to 
tobacco  control  and  other  lifestyle  issues,  and  cited  regulations  and  red  tape  which 
prevents  the  rapid  dissemination  of  knowledge  to  individual  patients. 

•  Failure  to  support  "translational"  research  to  rapidly  develop  cancer-fighting  advances. 

•  Current  investment  is  insufficient  to  capitalize  on  unprecedented  opportunities  in 
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basic  science  research. 

We  urge  you  to  carefully  consider  the  recommendations  in  Cancer  at  a  Crossroads. 
and  use  the  document  as  a  blueprint  for  action.   Mr.  Chairman,  the  American  Cancer 
Society  recognizes  the  extraordinary  challenges  before  you  in  reconciling  the  public 
welfare  with  the  economic  health  of  this  nation.   We  understand  current  federal  funding 
constraints  and  the  desire  to  balance  the  federal  budget;  we  do  not  present  our  funding 
recommendations  lightly.  However,  we  believe  the  right  decisions  can  be  made  by 
reviewing  programs  within  a  framework  which  examines:   human  and  economic  impact 
of  a  specific  disease;  demonstrated  efficacy  of  the  program  or  intervention;  and  public- 
private  partnership  in  implementing  programs. 

First,  a  look  at  the  magnitude  of  the  cancer  problem.   Numerous  studies  have 
shown  that  cancer  is  the  health  concern  that  Americans  fear  the  most.  This  year,  an 
estimated  1,252,000  Americans  will  be  diagnosed  with  cancer.  This  does  not  include 
carcinoma  in  situ  and  basal  and  squamous  cell  skin  cancers.   About  547,000  people  will 
die  of  cancer  in  1995  -  nearly  1,500  people  a  day.   There  has  been  a  steady  rise  in  the 
cancer  mortality  rate  in  the  U.S.  in  the  last-half  century.  The  major  cause  of  this 
increase  has  been  lung  cancer.   Significantly,  death  rates  for  many  major  cancer  sites 
have  ieveled  off  or  declined  over  the  past  50  years.    If  lung  cancer  deaths  were  excluded, 
cancer  mortality  would  have  declined  14%  between  1950  and  1990.   Overall,  4  in  10 
persons,  or  about  40%  who  get  cancer  this  year,  will  be  alive  5  years  after  diagnosis. 
The  gain  from  1  in  3  in  the  1960s  to  4  in  10  now  represents  over  88,000  persons  each 
year. 

Early  detection  and  prompt  treatment  of  cancer  improves  chances  for  long-term 
survival.   Routine  screening  and  self-examinations  can  detect  cancers  of  the  breast, 
tongue,  mouth,  colon,  rectum,  cervix,  prostate,  testis,  and  melanoma  at  an  earlier  stage 
when  treatment  is  more  likely  to  be  successful.  These  sites  include  nearly  half  of  all  new 
cases  of  cancer.   Of  those  persons  diagnosed  in  1995,  about  100,000  more  would  survive 
if  their  cancers  were  detected  in  a  localized  stage  and  treated  promptly. 

Cancer  is  now  the  second  leading  cause  of  death  in  the  United  States;  within  five 
years  it  will  surpass  heart  disease  as  the  leading  cause  of  death.  The  financial  costs  of 
cancer  are  great  both  for  the  individual  and  for  society  as  a  whole.   Cancer  accounts  for 
about  10%  of  the  total  cost  of  disease  in  the  United  States.   Yet  its  share  of  the  total 
cost  of  premature  deaths  was  about  18%  of  all  causes  of  death  in  1985.   The  National 
Cancer  Institute-estimates  overall  costs  for  cancer  at  $104  billion. 

Cancer  incidence  and  mortality  rates  are  generally  higher  for  African  Americans 
than  for  whites.   In  1995,  about  120,000  new  cancers  will  be  diagnosed  among  African 
Americans  and  35,000  among  other  U.S.  minority  populations.   Incidence  and  mortality 
rates  differ  significantly.  A  considerable  part  of  this  difference  in  survival  can  be 
attributed  to  late  diagnosis.  Because  cancer  risk  is  strongly  associated  with  lifestyle  and 
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behavior,  differences  in  ethnic  and  cultural  groups  can  provide  clues  to  factors  involved 
in  the  development  of  cancer.   Income  and  education  -  leading  variables  for 
socioeconomic  status  -  are  predictors  of  health  behavior. 

It  is  clear  from  these  data  that  cancer  is  a  significant  public  health  problem  which 
requires  full  commitment  of  our  resources  -  public  and  private  -  to  continue  our  progress 
in  fighting  this  disease.   The  second  point  in  our  framework  calls  for  making  funding 
decisions  based  on  efficacy  of  the  intervention  in  achieving  desired  results.   The 
American  Cancer  Society  believes  that  your  investment  in  the  National  Institutes  of 
Health  (NIH),  specifically  the  National  Cancer  Institute  (NCI),  the  Centers  for  Disease 
Control  and  Prevention  (CDC),  the  Agency  for  Health  Care  Policy  and  Research 
(AHCPR),  and  specific  initiatives  of  the  Department  of  Health  and  Human  Services 
such  as  "Healthy  People  2000",  "National  Action  Plan  on  Breast  Cancer,"  minority 
health/cancer  programs  and  others  will  continue  to  pay  dividends. 

Our  current  investment  in  cancer  research  is  insufficient  if  we  are  to  take  full 
advantage  of  opportunities.  The  use  of  the  computer  in  the  biological  sciences  will  have 
an  even  greater  impact  than  the  microscope  in  the  17th  and  18th  century.   Computers 
have  revolutionized  our  ability  to  understand  molecular  biology;  that  will  lead  to  great 
strides  in  risk  prediction,  prevention,  and  treatment  of  cancer.  The  NCI  has  set  an 
aggressive,  yet  realistic  and  steady  course  towards  eliminating  cancer,  as  described  in  the 
"bypass  budget"  submitted  directly  to  President  Clinton.  A  review  of  the  major  program 
assumptions  of  the  FY  1996  "bypass  budget"  details  a  balanced  program  of  basic  and 
clinical  research,  with  special  emphasis  on  critical  programs  such  as  women's  health, 
prostate  cancer,  and  ASSIST  (tobacco  control)  -  programs  which  meet  our  goal  for 
quality  and  efficacy.   Our  ultimate  goal  as  a  nation  is  to  fulfill  the  promise  of  cancer 
research  and  achieve  the  "bypass  budget"  request  of  $3,640  billion  for  FY  1996.   As  an 
interim  measure,  parity  of  funding  for  NCI  with  that  of  the  entire  NIH  is  a  top  priority. 
According  to  the  National  Coalition  of  Cancer  Research  (NCCR),  the  NIH  as  a  whole 
has  enjoyed  a  15%  increase  in  federal  funding  since  1980  (in  constant  dollars),  compared 
to  a  1%  increase  for  the  NCI.   At  the  very  least,  we  must  not  undergo  a  decrease  in 
federal  funding  of  cancer  research.   Parity  with  the  NIH  is  critical,  but  we  recognize  that 
it  will  not  happen  overnight.  For  this  reason,  the  American  Cancer  Society  joins  with  its 
colleague  members  of  the  National  Coalition  for  Cancer  Research  in  calling  for  a 
minimum  10%  increase  for  NCI  in  fiscal  year  1996. 

It  is  critical  that  we  do  all  we  can  to  translate  what  we  learn  through  research  and 
apply  it  adequately  and  equally  to  all  people.   The  Centers  for  Disease  Control  and 
Prevention  (CDC),  working  with  States,  began  in  1989  to  lay  the  groundwork  for 
building  core  chronic  disease  prevention  programs.  These  programs  have  been 
developed  with  broad  participation  by  community-based  groups  like  the  American 
Cancer  Society  -  and  have  been  continuously  evaluated  as  to  their  success.   Our  FY  1996 
funding  recommendations  for  CDC  of  $2.5  billion  includes  specific  funding  for  priority 
cancer  control  initiatives,  as  outlined  below.   Mr.  Chairman,  we  are  aware  that  there  is 
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some  discussion  about  consolidation  of  CDC  programs.   It  is  the  view  of  the  american 
Cancer  Society  that  this  change  would  not  well  serve  cancer  control  efforts  in  this 
country. 

Cigarette  smoking  remains  the  single  largest  preventable  cause  of  premature 
death  in  the  United  States.   Significantly,  90%  of  smokers  start  before  the  age  of  18. 
The  American  Cancer  Society,  the  American  Heart  Association,  and  the  American  Lung 
Association  -  united  as  the  Coalition  on  Smoking  OR  Health  -  supports  $30  million  in 
FY  1996  for  the  Office  on  Smoking  and  Health  and  other  programs  aimed  at  decreasing 
youth  access  to  deadly  tobacco  products. 

Mr.  Chairman,  I  would  ask  that  you  allow  me  to  digress  for  a  moment  on  an  issue 
where  many  lives  are  at  stake.   Legislation  is  moving  to  the  Floor  that  would  impose  a 
six-month  moratorium  on  all  new  Federal  regulations.  The  American  Cancer  Society 
takes  no  position  on  the  bill  at  this  time  since  the  bill  does  include  an  exemption  to 
allow  regulations  to  go  forward  that  deal  with  imminent  issues  of  health  or  safety. 
However,  we  have  heard  some  discussion  that  tobacco  interests  may  seek  to  insert  a 
special  provision  into  the  legislation  to  block  the  Food  and  Drug  Administration  from 
any  responsible  action  towards  tobacco.   Tobacco  kills  more  than  400,000  people  every 
year,  more  than  1  in  5  deaths  in  the  U.S.   In  addition,  health  care  and  lost  productivity 
from  tobacco-related  diseases  cost  the  country  more  than  $100  billion  a  year.   As  a 
cancer  surgeon,  these  are  not  abstractions  and  statistics  to  me.   I  see  them  every  day. 
Clearly  tobacco  meets  the  criteria  of  imminent  risk.  The  tobacco  industry  is  a  special 
interest  that  makes  enormous  profits  while  marketing  a  product  that  addicts  and  kills 
hundreds  of  thousands  of  people  every  year,  while  sapping  our  economy.  The  industry 
deserves  no  special  treatment  under  this  bill.   If  there  is  to  be  any  special  tobacco 
consideration,  it  should  be  to  direct  FDA  to  move  with  all  deliberate  speed.     Thank 
you,  Mr.  Chairman,  for  allowing  this  digression. 

The  American  Cancer  Society  was  a  strong  supporter  of  legislation  authorizing 
the  National  Program  of  Cancer  Registries  (NPCR),  also  administered  by  the  CDC.   In 
conjunction  with  NCI's  SEER  program,  and  the  National  Cancer  Data  Base  sponsored 
by  the  American  Cancer  Society  and  American  College  of  Surgeons,  the  purpose  of  the 
NPCR  is  to  expand  surveillance  efforts  to  analyze  incidence  and  mortality  data  crucial  to 
the  planning,  implementation,  and  evaluation  of  public  health  programs.   Thirty-seven 
states  have  expanded  their  cancer  registry  programs  since  the  establishment  of  NPCR. 
The  American  Cancer  Society  requests  $30  million  for  NPCR  in  FY  1996  to  sustain  the 
program  and  build  capacity  in  other  states. 

Two  weeks  ago,  Health  and  Human  Services  Secretary  Donna  Shalala  announced 
that  the  death  rate  for  breast  cancer  in  American  women  declined  4.7  percent  between 
1989  and  1992,  the  largest  such  short-term  decline  in  the  U.S.  for  this  disease  since  1950. 
This  is  an  exciting  and  recent  example  of  how  our  investments  in  proven  health 
interventions  is  paying  off.  Secretary  Shalala  reported  that  for  white  women,  the  decline 
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in  mortality  occurred  in  nearly  every  age  group.   Disturbingly,  breast  cancer  mortality 
rates  in  African  American  women  actually  increased  2.6  percent  over  the  same  period. 
As  mentioned  above,  these  differences  can  be  accounted  for  primarily  by  socioeconomic 
factors  which  impact  information  about  and  access  to  health  care  services. 

The  overall  data  are  very  encouraging,  since  the  results  are  attributable  to 
widespread  screening  using  mammography  and  the  use  of  adjuvant  therapy  in  treatment. 
The  American  Cancer  Society  takes  great  pride  in  its  role  in  investing  in  research  and 
public  and  professional  education  programs  which  have  had  an  impact  on  women's 
awareness  and  use  of  screening  procedures  for  breast  cancer.   While  we  must  continue 
our  research  efforts  into  the  cause  and  cure  for  the  disease,  the  data  compel  us  to 
expand  and  continue  our  efforts  to  reach  all  women.  The  American  Cancer  Society 
believes  that  continued  investment  and  expansion  of  CDC's  Breast  and  Cervical  Cancer 
Control  program  (BCCCP)  -  targeted  at  minorities  and  older  women  -  will  help  us  save 
the  lives  of  all  women.  The  BCCCP  is  an  excellent  example  of  a  proven  intervention 
which  relies  on  a  public-private  partnership  of  community-based  cancer  coalitions  to 
identify  and  break  down  barriers  to  use  of  breast  and  cervical  cancer  screening.  The 
American  Cancer  Society  works  closely  with  CDC  as  a  key  partner,  and  has  invested  its 
resources  -  volunteers  and  staff,  public  education  materials,  and  program  dollars  in  many 
of  the  26  states  which  have  received  funding  for  comprehensive  programs  to  date.   Our 
FY  1996  funding  request  for  the  BCCCP  is  $200  million. 

As  the  primary  committee  responsible  for  determining  spending  priorities,  we 
urge  you  to  carefully  consider  the  information  before  you  today,  and  provide  the  highest 
funding  possible  for  these  critical  cancer  programs.  This  includes  our  request  for  $3.64 
billion  for  the  National  Cancer  Institute,  or  a  minimum  10%  increase  over  fiscal  year 
1995  funding,  and  $2.5  billion  for  the  Centers  for  Disease  Control  and  Prevention.  We 
urge  you  to  find  a  balanced  approach  to  funding  these  component  parts  of  the  National 
Cancer  Program.  The  mission  of  one  agency,  to  conduct  basic  and  clinical  research  into 
the  cause  and  cure  for  cancer,  is  only  meaningful  if  that  knowledge  is  translated  into 
practical  interventions  for  the  health  of  our  citizens  -  the  mission  of  the  other  agency.   It 
is  also  important  to  emphasize,  Mr.  Chairman,  that  our  success  in  controlling  cancer  at 
the  local  level  is  due  primarily  to  our  ability  to  direct  funds  to  States  for  the 
development  of  quality  programs  in  breast  and  cervical  cancer  screening,  education 
about  prostate  cancer,  development  of  comprehensive  school  health  education  programs, 
education  about  the  role  that  diet  and  nutrition  play  in  a  healthy  lifestyle,  and  tobacco 
control.  The  American  Cancer  Society  supports  the  concepts  of  streamlining  programs 
and  providing  maximum  flexibility  for  States  in  targeting  high  priority  health  programs  in 
their  communities  -  particularly  chronic  disease.   However,  history  has  shown  that  unless 
adequate  funds  are  set  aside  for  this  purpose,  disease  prevention  and  health  promoting 
activities  often  take  a  backseat  to  more  immediate  health  needs.   A  prudent,  long-term 
investment  in  public  health  requires  activities  in  a  number  of  critical  areas:   chronic 
disease  prevention,  injury  control,  infectious  disease,  and  prevention  and  health 
promotion. 

liUir  S.  McGioDit.  MD      Page  5 


305 


In  conclusion,  Mr.  Chairman,  the  American  Cancer  Society  takes  seriously  its  role 
as  a  private  sector  partner  in  the  War  on  Cancer.  The  Mission  of  the  American  Cancer 
Society  embraces  the  concept  of  private  initiative  as  a  complement  to  publicly-funded 
programs.   We  believe  the  programs  recommended  for  funding  represent  the  best  and 
greatest  opportunities  for  federal  support  for  the  National  Cancer  Program,  and  for 
maximizing  resources  through  collaborative  efforts  with  groups  like  the  American  Cancer 
Society. 
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Mr.  Porter.  Dr.  McGinnis,  may  I  ask  a  question? 

What  is  the  relationship  between  the  American  Association  for 
Cancer  Research,  Margaret  Foti  who  testified  just  before  you,  and 
the  American  Cancer  Society?  Is  there  a  relationship? 

Dr.  McGinnis.  We  have  a  relationship  through  the  coalition  that 
Margaret  is  President  of  this  year.  There  are  many  different  bodies 
that,  in  the  voluntary  sector,  seek  funds  and  promote  research.  We 
are  one  of  those.  But  we  have  no  direct  functioning  relationship. 

Mr.  Porter.  You  actually  fund  research  though,  American  Can- 
cer Society? 

Dr.  McGinnis.  We  fund  research,  yes. 

Mr.  Porter.  Do  they  fund  research  also? 

Dr.  McGinnis.  Yes,  they  do. 

Mr.  Porter.  They  do.  Well,  we  thank  you  very  much  for  your 
statement  this  morning.  Thank  you  for  being  with  us. 


Thursday,  January  26,  1995. 

WITNESS 
JOSEPH  BATES,  M.D.,  AMERICAN  LUNG  ASSOCIATION 

Mr.  Porter.  Joseph  Bates,  M.D.,  American  Lung  Association. 

Dr.  Bates. 

Dr.  Bates.  Thank  you,  Mr.  Porter,  and  other  Members  of  the 
committee,  for  allowing  me  to  come  before  you.  I  am  President  of 
the  American  Lung  Association,  and  I  am  here  to  tell  you,  first, 
that  lung  disease  is  the  third  leading  cause  of  death  for  Americans, 
and  it  is  the  only  cause  of  death  that  is  increasing  among  the  most 
common  causes  of  death.  We  are  very,  very  concerned  about  that. 

Asthma  affects  14  million  Americans.  Lung  cancer,  pneumonia, 
emphysema  are  major  causes  of  problems.  The  emerging  concern 
about  antibiotic  resistance  that  is  happening  throughout  this  coun- 
try will  have  a  major  impact  on  lung  disease  because  pneumonia 
is  the  final  common  pathway  for  death  in  people  that  have  serious 
infections.  We  are  very  afraid  that  we  may  be  moving  back  to  the 
pre-antibiotic  era  of  the  1930s  and  before,  within  the  next  decade 
or  so.  We  must  understand  the  mechanisms  of  how  this  is  happen- 
ing. 

All  the  speakers  before  me  have  been  glowing  in  praise  of  the 
NIH,  and  I  simply  want  to  join  in  that  praise.  I  would  be  hard  put 
to  think  of  any  Federal  program  that  has  done  more  good  for  the 
American  people  than  the  National  Institutes  of  Health.  It  is  abso- 
lutely the  center-post  of  American  health  care,  American  bio- 
medical research,  and  the  industry  of  biomedical  research  that  is 
really  thriving  in  this  country — and  we  are  leading  the  world  in 
this  area.  We  want  to  encourage  you  to  continue  to  nurture  and 
feed  and  look  over  and  be  very  proud  of  the  National  Institutes  of 
Health. 

We  have  submitted  to  you  our  views  about  what  the  budgets  of 
certain  Institutes  should  be.  Those  are  prepared  very  thoughtfully 
and  conservatively.  We  especially  plead  that  parity  be  given  to  the 
Institutes  if,  hopefully,  you  are  able  to  see  it  possible  to  increase 
the  funding  at  the  NIH. 


307 

I  also  want  to  speak  to  you  about  something  that  we  are  troubled 
about,  and  that  is  tuberculosis.  Something  happened  in  the  1980s 
and  1990s  that  is  really  quite  remarkable.  I  think  it  is  the  first 
time  in  the  history  of  the  world  that  this  happened.  Tuberculosis 
had  been  going  down  in  every  country  in  the  world,  it  had  been 
going  down  in  incidence  in  the  United  States  since  about  1890.  It 
didn't  go  up  during  World  War  I  or  World  War  II,  the  Great  De- 
pression; it  continued  to  go  down  in  the  1930s. 

Then  something  momentous  happened  in  the  1980s  and  turned 
this  around,  and  I  think  several  things  account  for  that.  The  HIV 
epidemic  is  one.  Two,  we,  the  American  people,  abandoned,  basi- 
cally abandoned  tuberculosis  control  efforts  in  the  1980s.  We  had 
a  big  increase  in  the  prison  population,  a  big  increase  in  homeless- 
ness.  And  all  of  these  things  just  came  together  and  sort  of  said, 
we  will  express  this  disarray  with  a  tuberculosis  epidemic.  And  we 
are  spending,  of  course,  more  now  to  control  this,  hundreds  of 
times  more  to  control  this,  and  bring  it  back,  than  we  would  have 
had  to  do  had  we  been  sensible  about  this  and  not  abandoned  our 
efforts  in  the  1980s. 

We  are  very  pleased  with  the  present  program  of  the  CDC,  and 
the  NIH  is  allocating  more  concern  to  basic  tuberculosis  research. 

We  would  like  to  see  a  lot  more  in  tuberculosis  research.  The 
only  way  tuberculosis  will  be  brought  under  control  worldwide  will 
be  with  a  vaccine.  We  presently  do  not  have  an  effective  vaccine. 
In  the  United  States,  we  can  control  tuberculosis  with  the  meas- 
ures that  are  being  put  in  place  now  by  the  CDC. 

We  are  very  concerned  that  the  block  grant  concept  will  threaten 
that,  that  we  will  be  back  to  the  1980s,  and  it  will  cause  us  great 
grief,  particularly  with  the  drug-resistant  strains  that  are  so  preva- 
lent in  our  big  cities  and  where  in  some  cases  there  absolutely  is 
no  treatment  for  it.  And  if  these  strains  begin  to  spread,  it  will 
really  be  quite  a  serious  problem. 

So  we  ask  you  to  be  very  careful  about  the  tuberculosis  control 
funding  at  the  CDC.  We  like  the  way  it  is  now;  we  are  very  pleased 
with  what  has  happened  in  the  last  couple  of  years.  We  would  like 
to  see  it  continued. 

Thank  you  for  letting  me  come  before  you. 

Mr.  Porter.  Dr.  Bates,  thank  you  for  your  excellent  statement, 
and  we  very  much  appreciate  your  coming  before  us  and  telling  us 
your  thoughts  on  lung  disease  and  related  areas. 

[The  prepared  statement  of  the  American  Lung  Association  fol- 
lows:] 
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SUMMARY:  FUNDING  RECOMMENDATIONS  (in  millions) 

National  Institutes  of  Health 

National  Heart,  Lung  and  Blood  Institute 

National  Institute  for  Allergy  and  Infectious  Diseases 

National  Institute  for  Environmental  Sciences 
Centers  for  Disease  Control 

National  Institute  for  Occupational  Safety  and  Health 

Tuberculosis  Control  Programs 

Office  on  Smoking  and  Health 


$13,000.0 

1,500.0 

1,260.0 

313.0 

141.0 

220.0 

30.0 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  the  American  Lung  Association  and  the  American 
Thoracic  Society  thank  you  for  this  opportunity  to  comment  on  the  health  and  biomedical  research 
programs  In  the  FY  96  budget  At  the  outset,  Mr.  Chairman,  we  would  like  to  congratulate  you  on  your 
new  position.  We  look  forward  to  working  with  you. 

Diseases  of  the  lung  constitute  a  devastating  and  growing  health  problem  in  the  United  States.  Every 
year,  over  315.000  Americans  die  of  lung  disease.  The  lung  disease  death  rate  increased  almost  20% 
between  1979  and  1992-the  greatest  increase  among  the  top  five  leading  causes  of  death.  Nearly  twenty 
eight  million  Americans  live  with  chronic  lung  disease  every  day.  They  suffer  from  emphysema,  chronic 
bronchitis,  asthma  or  other  breathing  problems  that  require  long-term,  regular  medical  care.  Many  major 
technological  breakthroughs  and  comprehensive  health  care  services  now  help  chronic  lung  disease 
patients  survive  and  live  longer,  more  productive  Uvea.  But  there  is  a  cost  Lung  rBrmnno  costs  the  U.S. 
economy  a  total  of  $61.2  billon  annua8y-$22.2  bKion  In  direct  health  care  expendtures  and  another 
$39.0  bBlkxi  for  indirect  costs  including  lost  work  productivity. 

The  ALA/ATS,  while  concerned  specifically  about  research  related  to  the  prevention  and  control  of  lung 
disease,  believes  that  medical  research  is  an  investment  critical  to  the  future  health  of  every  American. 
We  recognize  that  efforts  to  reduce  the  deficit  and  gain  control  of  the  national  debt  wl  require  careful 
consideration  of  the  merits  of  all  programs.  The  National  Institutes  of  Health  has  enjoyed  strong 
bipartisan  support  and  we  hope  this  continues.  However,  as  the  Subcommittee  reviews  the  National 
Institutes  of  Health  programs,  it  to  important  to  provide  parity  for  all  Institute*  rotative  to  any  funding 
increases.  The  recommendations  made  below  represent  our  best  estimate  of  the  adequate  resources 
necessary  to  maintain  the  scientific  intregrlty  of  these  programs  and  continue  them  at  the  level  of  priority 
funding  indicated  by  the  magnitude  of  the  lung  disease  problem. 

SUMMARY:    FUNDING  RECOMMENDATIONS  On  millions) 

National  Institutes  of  Health                                  •  $13,000.0 

National  Heart,  Lung  and  Blood  Institute  1,500.0 

National  Institute  for  Allergy  and  Infectious  Diseases  1,260.0 

National  Institute  for  Environmental  Sciences  313.0 

Centers  for  Disease  Control 

National  Institute  for  Occupational  Safety  and  Hearth  141.0 

Tuberculosis  Control  Programs  220.0 

Office  on  Smoking  and  Health  30.0 

The  comments  of  the  ALA/ATS  wil  focus  on  three  areas  of  concern: 

specific  funding  needs  within  the  National  Heart,  Lung  and  Blood  Institute,  the  primary  source  of 
federal  funds  for  lung-related  research, 
research  and  education  initiatives  on  asthma,  and 
funding  needs  to  reestablish  control  over  tuberculosis. 

FUNDING  NEEDS  WITHIN  THE  NATIONAL  HEART,  LUNG  AND  BLOOD  INSTITUTE: 
Investment  in  the  research  program  of  the  NHLBI  is  truly  an  Investment  In  hearth  care  Innovation. 
The  National  Asthma  Education  and  Prevention  Program  (NAEPP)  is  Just  one  example.  Asthma  Is  one  of 
the  most  common  chronic  diseases  In  the  United  States.  A  major  objective  the  NAEPP  is  to  ensure 
effective  control  of  asthma  by  encouraging  partnerships  with  patients,  their  physicians  and  other  health 
care  professionals  through  modem  treatment  and  education  programs  such  as  ALA's  "Open  Airways" 
program.  Asthma  self-management  has  the  potential  to  generate  enormous  health  care  costs  savings. 
One  recent  study  found  that  an  education  program  that  cost  $82  per  patient  resulted  in  a  $628  per 
patient  savings  In  emergency  room  charges.  » 

The  NHLBI  research  portfolio  Includes  several  budget  mechanisms  of  Importance  to  lung-related 
research.  Of  particular  concern  is  the  impact  of  funding  proposals  for  the  grant  mechanism  Of  equal 
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concern  are  the  continued  Inadequate  resources  (or  the  Specialized  Centers  of  Research  (SCOR) 
program  and  for  the  Institute's  education  programs. 

The  research  project  grant  remains  the  keystone  of  the  NHLBI  research  portfolio.  This  includes  the 
Regular  Research  Grant,  New  Investigator  Award,  FIRST  Award.  MERIT  Award.  Small  Business 
Innovation  Research  Award,  Program  Project  Grants  and  Cooperative  Agreements.  A  major  problem  in 
the  management  of  this  mechanism  Is  the  provision  of  funding  staUlty  for  Investigators  as  wel  as  the 
provision  of  new  opportunities  for  young  Investigators.  In  constant  dollars,  funding  has  faBen  below 
levels  in  FY  85  with  a  success  rate  of  approximately  23.4%.  Funding  for  the  NHLBI  research  grant 
mechanisms  must  be  enhanced  to  support  continuing  areas  of  research  as  wel  as  provide  new  research 
opportunities. 

Begun  In  1971.  NHLBI  now  funds  69  SCOR*  focused  on  13  areas  of  research.  The  DMaton  of  Lung 
Diseases  supports  27  centers  covering  six  areas  of  research   The  SCOR  program  was  developed  to 
advance  basic  knowledge  and  to  generate  the  most  effective  methods  of  diagnosis,  management  and 
prevention  of  disease.  Funded  on  a  competitive  basis  for  5  years,  SCORs  are  designed  to  encourage 
the  concentration  of  research  resources,  facfltias,  and  personnel  on  speclHc  research  issues.  The  SCOR 
program  continues  to  be  Inadequately  funded  although  the  Institute,  by  legislative  mandate,  has  Wbated 
additional  programs  funding  several  new  centers  in  the  same  period.  Further,  new  center  grants,  on 
average,  are  funded  4%  to  7%  below  the  approved  funding  levels  whle  new  research  grants  are  funded 
at  the  full  cost  The  ALA/ATS  recommends  additional  funds  be  provided  for  the  Centers  mechanism  to 
restore  awards  to  their  approved  levels.  Addttonafly,  the  NIH  should  be  instructed  to  explore  steps  to 
stabilze  funding  for  this  mechanism  and  re-establish  program  balance. 

The  Education  Programs  of  the  Institute  are  an  important  mechanism  for  improving  patient  care  and 
eduction.  The  NHLBI  initiated  the  National  Asthma  Education  Program  (NAEP)  In  1989  to  raise 
awareness  that  asthma  Is  a  serious  chronic  disease  and  to  promote  more  effective  management  of 
asthma  through  patient  and  professional  education.  The  Coordinating  Committee  represents  various 
national  medical,  public  health,  voluntary  and  government  organizations  Including  the  ALA  and  ATS.  The 
Institute  has  completed  several  key  activities  Including  release  of  its  first  report,  Guidelines  for  the 
Dteonosls  and  Treatment  of  Asthma.  These  guidelines  were  developed  to  provide  physicians  and  other 
health  care  providers  with  state-of-the-art  consensus  guidelines  for  the  diagnosis  and  treatment  of 
asthma.  Additional  funds  must  be  provided  through  the  Research  Managernent  and  Support  line  to 
maintain  and  enhance  these  educational  opportunities. 

RESEARCH  AND  EDUCATION  INITIATIVES  ON  ASTHMA: 

Today  there  are  an  estimated  12  mUlon  asthmatics.  Asthma  leads  the  list  of  chidhood  diseases  causing 
significant  lost  school  days-over  124  milkxi  lost  school  days  annually.  Overall  direct  and  Indirect  costs 
from  asthma  are  estimated  to  exceed  $9.2  blion  annually.  Research  on  the  mechanisms  Involved  hi  the 
pathogenesis,  diagnosis,  treatment  and  prevention  of  asthma  is  critical  to  reducing  the  morbidity  and 
mortality  from  this  growing  health  problem. 

The  National  Institutes  of  Health  support  a  broad  range  of  research  activity,  both  basic  and  clinical 
research,  and  education  programs  spedfteaty  w*Nn  the  NHLBI  and  the  National  iristiute  for  Atagy  and 
Infectious  Diseases  (NIAID).  Clinical  research  activities  Include  the  NHLBI's  SCOR  program  In  Chronic 
Airways  Diseases,  which  Is  directed  at  the  pathogenesis  of  airway  reactivity  In  chldren  and  adults  with 
asthma;  NHLBI's  Chidhood  Asthma  Management  Program,  which  is  evaluating  three  long-term  therapies 
for  asthma  in  chldren;  NIAID's  network  of  Asthma  and  Allergic  Disease  Research  Centers  specHcaHy 
directed  at  Improving  the  diagnosis,  treatment  and  prevention  of  asthma;  and  NIAID's  National 
Cooperative  Inner-City  Asthma  Study  designed  to  identify  those  factors  leading  to  Increased  morbidity 
and  mortality  in  the  inner-city  minority  population.  The  NHLBI.  the  NIAID  and  the  National  Institute  for 
Environmental  Health  Sciences  recently  announced  a  joint  request  for  applications  on  Environmental 
Agents  and  Asthma  to  support  research  to  determine  the  relationship  between  exposure  to 
environmental  pollutants  and  allergens  and  the  Induction  and/or  exacerbation  of  asthma.  Despite 
advances  made  to  date  in  understanding  the  etiology  and  pathophysiology  of  asthma  and  development 
of  new  therapeutic  approaches,  the  prevalence  and  severity  of  asthma  have  significantly  increased  over 
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the  past  decade.  To  address  this  growing  problem,  the  NHLBI  recently  established  an  Asthma  Clinical 
Research  Network.  This  Network  has  been  organized  to  taclkate  rapid  evaluation  of  new  therapeutic 
approaches,  assess  current  treatment  strategies  and  efficiently  disseminate  laboratory  and  clinical 
findings  to  the  health  care  community. 

These  initiatives  have  established  an  invaluable  Information  base  on  the  complex  biological  mechanisms 
underlying  asthma.  Continued  support  of  such  efforts  wli  provide  information  critical  to  the  effective 
treatment  and  management  of  asthma  and,  eventuafly,  the  prevention  of  morbidity  and  mortality  due  to 
asthma.  Additional  research  resources  are  necessary  If  we  are  to  properly  attack  the  many  health  care 
problems  posed  by  asthma.  For  example,  the  NHLBI  ChMhood  Asthma  Management  Program  should 
be  expanded  to  study  optimal  therapies  for  the  adult.  Including  therapies  for  adult  onset  of  asthma. 
Additional  research  efforts  are  also  necessary  to  better  understand  asthma  in  females.  In  approximately 
one-third  of  women,  for  example,  asthma  becomes  worse  during  pregnancy.  Since  poorly  controlled 
asthma  has  been  shown  to  have  an  adverse  effect  on  the  fetus,  use  of  drugs  for  optimal  management 
has  been  considered  justified.  However,  their  safety  has  not  been  unequivocally  proven.  The  NHLBI  has 
developed  a  new  initiative  to  study  asthma  during  pregnancy.  The  Initiative  wll  utlize  the  1 1  obstetric 
centers  comprising  the  National  Institute  of  Chid  Health  and  Human  Development's  Maternal-Fetal 
Medicine  Unit  Network.  The  Asthma  In  Pregnancy  Study  is  an  observational  study  to  evaluate  the 
relationships  between  asthma  severity  and  treatment  regimens  and  perinatal  outcomes. 

TUBERCULOSIS  RESEARCH  AND  CONTROL  INITIATIVES: 

•  Centers  for  Disease  Control  and  Prevention.  Although  tuberculosis  is  a  preventable  and  curable 
disease,  it  still  persists  as  a  public  health  problem  in  the  United  States.  You  have  no  doubt  heard  of  the 
resurgence  of  tuberculosis.  After  years  of  declining  case  rates,  the  number  of  reported  cases  in  the 
United  States  rose  by  over  20%  in  Just  seven  years-from  22,201  reported  cases  in  1985  to  25,287 
reported  cases  in  1993.  The  Project  Grants  for  Preventive  Health  Projects  for  Tuberculosis,  administered 
by  the  Centers  for  Disease  Control  and  Prevention  demonstrate,  after  a  decade  of  concerted  effort,  that 
to  reestablish  and  maintain  control  of  tuberculosis,  a  strong  centralized  program  is  critical.  The  the  loss 
of  momentum  In  the  1980s  resulted  in  over  63,000  excess  cases  of  tuberculosis.  Tuberculosis  costs  this 
nation  annually  $693  million  in  direct  health  care  expenditures  and  $305  mlllon  in  indirect  costs. 

The  United  States  Is  at  a  critical  point  with  regard  to  the  elimination  of  tuberculosis.  There  are  many 
factors  favoring  Its  elimination,  including  an  Increasing  interest  In  the  medical  community  and  by  the 
media,  the  development  of  new  technologies  for  Its  prevention  and  control  and  an  improved  surveilance 
system.  The  Strategic  Plan  for  the  Elimination  of  Tuberculosis  In  the  United  States  Identified  as  a  Year 
2000  objective,  a  case  rate  of  3.5  per  100,000-the  current  rate  is  10.4  per  100,000. 

There  are  several  steps  that  should  be  taken  to  maintain  the  current  decline  in  rates  and  move  towards 
the  Year  2000  objective.  The  first  step  must  be  expansion  of  the  utilization  of  existing  prevention  and 
control  methods.  Tuberculosis  Is  prevented  and  controlled  by  a  variety  of  public  health  methods.  The 
American  Thoracic  Society  and  the  CDC  revised  a  Joint  statement.  The  Control  of  Tuberculosis  In  the 
United  States  last  year.  The  document  provides  guidance  for  establishing  tuberculosis  control  activity 
and  Is  intended  for  persons  working  in  tuberculosis  control  programs  and  related  programs  in  such  sites 
as  correctional  facilities  and  homeless  shelters. 

The  American  Lung  Association  is  very  concerned  that  the  Administration  intends  to  propose 
consolidating  all  project  grant  programs  into  a  single  block  grant  to  states.  Many  tie  the  resurgence  of 
tuberculosis,  in  part,  to  the  lack  of  a  adequate  and  targeted  federal  funding  for  tuberculosis  control  in  the 
1970s.  Specific  funding  through  the  Tuberculosis  Project  Grants,  established  In  1981,  provided  the 
program  infrastructure  to  regain  control  of  tuberculosis.  The  recent  experience  with  the  resurgence  of 
tuberculosis-how  quickly  it  can  happen  and  the  significant  amount  of  resources  necessary  to  control  it- 
indicates  that  the  United  States  is  not  yet  at  a  point  to  reduce  or  redirect  its  efforts  to  reestablish  control 
over  tuberculosis.  The  ALA  recommends  that  the  Project  Grants  for  Preventive  Health  Projects  for 
Tuberculosis  be  continued  in  FY  96  and  funded  at  the  recommended  level  of  $220  milion. 
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•  National  Institutes  of  Health.  It  is  paradoxical  that  we  can  talk  about  the  resurgence  of  tuOeraJosb  in 
on  paragraph  and  elimination  of  this  disease  in  the  next  But,  to  eliminate  tuberculosis  In  the  United 
States-and  worldwide-wll  require  far  more  than  just  Intensified  and  widespread  use  of  existing 
prevention  and  control  methods.  It  will  also  require  the  development  of  new  treatments,  diagnostic  and 
prevention  technologies,  and  the  rapid  transmission  of  newly  developed  technologies  to  the  field. 

In  December  1990,  a  workshop  was  held  to  set  a  national  agenda  for  tuberculosis  research  in  the  1990s. 
Cosponsored  by  the  CDC,  the  National  Institute  for  Allergy  and  Infectious  Diseases  and  the  American 
Thoracic  Society,  specific  recommendations  were  made  for  studies  on  the  development  of  quick. 
Improved  diagnostic  methods,  more  effective  preventive  therapy,  drugs  requiring  shorter  treatment  time 
and  therapies  for  patients  with  drug-resistent  disease.  Recommendations  were  also  made  to  study 
behavioral,  economic,  and  other  factors  affecting  lack  of  compliance  wth  drug  regimens.  New  methods 
are  also  needed  to  Improve  compliance  wth  and  to  increase  avalabHty  of  the  most  cost-effective 
preventive  and  therapeutic  Interventions.  ' 

Federal  support  for  tuberculosis  research  is  concentrated  within  the  National  Institute  for  Allergy  and 
Infectious  Diseases.  The  overall  support  within  this  Institute  for  research  specHc  to  M.  tuberculosis  has 
increased  form  $323,000  in  FY  79  to  $31,052,000  In  FY  95.  NIAID  has  developed  an  agenda  to  intensify 
tuberculosis  research  efforts  including  Improvement  of  existing  diagnostic  tests  which  are  not  reliable  in 
individuals  with  HIV  Infection,  development  of  an  effective  vaccine  to  protect  those  at  risk  of  infection  and 
identification  of  more  effective  treatments  for  those  already  Infected. 

Wnlle  tuberculosis  research  activity  supported  by  these  funds  is  concentrated  at  NIAID,  NHLBI  also  has 
ongoing  research  activity  related  to  tuberculosis  including  Its  Tuberculosis  Academic  Award. 
Tuberculosis  research  activity  needs  Increased  funding  and  more  Importantly,  stable  funding  The 
ALA/ATS  recommends  that  $90  mflllon  for  tuberculosis  research  activity  be  made  avalable  In  FY  96. 


In  conclusion.  Mr.  Chairman,  lung  disease  is  a  growing  problem  in  the  United  States.  Lung  disease  is 
America's  number  three  killer,  responsible  for  one  in  seven  deaths.  That  rank  may  change   The 
lung  disease  death  rate  is  climbing  steeply  whle  rates  for  America's  first-and  second-ranked  causes  of 
death-heart  disease  and  cancer  are  dropping  Overall,  the  various  forms  of  lung  disease  and  breathing 
problems  constitute  the  number  one  killer  of  babies  under  the  age  of  one  year.  Tuberculosis, 
worldwide,  kills  more  people  than  any  other  single  Infectious  agent  Mr.  Chairman,  the  level  of  support 
for  lung  disease  should  reflect  this  urgency. 

Thank  you.  • 
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Thursday,  January  26,  1995. 

WITNESS 
JAMES  WALSH,  Ph.D.,  AMERICAN  SLEEP  DISORDERS  ASSOCIATION 

Mr.  Porter.  Our  next  witness  is  James  Walsh,  Ph.D.,  American 
Sleep  Disorders  Association. 

Dr.  Walsh. 

Dr.  Walsh.  Good  morning.  I  am  Dr.  Walsh,  representing  the 
American  Sleep  Disorders  Association,  which  is  a  medical  society 
with  about  2,200  physicians  and  researchers  as  members,  and  we 
very  much  appreciate  the  opportunity  to  talk  to  you  today  about 
NIH  funding  for  fiscal  year  1996. 

As  many  of  you  know,  in  1993,  thanks  to  the  support  and  the 
help  of  dedicated  Congressmen  such  as  Mr.  Chairman  here  today, 
the  National  Center  for  Sleep  Disorders  Research  was  established 
in  the  National  Heart,  Lung  and  Blood  Institute.  By  establishing 
the  center,  Congress  recognized  and  responded  to  the  ubiquity  of 
sleep  problems  in  our  Nation,  and  their  often  dire  consequences. 
Even  though  the  center  has  now  been  established,  the  problems  re- 
main. A  brief  summary: 

Forty  million  Americans  suffer  with  chronic  sleep  disorders  such 
as  insomnia,  sleep  apnea,  narcolepsy.  The  consequences  of  these 
sleep  problems  are  far  from  trivial.  They  include  automobile  acci- 
dents, performance  deficits  in  the  workplace,  impaired  education  in 
the  classroom,  cardiovascular  disease  increases,  increased  mortality 
risk,  and  a  decreased  quality  of  life. 

As  an  aside,  just  two  days  ago,  once  again  I  was  contacted  by  an 
attorney  who  wants  me  to  testify  as  an  expert  witness  to  try  to  de- 
termine if  an  automobile  accident  was  due  to  sleep  deprivation. 
Two  19-year-old  college  students  stayed  up  most  of  the  night  and 
got  in  an  accident,  and  one  of  the  19-year-olds  died.  This  happens 
day  after  day  after  day  after  day  in  our  country,  simply  because 
people  don't  know  what  they  need  to  know  about  sleep  and  sleep 
problems. 

Because  of  outstanding  leadership  at  the  Heart,  Lung  and  Blood 
institute,  even  though  there  are  significant  limitations  of  funds  and 
we  don't  yet  have  a  full-time  Director  for  the  National  Center.  In 
spite  of  those  problems,  the  leadership  at  the  NHLBI  has  gotten 
the  Center's  activity  off  to  a  reasonably  good  start.  The  advisory 
board  has  been  appointed,  they  have  met,  we  have  had  a  strategy 
development  workshop;  there  has  been  a  request  for  applications 
for  a  research  project  issued  on  the  Cardiopulmonary  Consequences 
of  Sleep  Apnea,  and  there  has  been  a  cooperative  request  for  appli- 
cations, cooperative  multiinstitute  request,  just  recently  on  basic 
and  clinical  sleep  research. 

But  in  spite  of  these  good  signs — and  I  don't  mean  to  belittle  the 
good  signs  at  all — significant  barriers  exist,  most  predominantly 
due  to  the  funding;  and  now  I  am  talking  about  the  funding  of  the 
National  Heart,  Lung  and  Blood  Institute  in  which  our  Center  re- 
sides. It  would  really  be  a  travesty  for  Congress  to  have  taken  the 
bold  and  proper  step  to  establish  a  National  Center  for  Sleep  Dis- 
orders Research,  and  for  the  Center  to  be  handicapped  because 
there  is  no  money  to  do  the  job  that  they  are  mandated  to  do. 
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So  just  when  we  are  poised  to  make  a  difference,  this  is  the  time 
I  think  that  we  need  to  take  advantage  of  educating  the  public 
through  our  new  Center  and  doing  crosscutting  research.  And 
moreover,  we  need  to  support  the  Center  so  that  collaborative  ef- 
forts with  other  NIH  institutes  can  be  performed. 

The  NIH  and  the  NHLBI  need  to  be  adequately  funded.  The 
ASDA  recommends  funding  for  the  NIH  for  fiscal  year  1996  at 
12.459  billion,  and  the  NHLBI  at  1.382  billion.  This  is  a  10  percent 
increase  for  both.  Notwithstanding  this  recommendation,  it  is  very 
critical  that  the  NHLBI  receive  a  funding  increase  that  is  at  least 
proportional  to  the  overall  increase  at  the  NIH. 

Once  again,  the  ASDA  is  very  encouraged  by  the  initial  progress 
of  the  National  Center  for  Sleep  Research  during  its  inaugural 
year.  We  thank  the  Chairman  of  this  subcommittee  for  his  personal 
dedication  and  leadership  in  ensuring  establishment  and  funding  of 
the  Center,  and  we  appreciate  your  attention  this  morning. 

Thank  you. 

Mr.  Porter.  Dr.  Walsh,  it  is  good  to  see  you  again.  We  appre- 
ciate your  coming  before  us  this  year  for  your  testimony  and  for  ad- 
vising us  about  the  progress  that  is  being  made  and  needs  to  be 
made.  We  appreciate  your  appearance.  Thank  you  so  much. 

[The  prepared  statement  of  James  Walsh,  Ph.D.,  follows:] 
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Good  morning.  I  am  Dr.  James  Walsh,  and  I  am  pleased  to  be  here 
today  on  behalf  of  the  American  Sleep  Disorders  Association.  A 
medical  and  scientific  society,  the  ASDA  represents  more  than  2200 
physicians  and  researchers.  Part  of  the  ASDA's  mission  is  to 
foster  research  in  the  field  of  sleep  medicine  and  to  educate  both 
the  public  and  health  care  professionals  about  sleep  disorders. 
The  ASDA  appreciates  this  opportunity  to  present  its  comments  on 
funding  for  sleep  disorders  research  and  education  within  the 
National  Institutes  of  Health  for  fiscal  year  1996. 

Thanks  to  the  help  of  dedicated  Congressmen  like  Chairman  Porter, 
the  National  Center  for  Sleep  Disorders  Research  was  established  in 
the  1993  NIH  Revitalization  Act.  The  Center  was  the  cornerstone 
recommendation  of  the  National  Commission  on  Sleep  Disorders 
Research  which  was  brought  together  in  1988  to  address  the  growing 
concern  over  sleep  disorders  and  their  effect  on  our  society.  The 
Center  was  established  within  the  National  Heart,  Lung  and  Blood 
Institute  of  the  National  Institutes  of  Health. 

During  the  last  year,  because  of  the  leadership  of  NHLBI,  the 
initial  phases  of  the  development  of  the  National  Center  have 
progressed  admirably  despite  a  severe  lack  of  funds  and  no 
permanent,  full-time  director.  The  ASDA  continues  to  firmly 
support  the  National  Center  and  believes  that  with  adequate  support 
the  widespread  consequences  of  untreated  sleep  disorders  will  be 
markedly  reduced. 

A  strong  and  fully  funded  National  Center  for  Sleep  Disorders 
Research  is  crucial  to  our  nation,  as  problems  with  sleep  affect  so 
many  and  often  have  dire  consequences.  Forty  million  American 
adults  suffer  from  chronic  sleep  disorders,  such  as  insomnia  and 
sleep  apnea;  and  another  20  to  30  million  have  intermittent  sleep 
problems;  millions  more  at  any  given  time  have  not  obtained 
sufficient  sleep.  The  consequences  of  these  sleep  disorders  and 
common  sleep  deprivation  are  not  trivial:  they  include  reduced 
workplace  productivity,  lowered  performance  at  school,  an  increased 
likelihood  of  accidents  (behind  the  wheel,  on  the  job,  and  at 
home) ,  increased  cardiovascular  disease,  a  higher  mortality  risk, 
and  a  decreased  quality  of  life. 

More  specifically,  sleep-related  motor  vehicle  accidents  continue 
to  take  the  lives  of  our  citizens — young  and  old  alike — at  great 
emotional  and  financial  cost.  Yet  given  the  resources,  the 
National  Center  can  do  much  to  reduce  these  senseless  accidents. 
It  is  not  by  chance  that  the  number  of  alcohol-related  motor 
vehicle  accidents  has  declined  over  recent  years;  this  change  has 
occurred  in  conjunction  with  forceful  measure  to  educate  the  public 
about  the  consequences  of  driving  while  intoxicated.  The  same  must 
now  be  done  about  the  hazards  of  driving  while  drowsy.  The  Center 
is  making  a  concerted  effort  in  this  area  but  the  current  low  level 
of  funding  will  continue  to  hamper  serious  progress. 
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The  National  Center  has  progressed  satisfactorily  in  its  first 
year.  The  Center  appointed  its  scientific  advisory  board  which  has 
held  its  first  meeting.  The  board  includes  members  from  the  other 
NIH  institutes  which  support  research  in  sleep  as  well  as 
representatives  from  other  government  agencies  which  have  an 
interest  in  sleep.  They  include  the  Departments  of  Transportation, 
Defense,  and  Labor,  and  the  National  Institutes  of  Child  Health  and 
Human  Development,  Aging  and  Mental  Health.  Unfortunately,  due  to 
problems  with  funding  the  board  is  has  been  scheduled  to  meet  only 
twice  a  year  instead  of  the  four  times  a  year  originally  intended. 
Their  work  to  develop  a  national  research  plan  would  be  greatly 
enhanced  by  their  ability  to  collaborate  periodically. 

In  addition,  the  Center,  in  conjunction  with  the  National  Heart, 
Lung  and  Blood  Institute  held  a  sleep  education/strategy 
development  workshop  in  June  1994.  The  purpose  of  the  workshop  was 
to  develop  educational  targets  and  priority  groups  for  the  board 
and  the  Center  to  focus  on  in  its  public  awareness  program. 

Early  in  the  year  the  Center  initiated  a  request  for  applications 
for  a  research  project  on  the  Cardiopulmonary  Consequences  of  Sleep 
Apnea.  More  recently,  the  Center  introduced  a  cooperative  multi- 
institute  Request  for  Applications  in  general  sleep  research. 

Finally,  the  Center  has  begun  development  of  a  public  awareness 
campaign  on  sleep  disorders  that  will  include  public  service 
announcements  for  radio,  printed  materials  on  various  sleep 
disorders,  and  other  educational  tools. 

For  all  of  its  progress,  the  National  Center  does  still  face 
challenges.  Aside  from  adequate  funding,  the  challenge  of  most 
concern  is  that  the  Center  must  have  better  opportunities  to 
develop  collaborative  efforts  with  other  NIH  Institutes  involved  in 
sleep  research.  The  legislation  that  established  the  Center 
authorized  the  Center  to  collaborate  with  the  National  Institutes 
of  Neurology,  Aging,  Mental  Health  and  Child  Health.  This  effort 
has  been  hampered,  however,  by  a  lack  of  specific  funding 
commitment  by  those  various  institutes  and  by  the  absence  of  a 
full-time  director  at  the  Center. 

While  we  are  impressed  with  the  initial  progress  of  the  National 
Center,  so  much  more  can  and  should  be  done.  The  National 
Institutes  of  Health  in  general  and  the  National  Heart,  Lung  and 
Blood  Institute  specifically  need  to  be  adequately  funded  so  that 
the  Center  will  in  turn  receive  adequate  funding.  It  would  be  a 
travesty  for  such  a  promising  and  cost  effective  program  to  be 
rendered  ineffective  due  to  lack  of  resources  just  when  it  is 
poised  to  make  a  difference. 

The  ASDA  recommends  funding  for  the  National  Institutes  of  Health 
for  FY96  at  $12,459  billion,  and  the  National  Heart,  Lung  and  Blood 
Institute  at  $1,382  billion,  a  10%  increase  for  both.  These 
figures  are  consistent  with  the  recommendation  resulting  from  the 
consensus  conference  on  federal  research  funding  conducted  by  the 
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Federation  of  American  Societies  for  Experimental  Biology. 
Notwithstanding  this  specific  recommendation,  it  is  very  critical 
that  NHLBI  receive  a  funding  increase  that  is  at  least 
proportionate  to  the  overall  increase  for  NIH. 

Again,  the  ASDA  would  like  to  commend  the  Center  on  its  progress 
and  thank  the  Chairman  of  this  subcommittee  for  his  personal 
dedication  and  leadership  in  ensuring  the  establishment  and  funding 
of  the  Center. 

Thank  you  for  giving  the  ASDA  the  opportunity  to  testify  before 
your  subcommittee,  and  more  importantly,  for  your  continued 
commitment  to  helping  the  millions  of  Americans  who  suffer  from 
sleep  disorders  and  the  millions  more  who  have  been  or  may  be 
victims  of  sleep-related  accidents. 
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Thursday,  January  26,  1995. 

WITNESS 

DENISE  M.  HARMENING,  Ph.D.,  AMERICAN  SOCIETY  OF  CLINICAL  PA- 
THOLOGISTS 

Mr.  Porter.  Denise  Harmening,  Ph.D.,  the  American  Society  of 
Clinical  Pathologists.  Dr.  Harmening. 

Dr.  Harmening.  Good  morning,  Mr.  Chairman,  Members  of  the 
subcommittee.  I  am  Denise  Harmening,  Chair  and  Professor  of  the 
Department  of  Medical  and  Research  Technology  at  University  of 
Maryland  School  of  Medicine  in  Baltimore.  I  am  pleased  to  present 
to  you  today  a  statement  on  behalf  of  the  American  Society  of  Clin- 
ical Pathologists,  known  as  ASCP. 

ASCP  is  a  nonprofit  medical  specialty  society,  organized  for  edu- 
cational and  scientific  purposes.  Its  66,000  members  include  board- 
certified  pathologists,  other  physicians,  clinical  scientists,  and  cer- 
tified medical  technologists  and  technicians. 

As  you  know,  allied  health  professionals  provide  vital  services  in 
the  health  care  delivery  system.  However,  educating  students  in 
the  various  allied  health  specialties  has  become  a  major  concern, 
as  programs  committed  to  allied  health  education  have  declined 
steadily  since  1984. 

What  many  people  do  not  realize  is  that  the  field  of  allied  health 
encompasses  more  than  200  separate  and  distinct  health  care  spe- 
cialties whose  professionals  comprise  more  than  60  percent  of  the 
health  care  work  force,  representing  3  million  individuals.  Al- 
though all  of  these  specialties  are  simultaneously  vying  for  a  small 
amount  of  money  each  year  under  the  Allied  Health  Project  Grant 
program,  section  767,  Title  VII,  of  the  Public  Health  Service  Act, 
it  has  been  extremely  effective  in  addressing  the  needs  of  allied 
health  personnel. 

I  have  been  the  project  officer  of  an  allied  health  project  grant 
at  the  University  of  Maryland  School  of  Medicine,  which  was  re- 
ceived in  1991.  This  funding  provided  an  opportunity  for  us  to  cre- 
ate an  extremely  innovative  and  effective  program  for  minority  re- 
cruitment and  retention  in  medical  technology.  Utilizing  a  four- 
phase  design  which  begins  with  career  awareness  activities  for  ele- 
mentary and  middle  school  students,  this  model  continues  in  high 
schools  to  identify  students  with  an  aptitude  for  health  sciences, 
then  focuses  on  identification  and  recruitment  in  the  community 
colleges  and  four-year  institutions.  It  ends  in  the  recruitment,  re- 
tention, development,  and  graduation  of  students  with  a  bacca- 
laureate degree. 

The  effect  and  overall  outcome  assessment  of  this  grant  is  well 
demonstrated  in  the  demographics  of  our  1994  junior  class,  which 
is  50  percent  minority.  One  of  the  highest  in  the  country  in  a 
science-based  curriculum  at  a  majority  institution.  Through  this 
grant,  we  have  led  the  country  in  clinical  laboratory  science  edu- 
cation for  the  last  three  years,  with  an  average  minority  student 
enrollment  between  42  and  52  percent,  and  an  average  retention 
rate  of  92  to  100  percent.  We  have  informed  over  4,000  students 
and  faculty  about  health  career  opportunities.  This  recruitment 
and  retention  grant  serves  now  as  a  national  model  for  other  insti- 
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tutions  to  follow.  Without  this  grant,  our  accomplishments  in  mi- 
nority recruitment  and  retention  would  not  have  been  realized. 

Although  the  Allied  Health  Project  Grant  program  receives  a  rel- 
atively modest  level  of  funding,  these  grants  have  had  a  very  tan- 
gible and  positive  impact  not  only  on  minority  and  disadvantaged 
students,  but  also  on  students  in  rural  and  underserved  commu- 
nities. In  this  ever-changing  health  care  environment,  it  is  cer- 
tainly imperative  that  there  be  an  adequate  supply  of  allied  health 
providers  to  meet  future  demands.  It  is  no  secret  that  many  rural 
and  underserved  areas  are  experiencing  shortages  of  allied  health 
professionals.  The  current  cytotechnology  vacancy  rate  of  19.2  per- 
cent exceeds  the  nursing  vacancies  of  11.3  percent,  reported  at  the 
height  of  their  shortage.  Cytotechnclogists  are  an  integral  part  of 
the  medical  laboratory  health  care  team.  They  are  trained  to  evalu- 
ate Pap  smears,  the  diagnostic  tests  for  detecting  cervical  cancer  in 
women.  The  shortage  of  cytotechnologists  could  potentially  have  a 
negative  impact  on  women's  health  if  there  are  not  enough  trained 
individuals  to  interpret  specimens. 

There  have  been  many  creative  ideas  proposed  each  year  by 
grant  applicants  to  address  the  shortage  issue.  But  unfortunately, 
due  to  the  modest  funding  level,  most  of  these  ideas  never  have  a 
chance  to  be  realized.  Between  60  and  80  grant  applications  are  re- 
ceived each  year  by  Health  Resources  and  Services  Administration, 
but  only  8  to  10  are  funded  each  year.  We  urge  your  consideration 
in  the  funding  of  the  Allied  Health  Project  Grants  program  at  the 
level  of  10  million  for  these  200  separate  professions. 

Thank  you  for  this  opportunity  to  address  the  subcommittee. 

Mr.  Porter.  Doctor  Harmening,  we  very  much  appreciate  your 
testimony.  We  thank  you  for  it.  Thank  you  for  your  appearance  be- 
fore the  subcommittee. 

Dr.  Harmening.  Thank  you. 

[The  prepared  statement  of  Denise  M.  Harmening,  Ph.D.,  fol- 
lows:] 


321 


Statement   of  the 


The    American    Society    of   Clinical 
Pathologists 


Submitted   to   the 

House    Appropriations    Subcommittee    on 

Labor,   Health  and  Human  Services  and 

Education 


Presented    by 
Denise    M.    Harmening,    PhD,    MT(ASCP) 


January    26,    1995 


AMERICAN      SOCIETY      OF      CLINICAL      PATHOLOGISTS 

1001  PENNSYLVANIA  AVENUE.  N\V  •  SUITE  725  •  WASHINGTON.  DC.  2OO04-2508  •  12021  :»-l7-44.->0  •  Fax:  12021  347-4453 


Mr.  Chairman,  members  of  the  subcommittee,  I  am  Denise  Harmening,  PhD, 
MT(ASCP),  Chair  of  the  Department  of  Medical  and  Research  Technology  at  the 
University  of  Maryland  School  of  Medicine  at  Baltimore.  I  am  pleased  to  present 
to  you  today  a  statement  on  behalf  of  the  American  Society  of  Clinical 
Pathologists  (ASCP). 

The  American  Society  of  Clinical  Pathologists  is  a  nonprofit  medical  specialty 
society  organized  for  educational  and  scientific  purposes.  Its  66,000  members 
include  board  certified  pathologists,  other  physicians,  clinical  scientists  and 
certified  medical  technologists  and  technicians.  These  professionals  recognize  the 
Society  as  the  principal  source  of  continuing  education  in  pathology  and 
laboratory  medicine,  and  as  the  leading  organization  for  the  certification  of 
laboratory  personnel. 

As  you  know,  allied  health  professionals  provide  vital  services  in  the  health  care 
delivery  system;  however,  educating  students  in  the  various  allied  health 
specialties  has  become  a  major  concern,  as  programs  committed  to  allied  health 
have  declined  steadily  since  1984.  What  many  people  do  not  realize  is  that  the 
field  of  allied  health  encompasses  more  than  200  separate  and  distinct  health  care 
specialties,  whose  professionals  comprise  more  than  60  percent  of  the  nation's 
health  care  workforce. 

Although  all  of  these  specialties  are  simultaneously  vying  for  a  very  small 
amount  of  money  each  year,  the  Allied  Health  Projects  Grant  program,  under 
section  767,  Title  VII  of  the  Public  Health  Service  Act,  has  been  extremely 
effective  in  addressing  the  training  needs  of  allied  health  personnel.  Several  of 
the  project  grant  recipients  have  developed  model  programs  to  identify  and 


recruit  students,  especially  minorities  and  disadvantaged  students,  into  allied 
health  professions. 

I  have  been  the  project  officer  of  an  allied  health  project  grant  that  the  University 
of  Maryland  School  of  Medicine  received  in  1991.  This  funding  provided  an 
opportunity  for  us  to  create  an  extremely  innovative  and  effective  program  for 
minority  recruitment  and  retention  in  medical  technology.  Utilizing  a  four-phase 
design  which  begins  with  career  awareness  activities  for  elementary  and  middle 
school  students,  this  model  provides  a  continuum  of  program  activities  which 
progressively  focuses  upon  specific  identification,  recruitment,  retention  and 
development  needs.  These  program  activities  are  designed  to  nurture  the 
successful  completion  of  a  baccalaureate  degree. 

As  a  result  of  these  efforts,  our  Department  of  Medical  and  Research  Technology 
at  the  University  of  Maryland  has  one  of  the  highest  minority  enrollments  in  a 
science-based  curriculum  at  a  majority  institution  in  the  United  States.  We  have 
led  the  country  in  clinical  laboratory  science  education  with  an  average  minority 
student  enrollment  of  42%  to  52%  and  an  average  92%  to  100%  retention  rate  for 
the  last  three  years.  Our  recruitment  and  retention  model  serves  as  a  national 
model  for  other  institutions  to  utilize.  Without  this  grant,  our  accomplishments 
in  minority  recruitment  and  retention  would  not  have  been  realized.  Although 
the  Allied  Health  Projects  Grant  program  receives  a  relatively  modest  level  of 
funding,  these  grants  have  had  a  very  tangible  and  positive  impact  on  minority 
and  disadvantaged  students  and  in  rural  and  underserved  communities. 

In  this  ever-changing  health  care  environment,  it  is  imperative  that  there  be  an 
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adequate  supply  of  allied  health  providers  to  meet  future  demands.  It  is  no  secret 
that  many  rural  and  underserved  areas  are  experiencing  shortages  of  allied 
health  professionals.  The  current  cytotechnology  vacancy  rate  of  19.2%  exceeds 
the  nursing  vacancies  of  11.3%  reported  at  the  height  of  their  shortage. 
Cytotechnologists  are  an  integral  part  of  the  medical  laboratory  health  care  team. 
They  are  trained  to  evaluate  Pap  smears,  the  diagnostic  test  for  detecting  cervical 
cancer  in  women.  The  shortage  of  cytotechnologists  could  potentially  have  a 
negative  impact  on  women's  health,  if  enough  trained  individuals  are  not 
available  to  interpret  specimens. 

The  American  Society  of  Clinical  Pathologists  believes  that  the  key  to  addressing 
the  shortages  of  personnel  is  to  bring  more  candidates  into  the  field  through 
educational  programs.  These  grants  provide  opportunities  for  tailoring 
educational  programs  to  meet  specific  needs  of  a  geographic  region  or  student 
population.  There  have  been  many  creative  ideas  proposed  each  year  by  grant 
applicants,  but  unfortunately,  due  to  the  modest  funding  level,  most  of  these 
ideas  never  have  a  chance  to  be  realized.  Between  60  and  80  grant  applications 
are  received  each  year  by  the  Health  Resources  and  Services  Administration 
(HRSA),  yet  only  eight  to  ten  projects  are  funded. 

We  would  urge  your  consideration  in  funding  the  Allied  Health  Projects  Grant 
program  at  $10  million.  Thank  you  for  this  opportunity  to  address  the 
subcommittee.  I  would  be  pleased  to  answer  any  questions  you  may  have. 
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Thursday,  January  26,  1995. 

WITNESS 
DOUGLAS  E.  HENLEY,  M.D.,  AMERICAN  ACADEMY  OF  FAMDLY  PHYSI- 
CIANS 

Mr.  Porter.  Doug  Henley,  M.D.,  American  Academy  of  Family 
Physicians. 

Dr.  Henley. 

Dr.  Henley.  Thank  you,  Mr.  Chair,  Members  of  the  committee. 
I  am  Dr.  Douglas  Henley.  I  am  a  family  physician  in  private  prac- 
tice who,  along  with  my  associates  of  four,  serve  a  patient  popu- 
lation in  rural  southeastern  North  Carolina  of  25,000  patients. 
Today  I  am  here  as  President-elect  of  the  American  Academy  of 
Family  Physicians,  and  on  behalf  of  our  80,000  members,  I  appre- 
ciate very  much  the  opportunity  to  speak  with  you  about  a  matter 
of  critical  importance  to  our  specialty,  the  appropriations  for  sec- 
tion 747  of  the  Public  Health  Service  Act. 

I  will  also  briefly  address  appropriations  for  the  Agency  for 
Health  Care  Policy  and  Research. 

By  whatever  measure  you  might  employ,  this  country  suffers 
from  a  severe  shortage  of  family  doctors  and  other  primary  care 
physicians.  This  shortage  has  existed  for  years  and  continues  to 
grow  steadily  worse.  We  assert  that  family  doctors  and  primary 
medical  care  are  the  marketplace's  answer  to  the  cost,  quality  and 
access  problems  of  our  health  care  system,  yet  the  demand  for  fam- 
ily doctors  in  the  market  overwhelms  our  ability  to  train  enough 
of  us,  severely  constraining  our  ability  to  improve  the  efficiency  of 
our  health  care  system. 

Unfortunately,  the  marketplace  is  not  going  to  solve  the  shortage 
of  family  doctors.  This  is  because  the  systems  through  which  we 
purchase  health  care  services  have  little  influence  over  medical 
schools  and  teaching  hospitals  that  have  remained  largely  unre- 
sponsive to  the  social  and  market  need  for  more  family  doctors.  In- 
deed, Federal  support  for  graduate  medical  education  through  med- 
icare and  research  funding  through  NIH  has  been  strongly  biased 
toward  subspecialty  training  and  inpatient  care. 

In  sharp  contrast  to  this  stands  section  747  of  the  Public  Health 
Service  Act,  the  only  Federal  program  that  provides  targeted  fund- 
ing for  establishing  and  maintaining  departments  of  family  medi- 
cine in  our  medical  schools.  And  yet  15  medical  schools  still  have 
no  such  departments,  and  those  that  do  exist  are  often  terribly  un- 
derfunded. 

These  funds  also  support  family  practice  residency  training  pro- 
grams, and  yet  we  predict  that  60  more  such  programs  are  needed 
to  train  enough  medical  school  graduates  to  meet  the  demand  for 
family  doctors  in  the  future.  747  funds  also  support  predoctoral 
programs  in  family  medicine,  and  it  is  these  third-year  clerkships 
in  our  medical  schools  that  have  a  direct  bearing  on  the  choice  of 
students  in  choosing  careers  in  primary  care.  And  yet  51  of  our 
medical  schools  are  without  such  programs. 

And  finally,  these  funds  support  faculty  development  in  family 
practice,  and  we  predict,  however,  that  over  900  new  faculty  posi- 
tions are  necessary  to  train  enough  family  doctors  for  the  future 
health  care  needs  of  our  country. 
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But  it  is  important  to  note  that  the  Federal  investment  in  family 
practice  training  has  paid  off  handsomely.  Family  doctors  are 
trained  in  providing  ambulatory  care,  care  that  our  people  need  the 
most.  Several  studies  now  show  that  family  doctors  are  more  cost- 
effective  with  similar  health  outcomes,  compared  with  subspecialty 
physicians,  due  to  their  prudent  use  of  hospital  services,  tests  and 
procedures.  But  perhaps  most  important  is  the  fact  that  family  doc- 
tors, in  contrast  to  any  other  physician  specialty  or  allied  health 
care  providers,  are  distributed  in  urban  and  rural  areas  in  the 
same  proportion  as  the  U.S.  population  as  a  whole.  And  again,  un- 
like any  other  p*iysician  specialty,  over  95  percent  of  family  prac- 
tice residency  graduates  enter  practice  in  direct  patient  care,  able 
to  diagnose  and  treat  over  85  to  90  percent  of  the  health  care  prob- 
lems that  are  presented  to  them  by  their  patients. 

Simply  put,  at  a  time  when  policymakers  are  critically  reviewing 
government  programs  for  their  effectiveness  and  overall  value,  sec- 
tion 747  is  a  program  that  scores  high  on  both  fronts.  It  works. 

On  behalf  of  the  Academy,  and  more  importantly  on  behalf  of  my 
patients  and  the  millions  of  Americans  served  every  day  by  family 
doctors,  I  ask  you  to  appropriate  the  full  authorization  amount  of 
$54  million  for  section  747.  I  also  ask  that  you  maintain  this  sec- 
tion as  a  separate  and  distinct  funding  source  for  family  practice 
education. 

Finally,  the  Academy  strongly  supports  the  establishment  of  a 
Center  for  Primary  Care  Research  at  the  Agency  for  Health  Care 
Policy  and  Research.  While  American  medicine  is  recognized  for  its 
excellence  in  biomedical  research,  it  has  failed  to  effectively  trans- 
late these  breakthroughs  into  everyday  practical  treatments  that 
apply  to  the  population  at  large.  A  primary  care  research  agenda 
is  crucial  to  improve  the  diagnostic  accuracy  and  treatment  for  pa- 
tients who  are  present  with  clusters  of  ill-defined  symptoms.  I  urge 
you  to  appropriate  $25  million  for  this  center,  to  be  housed  in  the 
Agency  for  Health  Care  Policy  and  Research. 

Mr.  Chairman,  I  thank  you  and  the  committee  for  your  time  in 
hearing  these  issues  and  requests,  and  I  would  be  happy  to  answer 
any  questions  you  may  have. 

Mr.  Porter.  Dr.  Henley,  let  me  thank  you  for  your  very  efficient 
and  good  statement. 

[The  prepared  statement  of  Douglas  E.  Henley,  M.D.,  follows:] 
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I  am  Douglas  E.  Henley,  MD,  President-Elect  of  the  American  Academy  of  Family  Physicians. 
On  behalf  of  the  Academy's  80,000  members,  I  am  delighted  to  speak  with  you  this  morning 
about  an  issue  of  critical  importance  to  our  organization,  appropriations  for  Section  747  of  the 
Public  Health  Service  Act.  In  addition,  I  will  address  briefly  appropriations  for  the  Agency  for 
Health  Care  Policy  and  Research. 

Family  Practice  Training 

By  whatever  measure  you  might  employ,  this  country  suffers  from  a  severe  shortage  of  family 
physicians  and  other  primary  care  doctors.  The  shortage  of  primary  care  physicians  has  existed 
for  decades  and  it  grows  steadily  worse. 

For  example,  since  1986  the  number  of  federally  designated  primary  care  health  professions 
shortage  areas  has  increased  from  1949  to  2492,  and  the  number  of  primary  care  physicians 
needed  to  eliminate  these  shortages  has  grown  from  4314  to  4677.  This  has  occurred  despite 
a  large  increase  in  the  overall  number  of  practicing  physicians! 

Among  community  health  centers,  which  rely  heavily  on  primary  care  physicians,  52  percent 
report  difficulty  recruiting  physicians.  And,  managed  care  organizations,  which  are  mostly 
urban  based  and  aggressively  recruit  family  physicians,  43  percent  of  salaried  and  29  percent 
of  capitated  plans  report  that  it  takes  almost  one  year  to  recruit  a  new  primary  care  physician. 

Of  additional  concern  is  that  the  U.S.  population  65  years  of  age  and  older  will  rise  about  2 
percent  per  year  between  now  and  the  year  2020.  These  individuals  will  require  a  wide  range 
of  health  care  services,  including  preventive,  primary,  long-term,  rehabilitative  and  hospice  care 
services  that  will  require  a  substantial  increase  in  the  number  of  family  physicians. 

After  analyzing  the  need  for  family  physicians,  the  Academy  and  other  family  medicine 
organizations  adopted  a  strategic  plan  calling  for  60  new  residency  training  programs,  15  new 
departments,  5 1  additional  predoctoral  programs,  900  new  faculty  and  a  number  of  collaborative 
demonstration  projects.  Based  on  this  plan,  during  this  year's  reauthorization  cycle,  the 
Academy  will  seek  a  new  funding  level  of  $87  million  for  Section  747. 

Rationale 

The  overspecialization  of  the  American  physician  workforce  is  a  large  contributor  to  our  nation's 
health  care  problems.  Any  attempt  to  control  costs  and  maintain  quality  in  the  American  health 
care  system  will  be  frustrated  by  the  shortage  of  primary  care  physicians.  While  in  most 
countries  at  least  50  percent  of  physicians  are  in  primary  care  (family  physicians,  general 
internists  and  general  pediatricians),  the  U.S.  physician  workforce  is  made  up  of  more  than  70 
percent  subspecialists  and  only  30  percent  primary  care  physicians.  And,  family 
physicians/ general  practitioners  make  up  only  13  percent  of  the  total.  The  Physician  Payment 
Review  Commission,  Council  on  Graduate  Medical  Education,  American  Medical  Association 
and  Association  of  American  Medical  Colleges  all  advocate  increasing  the  supply  of  generalist 
physicians.  We  will  never  improve  access  and  get  health  care  costs  under  control,  including 
government  health  care  costs,  until  the  shortage  of  primary  care  physicians  is  addressed. 


From  our  perspective,  the  most  compelling  evidence  for  the  shortage  of  family  physicians  is  not 
so  much  in  the  findings  of  expert  panels  as  in  the  marketplace  itself.  Primary  care  is  the 
marketplace's  answer  to  our  nation's  cost,  quality,  and  access  problems.  The  demand  for  family 
physicians  in  the  market  overwhelms  our  ability  to  train  family  physicians.  Family  practice 
residents  receive  typically  hundreds  of  unsolicited  job  offers.  Yet,  the  gap  between  supply  and 
demand  grows  steadily.  The  ability  to  realize  further  improvements  in  the  efficiency  of  health 
care  delivery  is  constrained  severely  because  this  nation's  primary  care  capacity  is  so 
underdeveloped. 

However,  it  is  essential  for  the  members  of  this  subcommittee  to  recognize  that  the 
"marketplace"  is  not  going  to  solve  the  shortage  of  family  physicians.  Even  though  the  unmet 
demand  for  primary  care  services  grows  steadily,  the  systems  through  which  we  purchase  health 
care  services  have  little  or  no  influence  over  the  medical  schools  and  teaching  hospitals  that  train 
physicians.  Our  academic  medical  centers  have  remained  largely  unresponsive  to  the  shortage 
of  family  physicians  because  there  is  no  meaningful  connection  between  them  and  the  market 
for  health  care  services. 

Furthermore,  the  major  programs  through  which  the  federal  government  supports  physician 
training  are  a  big  part  of  the  problem.  Medicare's  support  of  graduate  medical  education  and 
extramural  research  funding  provided  by  the  National  Institutes  of  Health  are  heavily  biased 
toward  the  production  of  subspecialty  physicians  and  inpatient  care.  Over  $6  billion  in  Medicare 
GME  payments  go  exclusively  to  hospitals,  where  subspecialist  physicians  receive  most  of  their 
training,  rather  than  to  ambulatory  care  sites,  such  as  clinics  and  offices,  where  family 
physicians  receive  much  of  their  training.  This  continues  to  occur  despite  the  fact  that  more  and 
more  and  more  care  is  delivered  outside  the  hospital.  A  May,  1994  General  Accounting  Office 
(GAO)  report  reiterated  that  "barriers  to  primary  care  training  persist  in  Medicare's  payment 
method. " 

In  sharp  contrast  to  Medicare  GME  stands  Section  747  of  the  Public  Health  Service  Act. 
Section  747  is  the  only  federal  program  that  provides  targeted  funding  through  grants  for 
residency  training,  establishing  and  maintaining  departments  of  family  medicine,  predoctoral 
programs,  and  faculty  development.  Section  747  is  currently  authorized  at  $54  million  and 
received  an  appropriation  of  $47  million  in  FY  1995.  Many  family  practice  residency  programs 
would  not  exist  today  if  it  were  not  for  the  availability  of  the  Title  VII  funds.  Until  Medicare 
GME  funding  changes  occur,  family  practice  residency  programs  and  medical  school 
departments  of  family  medicine  will  remain  highly  dependent  on  grants  from  Title  VII. 

Data  and  Outcomes  that  Prove  Section  747  Works 

The  federal  investment  in  family  physician  training  has  paid  off  handsomely.  Family  physicians 
are  trained  in  ambulatory  settings  and  go  on  to  provide  ambulatory  care,  which  is  the  type  of 
care  that  people  need  most.  In  addition,  several  studies  show  that  generalist  physicians  are  more 
cost-effective  due  to  their  prudent  use  of  hospital  services,  tests  and  procedures.   Furthermore, 


family  physicians  are  distributed  in  urban  and  rural  areas  in  the  same  proportion  as  the  U.S. 
population  as  a  whole  ~  unlike  any  other  physician  specialty.  Also  unlike  any  other  specialty, 
virtually  all  physicians  who  complete  family  practice  residency  training  take  up  practice  in  direct 
primary  patient  care  and  are  able  to  handle  85-90  percent  of  their  patients'  problems. 

Section  747  improves  the  supply  of  primary  care  physicians  in  several  important  ways. 

Family  Medicine  Departments 

Section  747  grants  for  establishing  departments  of  family  medicine  in  medical  schools  have 
resulted  in  seven  new  departments  in  the  past  three  years.  An  October,  1994  GAO  report 
indicated  that  "students  who  attended  schools  with  family  practice  departments  were  57  percent 
more  likely  to  pursue  primary  care."  The  same  report  indicated  that  "students  attending  medical 
schools  with  more  highly  funded  family  practice  departments  were  18  percent  more  likely  to 
pursue  primary  care."  However,  fifteen  of  the  nation's  126  medical  schools  still  do  not  have 
departments  of  family  medicine.  Section  747  dollars  are  crucial  to  establishing  these  family 
practice  departments. 

Predoctoral  Programs 

Funding  for  predoctoral  programs  -  third-year  medical  school  clerkships  in  which  students  learn 
primary  care  clinical  skills  -  under  Section  747  encourages  medical  schools  to  create  required 
third-year  clerkships  in  family  medicine.  Requiring  a  third-year  clerkship  of  more  than  four 
weeks  duration  results  in  15.6  percent  of  a  school's  graduates  choosing  careers  in  family 
practice,  compared  to  6.9  percent  of  the  graduates  of  schools  without  required  third-year 
clerkships.  Moreover,  the  October,  1994  GAO  report  indicated  that  "students  who  attended 
schools  requiring  a  third-year  family  practice  clerkship  were  18  percent  more  likely  to  pursue 
primary  care."  However,  fifty-one  of  the  nation's  126  medical  schools  still  do  not  have  required 
third-year  clerkships  in  family  medicine. 

Faculty  Development 

Faculty  development  funding  under  Section  747  is  essential  to  address  a  severe  shortage  of 
faculty  for  family  practice  residency  programs  and  medical  school  departments  of  family 
medicine.  The  success  of  family  practice  residencies  in  placing  graduates  in  primary  care 
practice  settings  has  had  the  unintended  consequence  of  creating  a  shortage  of  family  practice 
faculty.  There  are  nearly  600  vacancies  at  present.  Faculty  development  funding  must  be 
expanded  to  meet  training  needs  as  they  currently  exist. 

Agency  for  Health  Care  Policy  and  Research 

While  American  medicine  is  praised  worldwide  for  its  excellence  in  biomedical  research,  it  has 
tailed  to  translate  these  breakthroughs  into  practical  treatments  that  apply  to  the  population  at 
large.     It  is  imperative  that  U.S.  research  facilities  complement  their  superb  mastery  of 
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4 
biomedical  science  with  a  similar  dedication  to  primary  care  issues. 

The  growth  of  knowledge  about  disease  has  not  been  balanced  by  a  similar  understanding  of  the 
concerns  that  bring  people  to  doctors,  and  how  persons  with  various  symptoms  become  patients 
with  diagnoses.  Consequently,  there  is  a  disconnect  between  the  problems  that  individuals  bring 
to  their  physicians  and  how  these  doctors  were  educated  and  trained. 

Although  over  95  percent  of  all  medical  conditions  have  been  evaluated  and  treated  outside  of 
hospitals  over  the  last  30  years,  physicians  are  educated  and  trained  using  a  knowledge  base 
derived  from  hospitalized  patients  or  from  patients  with  complex  conditions  who  were  referred 
to  specialists.  This  base  of  knowledge  has  frequently  little  or  no  relevance  to  the  basic,  entry- 
level  concerns  that  affect  most  people.  As  a  result,  American  health  care  is  tilted  toward 
institutions  and  systems  that  employ  highly  technological  methods  to  treat  catastrophic  and  end- 
stage  disease.  The  consequences  of  this  tilt  are  serious;  the  U.S.  health  care  system  has  virtually 
no  emphasis  on  cost-saving  preventive  care,  scarce  medical  resources  are  delivered  inefficiently, 
and  overall  health  care  costs  continue  to  spiral  upward. 

Primary  Care  Research 

A  primary  care  research  agenda  is  crucial.  This  agenda  should  be  designed  to  provide  new  tools 
to  family  physicians  and  other  generalist  physicians  as  they  serve  the  millions  of  patients  they 
see  each  year.  Such  an  agenda  would  include  research  to  improve  diagnostic  accuracy  because 
most  people  go  to  doctors  with  clusters  of  ill-defined  symptoms.  The  job  of  the  generalist 
physician  is  to  make  sense  out  of  these  symptoms,  determining  whether  or  not  they  constitute 
a  short-term  problem  or  one  requiring  ongoing  or  intensive  treatment  and  then  initiating  effective 
therapy.  Primary  care  research  would  assist  physicians  in  streamlining  the  diagnostic  process 
and  increasing  accuracy  while  at  the  same  time  reducing  their  use  of  expensive,  unnecessary  or 
potentially  dangerous  medical  tests. 

Primary  care  research  would  also  improve  the  effectiveness  of  medical  care.  After  making  a 
diagnosis,  the  physician,  in  collaboration  with  the  patient,  must  craft  a  useful  treatment  plan. 
Such  a  plan  must  reconcile  the  idiosyncracies  of  the  patient  and  his  or  her  situation  with  the 
realities  of  the  disease.  Medical  research  provides  scant  information  about  the  history  of  many 
common  ailments,  and  is  largely  silent  on  how  to  tailor  existing  remedies  to  individual  needs  as 
they  exist  in  the  real  world. 

Finally,  generalists  and  subspecialists  must  learn  to  work  together  to  provide  a  continuum  of 
appropriate  medical  care.  Familiar  symptoms  such  as  chest  pain,  headache,  fatigue  and 
insomnia  bring  millions  of  Americans  to  their  physicians  each  year.  These  are  symptoms  that 
may  represent  serious  conditions  such  as  heart  attacks  or  leukemia.  It  is  imperative  that 
generalists  and  subspecialists  work  together  to  discern  the  causes,  evolution  and  management  of 
human  suffering. 

In  the  Academy's  view,  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  should 
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spearhead  a  primary  care  research  effort  by  the  creation  of  a  Center  for  Primary  Care  Research. 
In  fact,  the  1992  Senate  Report  102-426  accompanying  P.L.  102-410,  which  reauthorized 
AHCPR,  states  that  the  Agency  should  strengthen  its  commitment  to  family  practice  and  primary 
care  research.   The  report  asserts  that, 

The  committee  believes  that  inadequate  attention  has  been  given  to  conditions  that 
affect  the(se)  vast  majority  of  Americans  -  that  is,  the  undifferentiated  problems 
individuals  present  to  their  generalist  physicians.  A  focus  on  family 
practice /primary  care  research  is  essential  if  we  are  to  redirect  the  U.S.  health 
care  system  that  is  currently  skewed  toward  high  technology  medicine  for 
catastrophic  diseases. 

To  the  support  this  critical  —  and  timely  —  line  of  research,  the  Academy  requests  that  additional 
appropriations  be  provided  to  the  Agency  for  Health  Care  Policy  and  Research,  and  that  dollars 
be  targeted  specifically  to  establish  a  Center  for  Primary  Care  Research.  We  believe  that 
supplementary  funding,  coupled  with  direction  from  Congress,  will  urge  AHCPR  to  address 
primary  care  issues.   We  recommend  $25  million  for  this  effort. 

Conclusion 

Section  747  of  the  Public  Health  Service  Act  is  a  program  that  successfully  produces  family 
physicians  who  serve  both  urban  and  rural  parts  of  our  nation,  are  preferentially  recruited  by 
managed  care  organizations,  and  who  can  take  care  of  85-90  percent  of  their  patient's  problems. 
Numerous  organizations  and  reports  point  out  the  cost-effective  nature  of  family  physicians,  as 
well  as  how  family  practice  residency  programs,  departments,  predoctoral  programs  and  faculty 
development  programs  efficiently  produce  more  family  physicians  for  this  country. 

At  a  time  when  policymakers  are  critically  reviewing  government  programs  for  their  cost- 
effectiveness  and  overall  value,  Section  747  is  a  program  that  scores  high  on  both  fronts;  it 
works.  Your  continued  support  of  family  practice  training  will  facilitate  a  more  efficient  health 
care  market.  On  behalf  of  the  American  Academy  of  Family  Physicians,  we  ask  you  to 
appropriate  $54  million  for  Section  747,  which  is  the  current  authorization  amount. 

Finally,  scant  research  is  available  on  basic  patient  care.  The  American  Academy  of  Family 
Physicians  recommends  $25  million  for  the  establishment  of  a  Center  for  Primary  Care  Research 
at  the  Agency  for  Health  Care  Policy  and  Research. 

Thank  you  for  your  attention  to  these  important  requests. 
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Mr.  Porter.  All  of  our  witnesses  have  stayed  within  our  time 
limits.  We  have  a  chance  for  a  few  questions. 

I  would  like  to  ask  you  two,  actually.  Section  747  is  authorized 
at  $54  million? 

Dr.  Henley.  Yes,  sir. 

Mr.  Porter.  At  what  level  are  we  funding  it  right  now;  do  you 
know? 

Dr.  Henley.  $47  million. 

Mr.  Porter.  $47  million.  So  we  are  $7  million  short  of  the  au- 
thorization. 

I  wonder,  secondly,  if  you  would  describe  the  difference  in  medi- 
cal education  between  someone  trained  as  a  family  physician  and 
someone  trained  in  subspecialties,  as  you  have  described  them.  Is 
family  practice  itself  a  specialty  in  a  certain  sense? 

Dr.  Henley.  Indeed  it  is  a  specialty. 

Mr.  Porter.  Would  you  tell  us  about  that? 

Dr.  Henley.  In  1969,  the  American  Board  of  Family  Practice  was 
established,  the  22nd  medical  specialty  board.  Since  that  time, 
medical  students  who  go  into  family  practice,  such  as  myself,  obvi- 
ously complete  four  years  of  medical  school  training,  and  then  se- 
lect a  three-year  residency  program  in  family  practice,  much  as  is 
the  case  with  general  internal  medicine  and  general  pediatrics. 
That  is  primarily  an  ambulatory-based  training,  for  three  years, 
with  appropriate  emphasis  in  hospital  care  as  well. 

At  the  completion  of  that  three  years  of  residency  training,  the 
graduates  are  eligible  to  apply  and  take  the  exam  of  the  American 
Board  of  Family  Practice  and,  therefore,  be  recognized  as  special- 
ists in  family  medicine. 

Mr.  Porter.  Would  you  say  that  the  changes  going  on  in  the 
medical  market,  if  you  want  to  call  it  that,  wouldn't  they  eventu- 
ally translate  into  a  greater  emphasis  on  family  practice  in  the 
medical  schools,  as  presumably  the  jobs  that  are  in  more  demand 
and  perhaps  income  levels  being  much  more  competitive  would  de- 
velop in  the  marketplace? 

Dr.  Henley.  I  wish  I  could  say  that  that  would  be  true,  Mr. 
Chairman,  but  unfortunately,  medical  schools  and  teaching  hos- 
pitals receive  the  vast  majority  of  their  training  through  funding 
from  the  graduate  medical  education  funds  through  medicare  and, 
obviously,  funds  through  NIH.  Those  dollars  are  directed  and  sup- 
port and  encourage  in-hospital  care,  in-hospital  training,  and 
subspecialization — high  technology  procedures.  They  do  not  encour- 
age ambulatory-based  training  or  primary  care  training. 

I  do  not  believe  the  market  will  change  that  very  much. 

Mr.  Porter.  Well,  Dr.  Henley,  we  very  much  thank  you  for  your 
statement,  for  answering  our  questions.  We  appreciate  your  being 
here.  Thank  you. 


Thursday,  January  26,  1995. 

WITNESS 
JANE  LEE,  AMERICA'S  PUBLIC  TELEVISION  STATIONS 

Mr.  Porter.  Jane  Lee,  the  American  Public  Television  Stations. 
Ms.  Lee. 
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Ms.  Lee.  Thank  you,  Mr.  Chairman,  Members  of  the  distin- 
guished subcommittee.  My  name  is  Jane  Lee  and  I  am  a  media 
center  teacher  in  Alameda,  California,  across  the  bay  from  San 
Francisco.  Originally — I  was  born  and  raised  in  San  Antonio, 
Texas,  graduating  from  the  University  of  Texas  Austin  before  mov- 
ing to  California.  Today,  I  am  representing  teachers,  including 
those  at  my  school,  Frank  Otis  Elementary,  who  use  public  tele- 
vision's educational  services.  I  am  also  testifying  on  behalf  of  public 
broadcaster  KQED  in  San  Francisco,  which  serves  Ms.  Pelosi's  and 
Mr.  Riggs's  districts  and  America's  public  television  stations,  rep- 
resenting 202  community  institutions  who  have  licenses  to  serve 
their  communities  with  noncommercial  educational  programming. 

I  am  here  today  to  give  testimony  of  the  invaluable  services  of 
public  broadcasting,  especially  in  the  area  of  instructional  tele- 
vision. My  first  experience  with  KQED  began  when  my  eldest  son, 
Daryl,  kept  talking  about  his  friend,  Mr.  McFeely.  I  was  concerned. 
My  concerns  were  lifted  when  I  learned  that  it  was  the  speedy  de- 
livery mailman  from  the  world  of  Mr.  Rogers. 

Mr.  Rogers  has  become  one  of  my  best  friends.  I  teach  a  unit  on 
folk  tales  which  culminates  in  a  week-long  multicultural  celebra- 
tion with  crafts,  games,  foods  from  other  cultures.  The  theme  two 
years  ago  was  tamales  from  every  culture.  We  learned  about  Mexi- 
can tamales.  We  learned  about  Japanese  sushi,  Greek  dolmas,  and 
joong,  which  is  what  I  call  a  Chinese  tamale. 

Now,  preparing  a  joong  is  not  an  easy  task.  I  wanted  the  children 
to  see  how  to  make  them.  But  I  certainly  did  not  trust  in  my  ability 
to  do  so.  I  was  able  to  turn  to  Mr.  Rogers,  who  had  done  a  segment 
interviewing  a  Chinese  young  lady  and  her  grandmother,  who  dem- 
onstrated how  to  make  joong. 

You  see,  television  brings  to  children  experiences  that  we  cannot 
simply  describe  on  our  own. 

Today,  public  television  is  more  than  broadcasting.  Federal  funds 
appropriated  through  this  subcommittee  support  a  wide  range  of 
educational  services.  In  northern  California,  KQED's  Center  for 
Education  and  Lifelong  Learning  provides  instructional  TV  pro- 
gramming, special  KQED  viewer  guides,  teleconferences,  work- 
shops, and  a  computer  network  serving  the  needs  of  students, 
teachers,  parents  and  child  care  providers. 

KQED,  like  every  other  public  television  station,  is  a  local  insti- 
tution, responsive,  accountable  to  the  local  community,  an  edu- 
cational resource  with  expertise  in  media  and  technology.  It  is  a 
partner  with  schools  and  child  care  centers,  and  they  can  reach  ev- 
eryone. Isn't  this  what  we  are  looking  for  to  help  with  the  edu- 
cational challenges  of  the  information  age? 

Through  workshops  sponsored  by  the  KQED  Technology  Institute 
for  Teachers  of  English  Language  Learners,  I  have  been  privileged 
to  share  some  successful  strategies  with  my  colleagues  to  engage 
students  in  meaningful  learning.  This  illustrates  public 
broadcasting's  involvement  in  two  very  important  areas,  teacher 
training  and  the  use  of  media  to  assist  those  who  need  help  in  mas- 
tering English. 

One  of  the  lessons  I  demonstrate  utilized  the  Here's  How  series 
of  physical  science  programs.  Students  actively  watch  the  pro- 
grams, because  I  control  the  video.  In  this  lesson,  a  visit  to  the 


335 

chewing  gum  factory,  I  begin  by  showing  a  small  segment  without 
sound,  thus  lowering  the  anxiety  level  for  everyone,  especially  the 
English  language  learners,  and  neighboring  students  to  focus  on 
the  visual  image  and  my  questions.  I  stop  the  video,  I  test  for  prior 
knowledge  so  that  I  will  be  able  to  build  on  that,  generate  vocabu- 
lary and  questions  to  answer.  I  then  integrate  the  theme  of  gum 
into  math,  science,  history,  language,  art  lessons,  activity.  You 
might  say,  I  milk  that  video  for  all  it  is  worth. 

You  see,  this  is  the  way  that  video  is  used  effectively — not  as  a 
substitute  for  teaching,  not  to  baby-sit,  but  to  engage  children  in 
meaningful  and  effective  learning.  And  it  works. 

In  the  KQED  Institute's  binder,  we  include  lessons  from  the  mas- 
ter teacher's  kindergarten  through  twelfth  grade,  along  with  ideas 
for  teaching  strategies,  captioned  television  and  resources.  All  of 
these  are  valuable  resources  to  educators  from  KQED,  along  with 
teaching  guides  for  the  many  series,  such  as  Reading  Rainbow. 
Educational  television  is  a  valuable  tool  for  the  classroom  teacher. 

While  one  might  say  that  my  district,  comparatively,  is  mod- 
erately wealthy,  it  is  a  far  cry  from  easy  access.  Most  schools  have 
only  one  or  two  cable  drops.  Teachers  do  not  have  telephones  in 
their  classrooms,  so  modems  and  Internet  are  out.  And  not  all 
classrooms  have  computers.  I  have  worked  with  many  other  teach- 
ers in  various  districts  who  are  very  excited  about  the  instructional 
television  programs  and  resources  available  to  them  on  public  tele- 
vision. 

We  have  an  excellent  public  television  system  in  place,  reaching 
99  percent  of  America's  television  households.  It  is  carried  at  no 
additional  cost  to  the  consumer  over  the  airwaves  and  is  owned  by 
the  public.  Our  stations  are  valuable  community  partners.  Pro- 
gramming and  budget  decisions  are  made  at  the  local  level  to  serve 
local  needs. 

The  stations  will  generate  $5  for  every  $1  that  they  receive  from 
the  Federal  Government.  No  one  else  does  what  they  do.  No  one 
else  wants  to.  There  is  no  pot  of  gold  to  be  made  from  educational 
television. 

I  want  to  speak  to  you  from  my  heart  as  a  public  schoolteacher 
with  expertise  in  teaching  children.  The  testimonies  I  have  heard, 
articles  I  have  read,  concerning  public  TV  are  overwhelming.  I  feel 
like  one  of  my  little  first  graders  when  I  ask  you,  as  our  govern- 
ment, to  protect  public  television,  a  friend  to  our  schoolteachers,  a 
friend  to  our  children. 

On  behalf  of  the  public  television  stations,  I  am  asking  you  to 
support  an  appropriation  of  $315  million  for  the  Corporation  for 
Public  Broadcasting  in  fiscal  year  1998.  This  figure  is  a  freeze  from 
fiscal  year  1997.  We  realize  that  deficit  reduction  must  be  ad- 
dressed and  we  fully  expect  to  do  our  share  in  balancing  the  budg- 
et. 

We  all  want  you  to  know  that  public  broadcasting  is  one  of  the 
best  investments  that  you  can  make.  Please  see  that  it  continues. 

And  I  would  be  pleased  to  answer  any  questions  you  have.  Thank 
you  for  this  opportunity. 

[The  prepared  statement  of  Jane  Q.  Lee  follows:] 
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Mr.  Chairman,  members  of  the  subcommittee,  my  name  is  Jane  Lee  and  I  am 
a  media  center  teacher  in  Alameda,  California,  across  the  bay  from  San 
Francisco.  Today  I  am  representing  teachers,  including  those  at  Otis 
Elementary  School,  who  use  public  television's  educational  services.   I  am 
also  testifying  on  behalf  of  public  broadcaster  KQED  in  San  Francisco,  which 
serves  Mrs.  Pelosi's  and  Mr.  Riggs'  districts,  and  America's  Public  Television 
Stations,  representing  202  community  institutions  who  have  licenses  to  serve 
their  communities  with  noncommercial  educational  programming. 

I  am  here  today  to  give  testimony  of  the  invaluable  services  of  public 
broadcasting,  especially  in  the  area  of  instructional  television.  My  first 
experience  with  KQED,  our  PBS  affiliate,  began  when  my  eldest  son,  Darryl, 
kept  talking  about  his  friend,  Mr.  McFeely.   This  was  my  first  introduction  to 
the  speedy  delivery  mailman  and  the  world  of  Mr.  Rogers.  He  is  now  one  of 
my  best  friends. 

As  the  media  specialist  at  my  school,  I  teach  a  unit  on  folktales  which 
culminates  with  a  week-long  multicultural  celebration.   This  celebration 
involves  crafts,  games  and  food  from  other  cultures.  The  theme  two  years 
ago  was  tamales  from  every  culture.  We  talked  about  Mexican  tamales, 
Japanese  sushi,  Greek  dolmas  and  joong,  which  is  what  I  call  a  Chinese 
tamale.  Preparing  joong  is  not  an  easy  task.  I  wanted  the  children  to  see  how 
to  make  them  but  certainly  did  not  trust  in  my  ability  to  do  so.  I  was  able  to 
turn  to  Mr.  Rogers  who  did  a  segment  interviewing  a  Chinese  young  lady  and 
her  grandmother  who  demonstrated  how  to  make  joong,  Chinese  tamales. 
You  see,  television  brings  to  children  experiences  we  simply  cannot  describe 
on  our  own. 

Today,  public  television  is  more  than  broadcasting.  Federal  funds 
appropriated  through  this  subcommittee  support  a  wide  range  of  educational 
services.    For  instance,  in  northern  California,  KQED's  Center  for  Education 
&  Lifelong  Learning  provides  instructional  TV  programming,  special  viewer 


guides,  teleconferences,  workshops,  and  even  a  computer  network  to  serve 
the  needs  of  students,  teachers,  parents,  and  childcare  providers.  KQED  is  a 
local  institution  that  is  responsive  and  accountable  to  the  local  community.   It 
is  an  educational  resource  with  special  expertise  in  media  and  technology;  it  is 
a  partner  with  schools  and  child  care  centers.  And  they  can  reach  everyone. 
Isn't  this  what  we  are  looking  for  to  help  with  the  education  challenges  of  the 
information  age? 

I  teach  a  unit  on  the  California  Young  Reader  Medal  (CYRM)  books.  Each 
year  a  number  of  books  are  nominated  for  this  award.  The  unique  thing  is 
that  the  children  vote  for  their  favorite  book,  making  this  one  of  their  first 
voting  experiences.  Last  year  one  of  the  CYRM  nominee  books  was  Taxi  Dog, 
a  delightful  book  in  poetry  form  about  a  homeless  dog  taken  in  by  a  taxicab 
driver.   After  reading  the  book,  we  watched  Reading  Rainbow  and  the 
segment  on  dogs  assisting  the  physically  challenged.  While  this  may  seem  to 
be  a  simple  example  of  the  use  of  Reading  Rainbow,  I  assure  you  that  the 
children  truly  remember  what  is  read  when  it  has  been  visually  reinforced. 

Students  actively  watch  the  programs  because  I  control  the  video.  This  is  one 
of  the  beauties  of  being  able  to  record  the  programs  on  videotape.  KQED 
supplements  its  regular  schedule  by  feeding  programs  overnight  for  teachers 
to  record.  I  stop  the  segment,  test  for  prior  knowledge,  generate  vocabulary 
lists,  ask  for  specific  information  and  challenge  the  students  to  ask  questions. 
We'll  look  at  books  for  answers  to  our  questions  or  for  more  information. 
We  integrate  math,  science,  and  language  activities.  You  see,  this  is  the  way 
video  is  used  effectively:  not  as  a  substitute  for  teaching,  not  to  babysit,  but  to 
engage  children.  And  it  works. 

Through  workshops  sponsored  by  the  KQED  Technology  Institute  for 
Teachers  of  English  Language  Learners,  I've  been  privileged  to  share  some 
successful  strategies  with  my  colleagues  to  engage  students  in  meaningful 
learning.   This  illustrates  public  broadcasting's  involvement  in  two 
important  areas:  teacher  training  and  the  use  of  media  to  assist  the  many 
groups  in  our  society  who  need  help  in  mastering  English.  One  of  the  lessons 
I've  shared  utilizes  the  Here's  How  series  of  physical  science  programs.   Each 
program  examines  a  process  or  invention  in  a  straightforward  documentary 


style.   Starting  with  some  historical  background  on  the  feature  item  or 
procedure,  the  programs  highlight  related  classroom  projects,  and  show  the 
modern  manufacturing  or  construction  process. 

The  series  include  visits  to  a  crayon  factory,  a  light  bulb  factory,  a  ball  factory,  a 
number  of  other  places  and  the  program  I  like,  a  visit  to  a  chewing  gum 
factory.  I  introduce  this  lesson  by  telling  the  children  they  will  be  viewing  a 
small  segment  of  video  with  no  sound.  They  may  call  out  where  they  think 
we  are,  who  are  the  people  in  the  video,  what  are  they  doing,  what  is  that 
stuff?  I  begin  with  the  segment  showing  a  man  dressed  in  white,  with  a  white 
showercap-like  hat  on,  standing  by  a  bin  of  a  powdery  substance,  while  a 
machine  dispenses  liquid  into  the  powder.  I  stop  the  video  after  the  machines 
mix  the  powder  and  liquid,  pouring  it  out  into  a  large  trash  like  bin.   The 
children  make  guesses — a  bakery?  concrete?  Playdough?  etc.   Now,  this  may 
not  sound  like  such  a  big  deal,  but  for  me  as  the  teacher,  several  things  have 
happened.  To  begin  with,  our  workshops  address  the  needs  of  English 
language  learners.  We  know  it  is  important  to  create  a  low-anxiety 
environment  for  these  students.  Turning  the  sound  off  does  that  as  well  as 
the  visual  images  giving  comprehensible  input.  As  I  point  out  to  my  teacher 
colleagues,  this  method  is  good  for  all  students,  including  the  native  English 
speakers. 

Secondly  during  this  brief  introduction  to  the  lesson,  I've  been  able  to  assess 
the  student's  prior  knowledge.  In  teaching,  this  is  critical.  I  need  to  know 
what  students  already  know  so  I  can  build  on  that  prior  knowledge.  After 
they  have  watched  the  segment,  we  generate  vocabulary  lists  and  questions. 
Then,  I  rewind  the  video  to  the  beginning  and  tell  the  students  they  may  see 
it  with  sound  to  the  end.  They  are  instructed  to  draw  or  write  down  three 
neat  things  they  see  or  hear.  As  we  watch,  I  stop  the  video  at  critical  times  and 
ask  questions;  such  as  what  kind  of  tree  is  the  gum  from?  (Mastica  tree)  Does 
anyone  know  a  Spanish  word  that  sounds  like  the  word  for  that  tree?  Yes, 
masticar  means  to  chew.  After  viewing,  we  have  a  "tea  party  or  jam  session," 
where  we  share  what  we  have  learned.  As  you  can  see,  this  video  has  been 
milked  for  all  it's  worth. 
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There  are  further  extensions  which  carry  the  theme  of  gum  across  the 
curriculum.  I  like  to  teach  integrated  thematic  units:  gum  in  math,  science, 
history,  language,  art.  One  of  the  perks  of  this  lesson  is  that  I  let  the  children 
choose  a  flavor  of  gum  to  chew.  In  the  primary  grades,  we  graph  their  choices 
and  count  the  numbers.  In  the  upper  grades,  we  have  a  lesson  on  probability 
using  gumballs.  The  4th  and  5th  graders  have  done  science  projects,  such  as: 
which  flavor  lasts  the  longest;  which  gum  has  the  most  sugar? 

History  and  language  lessons  utilizing  fiction  and  nonfiction  books  are 
endless.  In  the  English  Language  Learner  Institute  binder,  we  include  lessons 
from  the  Institute's  master  teachers,  grades  K-12,  along  with  ideas  for  teaching 
strategies,  captioned  television  and  resources.  All  of  these  are  valuable 
resources  to  educators  from  KQED  along  with  teaching  guides  for  the  many 
series,  such  as  Reading  Rainbow. 

Educational  television  is  a  valuable  tool  for  the  classroom  teacher.   While 
one  might  say  that  my  district  is  moderately  wealthy,  it  is  a  far  cry  from  "easy 
access."  Most  schools  have  one  or  two  cable  drops,  teachers  do  not  have 
telephones  in  their  classrooms,  so  modems  and  Internet  are  out,  and  not  all 
classrooms  have  computers.   I  have  worked  with  many  teachers  in  other 
districts  who  were  so  excited  when  they  saw  all  the  instructional  television 
programs  available  and  enthusiastic  about  their  uses  in  their  curriculum. 
Many  teachers  must  tape  programs  at  home,  because  there  is  a  limited 
number  of  televisions  and  VCRs  at  the  schools.  And  yet,  we  talk  about 
accessing  Internet  and  cable?   We  don't  even  have  telephones  in  our 
classrooms. 

I  know  you  have  a  most  difficult  task  before  you,  balancing  the  budget. 
I  told  my  students  I  would  be  in  Washington  today,  and  being  a  teacher, 
capitalized  on  the  opportunity  for  a  government  lesson.  We  talked  about 
budgets.  They  understood.  It's  like  paying  the  rent,  buying  food  and  clothes. 
Everything  is  important,  so  where  do  we  cut?  Ms.  Pelosi  reminded  us  of  an 
important  question  to  ask,  where  do  we  want  to  invest  the  money?  As  one  of 
our  first  graders  wanted  me  to  tell  you,  the  answer  is:  "In  us — the  kids. 
We're  worth  it." 
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In  the  past  week,  there  has  been  a  lot  of  press  about  selling  public 
broadcasting.   I  wonder  what  the  potential  buyers  plan  to  receive  for  their 
money?   The  Corporation  for  Public  Broadcasting  has  no  assets.   Individual 
stations  are  licensed  by  the  FCC  and,  owned  by  universities,  local 
communities  or  states.   The  Public  Broadcasting  Service  is  primarily  a 
distributor  of  programs  and  a  developer  of  educational  services.  If  there  is  no 
public  investment  in  public  broadcasting,  we  would  be  looking  at  a  system 
that  is  very  different  from  the  one  that  is  currently  in  place.  We  know  what 
the  alternative  to  public  broadcasting  is:  It  is  commercial  broadcasting.  If 
there  was  no  federal  support  for  public  broadcasting,  stations  would  have  to 
spend  even  more  of  their  time  and  efforts  focused  on  programming  that  will 
earn  money,  instead  of  programming  that  teaches.  The  loss  would  be  to  the 
communities  and  children  that  use  the  services  of  their  local  station. 

Public  television  is  a  system  that  is  already  in  place  and  that  reaches  99 
percent  of  American  television  households.  It  is  carried  at  no  additional  cost 
to  the  consumer  over  the  airwaves  and  is  owned  by  the  public. 

We  are  asking  you  to  support  an  appropriation  of  $315  million  for  the 
Corporation  for  Public  Broadcasting  in  fiscal  year  1998.  This  figure  is  a  freeze 
from  FY  1997.  We  realize  that  deficit  reduction  must  be  addressed  and  fully 
expect  to  do  our  share  in  balancing  the  budget.  But  please  remember  that 
two-thirds  of  the  money  appropriated  to  CPB  will  go  directly  to  public 
television  stations  to  enable  them  to  continue  the  kinds  of  education  and 
outreach  programs  that  I  have  outlined  here. 

We  have  an  excellent  system  in  place.   Our  stations  are  valuable  community 
partners.  Programming  and  budget  decisions  are  made  at  the  local  level  to 
serve  local  needs.  Public  television  stations  generate  $5  for  every  one  they 
receive  from  the  federal  government.  No  one  else  does  what  they  do.   No 
one  else  wants  to;  there  is  no  pot  of  gold  to  be  made  from  educational 
television. 

Public  broadcasting  is  one  of  the  best  investments  you  make.  Please  see  that  it 
continues.   I  would  be  pleased  to  answer  any  questions  you  might  have. 
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Mr.  Porter.  Ms.  Lee,  thank  you  for  your  testimony,  and  for  com- 
ing all  the  way  from  Alameda,  California  to  come  before  the  sub- 
committee. 

Tell  me  again,  I  might  have  missed  what  you  said  when  our  bells 
all  went  off,  but  KQED,  is  that  an  affiliated  station? 

Ms.  Lee.  Yes,  it  is  one  of  our  public  broadcasting  stations;  it  is 
our  affiliate  in  the  San  Francisco  Bay  area. 

Mr.  Porter.  But  it  is  not  affiliated  with  the  university  there  or 
anything  like  that? 

Ms.  Lee.  Well,  we  have  connections.  We  have  what  we  call 
Learning  Link.  We  have  access  to  colleges  and  universities. 

Mr.  Porter.  I  don't  know  if  this  is  a  fair  question  for  you,  but 
I  have  heard  that  one  of  the  problems  in  funding  for  public  tele- 
vision is  that  there  has  been  a  huge  proliferation  of  outlets,  in 
other  words,  the  Federal  seed  money  becomes  very  finely  divided. 
The  example  that  is  given  of  this  is  often  the  San  Francisco  exam- 
ple that  there  are  many,  many  outlets  in  San  Francisco  that  are 
funded  through  the  Corporation  for  Public  Broadcasting,  either 
through  PBS  or  NPR. 

Do  you  know  if  there  are  a  number  of  outlets  in  the  San  Fran- 
cisco area? 

Ms.  Lee.  Now,  are  you  talking  about  for  me  as  the  classroom 
teacher  to  be  able  to  access? 

Mr.  Porter.  No,  no,  that  is  why  I  said  it  might  not  be  a  fair 
question. 

Are  you  aware  that  there  are  a  number  of  outlets  in  the  area? 
We  are  told  that  there  may  be  as  many  as  11  different  stations  in 
San  Francisco  with  a  population  of — what,  the  area  is  probably  a 
million  and  a  half  people  or  so — but  it  has  a  large  number  of  out- 
lets, and  that  that  divides  the  money  so  finely  that  it  makes  it 
more  difficult  to  provide  any  meaningful  support  for  any  of  them. 

Ms.  Lee.  I  am  not  sure  that  I  am  qualified  to  answer  that  ques- 
tion. 

Mr.  Porter.  I  thought  it  might  be  an  unfair  question. 

But  in  any  case,  we  very  much  appreciate  your  coming  all  this 
way.  Your  testimony  was  excellent  and  we  appreciate  it. 

Thank  you. 

Ms.  Lee.  Oh,  and  by  the  way,  I  almost  forgot — my  children  defi- 
nitely wanted  me  to  give  to  you  some  letters.  These  are  first  grad- 
ers who  did  some  wonderful  artwork.  And  I  also  have  a  book  for 
you,  Mr.  Porter,  The  Smart  Parent's  Guide  to  Kids'  TV.  This  is 
written  by  Dr.  Milton  Chen,  who  is  Director  of  Educational  Serv- 
ices at  KQED.  I  wanted  you  to  have  this. 

Mr.  Porter.  Ms.  Lee,  for  me,  it  is  going  to  have  to  be  "the  smart 
grandparent's  guide." 

Mrs.  Lowey. 

Mrs.  Lowey.  Mr.  Chairman,  I  wish  I  were  a  grandparent,  but  not  i 
yet. 

I  just  want  to  ask  a  question  for  the  record.  Don't  the  largest  sta- 1 
tions  provide  programming  for  the  smaller  stations? 

Ms.  Lee.  I  believe  that  is  true.  You  can  see  that  I  am  truly  the 
classroom  teacher  who  is  thrilled  to  be  able  to  just  have  these  serv- 
ices available  to  me  and  so  easily  accessible.  So  when  you  ask  me: 
other  harder  questions,  I  am  like  my  children. 
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Mrs.  Lowey.  I  am  just  curious,  Mr.  Chairman,  whether  the  larg- 
er stations  don't,  in  fact,  provide  programming  for  the  smaller  sta- 
tions, an  important  resource.  And  I  see  heads  shaking,  yes. 

Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you,  Mrs.  Lowey. 

Ms.  Lee,  again  thank  you  very  much.  The  subcommittee,  because 
of  the  vote  that  is  pending  on  the  Floor  of  the  House,  will  stand 
in  recess  for  10  minutes  or  so,  until  I  can  get  back. 

[Recess.] 


Thursday,  January  26,  1995. 

WITNESS 
MARY  CHATEL,  SOCIAL  SECURITY  MANAGEMENT  ASSOCIATIONS 

Mr.  Porter.  If  everyone  can  take  their  seats,  his  or  her  seat,  our 
next  witness  will  be  Mary  Chatel,  the  Social  Security  Management 
Associations. 

Ms.  Chatel. 

Ms.  Chatel.  Good  morning,  Mr.  Chairman,  Members  of  the  com- 
mittee. I  am  the  President  of  the  National  Council  of  Social  Secu- 
rity Management  Associations,  and  I  represent  4,000  managers 
and  supervisors  who  work  in  the  field  offices  and  teleservice  cen- 
ters throughout  the  country. 

In  response  to  rising  work  loads  and  diminishing  resources,  we 
creatively  make  do,  utilizing  community  resources  in  an  effort  to 
maintain  services,  but  without  more  funds,  social  security  cannot 
control  disability  backlogs  or  improve  on  the  work  loads. 

Legislation  last  year  makes  Social  Security  an  independent  agen- 
cy in  hopes  of  promoting  public  confidence  again  in  the  system.  But 
public  confidence  will  not  be  restored  until  taxpaying  Americans 
obtain  from  us  the  access  and  service  they  paid  for,  expect,  and  de- 
serve. 

Social  Security's  remarkably  low  operational  expenses  are  about 
one  cent  of  every  dollar  of  benefits  we  will  pay  this  year.  If  the 
budget  is  not  increased,  we  will  have  even  more  difficulty  meeting 
our  responsibilities.  Are  we  keeping  our  promise  to  disabled  people 
who  have  to  wait  a  year  or  longer  to  receive  their  benefits? 

Initial  disability  claims  have  risen  dramatically,  1.7  million  in 
1989  up  to  3  million  cases  we  received  this  year,  and  still  growing. 
It  takes  an  average  of  a  hundred  days  to  process  an  initial  disabil- 
ity claim  and  an  astounding  300  to  days  to  process  a  hearings  deci- 
sion. But  the  effect  on  people's  lives  is  even  more  telling. 

A  woman  named  Albertina  filed  for  disability  benefits  in  my  of- 
fice in  October  of  1992.  Her  case  was  denied  in  April  of  1993,  and 
so  she  filed  for  reconsideration.  This  was  denied  in  September  of 
1993,  so  she  filed  immediately  for  a  hearing.  The  hearing  wasn't 
held  until  one  year  later.  It  took  three  months  to  write  the  hearing 
decision,  and  this  was  sent  out  December  28th,  1994,  to  tell  her, 
yes,  she  was  approved  for  disability  benefits.  Sadly,  she  died  two 
days  later,  at  the  age  of  45,  never  having  received  a  cent.  I  would 
like  to  say  this  is  an  isolated  case,  but  it  is  not. 

Social  security  also  needs  to  protect  the  disability  trust  funds 
from  misspending  and  preserve  the  integrity  of  the  disability  rolls. 


344 

For  every  $1  we  could  spend  to  conduct  continuing  disability  re- 
views, we  would  save  $4  for  the  trust  funds,  but  we  don't  have  the 
money  available  to  do  the  work.  A  backlog  of  a  million  cases  is 
waiting  right  now  for  review,  and  the  trust  fund  losses  continue  to 
grow. 

Another  critical  need  is  the  IWS/LAN  computer  system.  Over  90 
percent  of  our  offices  are  still  run  by  dumb  computer  terminals, 
long  abandoned  by  other  agencies.  Where  IWS/LAN  is  up  and  run- 
ning, every  process  is  quicker.  By  the  end  of  1995,  funds  already 
appropriated  for  IWS/LAN  will  permit  installation  of  these  systems 
in  many  other  offices,  but  funding  must  continue.  Old  computers 
are  near  the  end  of  their  system's  life,  and  we  risk  collapse  of  the 
system  in  many  offices  if  we  do  not  move  ahead  swiftly. 

IWS/LAN  can  speed  up  the  disability  process  by  linking  us  with 
the  State  offices,  automating  the  process,  doing  more  with  less, 
which  is  what  our  aim  is. 

Also  critical  is  funding  for  telephone  service.  Sufficient  resources 
have  not  been  allocated  to  the  800  number  to  improve  it  or  keep 
pace  with  the  rising  demand.  And  without  more  resources  in  field 
offices,  phone  service  there  continues  to  decline. 

We  need  funds  to  process  drug-alcohol  beneficiaries;  laws  enacted 
last  year  require  close  monitoring  of  these  SSI  beneficiaries  and 
time-limited  benefits,  dependent  on  participation  in  recovery  pro- 
grams, yet  no  funds  were  added  by  Congress  to  cover  these  time- 
consuming  tasks. 

Ever-growing  beneficiary  pools  and  workloads  require  that  SSA's 
overall  staffing  level  must  be  maintained  or  increased  in  fiscal  year 
1996  and  years  to  come.  During  the  1980s,  Social  Security  under- 
went downsizing,  which  cut  up  to  40  percent  of  our  staff  and  field 
offices.  Recent  buyouts  have  been  about  1,200 — 700  of  these  in  the 
field.  Reductions  are  slated,  of  course,  to  continue  over  the  next 
four  years. 

Compounding  growing  workloads  and  staff  reductions  is  a  lack  of 
training  funds.  As  we  improve  technology  and  restructure,  we  need 
computer  training,  training  for  the  new  disability  process,  the 
DA&A  changes,  and  on  the  software  for  the  automated  benefit  esti- 
mate statements  which  will  begin  to  go  out  to  everyone  in  the  pub- 
lic this  year. 

In  conclusion,  in  order  to  ensure  full  service,  minimize 
misspending,  and  protect  the  trust  funds,  we  strongly  urge  increas- 
ing funding  for  fiscal  year  1996  with  full  funding  of  the  Agency's 
request  for  the  IWS/LAN  computer  system;  exempting  SSA  from 
government-wide  staff  reductions;  special  funding  to  conduct  dis- 
ability reviews;  and  to  remove  our  administrative  expenses  from 
the  unified  budget  so  that  expenditures  from  our  dedicated  trust 
funds  are  not  subject  to  the  domestic  spending  caps  which  govern 
the  outlays  of  general  revenues. 

Thank  you. 

[The  prepared  statement  of  Mary  Chatel  follows:] 
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The  National  Council  of  Social  Security  Management 
Associations  (SSMA)  recommends  an  administrative  budget  for  SSA 
which  provides  resources  adequate  to  serve  the  needs  and  protect 
the  rights  of  the  American  public.  SSA  serves  over  42  million 
recipients  of  Social  Security  benefits,  over  6  million  SSI 
beneficiaries,  and  135  million  taxpayers  and  employers  who 
contribute  payroll  taxes.  SSA  service  delivery  problems, 
especially  in  the  disability  program,  are  due  in  large  measure  to 
continually  increasing  workloads  combined  with  resource  shortfalls. 
Solutions  require  sufficient  funding. 

Congress  and  the  Administration  enacted  legislation  last  year 
making  SSA  an  independent  agency  in  the  hope  of  rebuilding  public 
confidence  in  the  system,  but  public  confidence  in  Social  Security 
will  not  be  restored  until  taxpaying  Americans  obtain  from  us  the 
access  and  service  they  paid  for,  expect  and  deserve. 

I  represent  nearly  4,000  managers  and  supervisors  who  are 
responsible  for  the  operations  of  1300  field  offices  and  37 
teleservice  centers  where  the  public  is  served  each  day.  We  work 
closely  with  individuals,  translating  complicated  Social  Security 
laws  into  purposeful  personal  service  to  each  of  them.  In  response 
to  rising  workloads  and  diminishing  resources  over  the  past  decade, 
we  creatively  "make-do"  in  an  effort  to  maintain  services. 

Even  in  the  absence  of  adequate  staff  and  up-to-date 
computers,  field  office  teams  work  to  provide  better  service  within 
the  limited  authority  granted  them.  We  train  community  volunteers 
on  the  application  process  and  allow  them  to  assist  claimants 
preparing  and  documenting  claims  applications.  We  develop 
relationships  with  hospitals  to  take  disability  claims  on  site.  We 
work  with  public  school  resource  teachers  to  provide  school  records 
automatically  for  DDS  medical  decisions.  We  work  with  county 
health  departments  to  facilitate  claims  processing  for  AIDS  cases. 
We  work  with  local  public  aid  offices  and  foster  care  programs  to 
identify  children  entitled  to  SSI  benefits.  We  can  identify  and 
make  use  of  these  resources  because  we  are  based  in  the  communities 
where  they  are  located  and  where  those  we  serve  live  and  work. 

While  we  continue  our  efforts  to  do  more  with  less,  without  an 
increase  in  our  administrative  budget  SSA  simply  cannot  eliminate 
unconscionable  disability  backlogs  and  improve  other  workloads  we 
have  neglected  while  we  struggle  with  the  disability  crisis. 

Fiscal  year  1995' s  total  operational  budget  of  $5.57  billion, 
including  funds  targeted  for  the  disability  crisis  and  for  the  next 
stage  in  obtaining  desperately  needed  computer  technology  for  field 
offices,  is  an  outlay  of  only  about  one  cent  of  every  dollar  of 
benefits  SSA  will  pay  this  year.  That  is  remarkably  low,  especially 
compared  to  operational  expenses  of  companies  in  the  private 
sector.  If  SSA  is  not  allowed  to  increase  its  administrative 
budget,  we  will  grow  increasingly  unable  to  meet  our  responsibilities. 
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Making  Full  service  •  Reality 

The  American  public  depends  on  Social  Security  to  live  up  to 
its  promises.  In  field  offices,  where  SSA  directly  serves  the 
public,  we  need: 

*  employees  who  are  properly  trained  on  and  equipped  with 
state  of  the  art  computer  technology 

*  redesigned  processes  and  increased  authority  to  minimize  the 
slow-downs  caused  by  handing  off  work  to  other  locations 

*  sufficient  staff  to  both  answer  our  telephones  and  handle 
walk  in  clients,  and  to  fulfill  congressional  mandates 
such  as  regular  review  of  the  disability  rolls  and  better 
monitoring  of  benefits  to  drug  addicted  and  alcoholic 
beneficiaries. 

Social  Security  field  office  managers  and  supervisors  take 
seriously  our  responsibilities  to  the  public  and  our  stewardship  of 
the  trust  funds,  and  we  are  embarrassed  and  frustrated  that  trust 
fund  dollars  are  misspent  because  of  inadequate  operational 
funding.  Following  are  some  of  the  service  delivery  problems 
plaguing  SSA. 

Disability 

While  we  delay  administratively  correcting  our  disability 
program,  the  costs  continue  to  go  up.  We  have  promised  the 
American  taxpayer  that  Social  Security  disability  payments  would  be 
there  for  them  if  they  become  so  disabled  that  they  cannot  work. 
Are  we  keeping  that  promise  if  a  disabled  person  must  wait  a  year 
or  longer,  as  many  currently  do,  to  receive  their  benefit?  Fiscal 
Year  1994  ended  with  730,000  disability  cases  pending.  The  number 
of  initial  disability  claims  coming  into  field  offices  has  risen 
dramatically:  1.7  million  disability  claims  were  filed  in  1989;  3 
million  are  expected  this  year,  and  the  number  will  continue  to 
increase  in  FY  96.  It  takes  an  average  of  100  days  to  process  a 
case  from  taking  the  claim  to  the  initial  decision  and  an 
astounding  average  of  320  days  to  process  a  case  which  goes  through 
the  appeal  process. 

Much  of  the  disability  backlog  is  at  the  Office  of  Hearings 
and  Appeals:  in  1990  OHA  received  311,000  hearing  requests;  this 
year  that  figure  will  rise  to  about  550,000.  486,000  cases  are  now 
pending  hearings  as  waiting  times  grow  even  longer.  Some  of  this 
delay  would  be  alleviated  if  decisionmakers  had  adequate  computer 
technology  rather  than  handing  off  decision  writing  to  other 
locations  under  the  archaic  process  currently  used. 

Moreover,  if  SSA  had  more  staff  to  expand  our  role  at  the 
initial  claims  taking  level  in  the  field,  we  could  not  only  reduce 
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waiting  times  for  decisions,  but  also  reduce  the  numbers  of  claims 
which  have  to  go  through  the  lengthy  appeals  process. 

Continuing  Disability  Reviews  (CDRs) 

While  SSA  struggles  to  try  to  more  quickly  determine  the 
eligibility  of  and  pay  benefits  to  new  claimants,  we  are  unable  to 
maintain  the  integrity  of  the  disability  rolls  because  we  do  not 
have  funds  to  conduct  CDRs  as  mandated  by  Congress.  GAO  calculated 
that  for  every  dollar  SSA  would  spend  conducting  CDRs,  four  dollars 
of  misspending  would  be  prevented.  Yet,  ironically,  SSA  cannot 
obtain  the  dollars  necessary  to  do  the  work.  No  additional  staff 
has  been  given  to  field  offices  to  conduct  CRS.  There  is  now  a 
backlog  of  about  one  million  cases  which  should  be  reviewed,  and  we 
would  have  to  conduct  300,000  new  CDRs  annually  to  keep  the  backlog 
from  growing.  At  best,  however,  SSA  is  able  to  conduct  a  third  of 
the  required  reviews  annually.  In  addition  to  the  significant 
dollar  cost  to  the  trust  funds  each  year,  lack  of  case  review  feeds 
taxpayer  distrust  and  cynicism  about  fraudulence  in  the  system. 

Intelligent  Work  Station/Local  Area  Network  Automation  (IW8/LAN) 

Rapid  .and  continuing  advances  in  technology  will  allow 
virtually  any  action  to  be  processed  anywhere  in  SSA.  SSMA 
believes  that  advances  in  technology  should  make  the  field  office 
the  focal  point  for  the  most  efficient  SSA  operations.  Nearly 
every  workload  could  be  processed  by  direct  and  complete  local 
service  to  the  customer  right  in  the  field  office. 

The  Intelligent  Work  Station/Local  Area  Network  computer 
project  planned  for  field  offices  is  the  key  to  our  ever  becoming 
able  to  deal  effectively  with  our  disability  backlogs  and  all  of 
our  service  delivery  workloads.  Over  90  percent  of  our  offices  are 
still  run  with  "dumb"  computer  terminals  long  abandoned  by  other 
agencies.  They  allow  us  only  to  access  benefit  and  SSI  records  and 
make  changes  in  them.  We  cannot  access  the  State  Disability  data 
to  speed  processing  disability  claims.  In  those  fewer  than  10 
percent  of  offices  where  IWS/LAN  is  up  and  running,  every  process 
in  quicker.  By  the  end  of  FY  95,  funds  appropriated  for  IWS/LAN 
will  permit  installation  in  many  more  offices,  but  it  is  critical 
that  funding  continue  in  FY  96  if  we  are  ever  to  upgrade  all 
offices.  In  fact,  the  old  computers  are  near  the  end  of  their 
systems  life.  We  risk  collapse  of  even  these  inadequate  systems  in 
many  offices  if  we  do  not  move  ahead  swiftly  with  IWS/LAN. 

IWS/LAN  means  that  each  employee  has  at  his  or  her  command 
computer  access  and  tools  needed  to  process  a  claim  to  completion, 
to  interact  with  other  agencies  and  offices,  to  access  on-line 
SSA's  program  operation  manual,  and  to  compose  a  personalized 
letter  to  a  beneficiary,  a  claimant,  or  a  caller.  Without  IWS/LAN, 
we  will  not  be  able  to  run  the  Modernized  Disability  System  (MDS) 
now  being  developed  —  new  technology  which  can  speed  the 
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disability  process  by  linking  field  offices  to  state  disability 
offices  and  automating  disability  paperwork. 

Telephone  Service 

The  number  of  telephone  calls  made  to  SSA  each  day  by  the 
public  increases  each  day.  Over  100  million  calls  were  made  to  the 
800#  last  year.  Although  the  800/  was  conceived  as  a  service  which 
would  relieve  workloads  in  field  offices  —  and  staff  was  therefore 
deployed  from  local  offices  to  800#  facilities  —  many  800# 
inguiries  still  reguire  an  administrative  message  to  be  sent  to  the 
local  field  office  to  recontact  the  caller  in  order  to  resolve  the 
issue.  Not  even  counted  in  the  100  million  calls  are  those  made 
directly  to  local  field  offices  across  the  U.S.  each  day.  These  are 
not  captured  in  any  statistics  gathered  by  the  agency. 

SSA  desperately  needs  to  modify  and  improve  its  800#  service, 
and  sufficient  resources  have  not  been  allocated  to  it  to  keep  pace 
with  rising  demand.  At  the  same  time,  without  additional  staff  and 
technology  in  field  offices,  telephone  service  there  continues  to 
decline  despite  congressional  mandate  that  telephone  access  to 
local  offices  be  restored. 

Drug  Addicted  and  Alcoholic  Beneficiaries  (DA&A) 

Legislation  enacted  last  year  reguires  SSA  to  more  closely 
monitor  DA&A  beneficiaries  in  the  SSI  program  and  give  them  time- 
limited  benefits  dependent  on  participation  in  recovery  programs. 
The  law  prescribes  categories  of  appropriate  representative  payees, 
individuals  agreeing  to  receive  checks  for  DA&A  benefit  recipients. 
The  workload  attendant  to  identifying  and  recruiting  these 
representative  payees,  monitoring  these  beneficiaries  and 
administering  the  payments  is  staggering,  particularly  in  inner 
city  offices  with  the  largest  numbers  of  DA&A  cases.  While 
implementation  of  these  changes  is  to  begin  this  year,  no 
additional  funds  were  added  by  Congress  to  our  FY  95  budget  to 
cover  the  administrative  costs.  As  with  CDRs,  SSA  simply  does  not 
have  sufficient  field  resources  to  handle  this  mandate. 

Staffing  and  Training 

Ever-growing  beneficiary  pools  and  workloads  reguire  that 
SSA's  overall  staffing  level  must  be  maintained  or  increased  in  FY 
96  and  years  to  come.  Recent  staffing  figures  show  that  only  half 
of  SSA's  employees  are  engaged  in  providing  direct  contact  service 
to  the  public.  During  the  1980's,  SSA  underwent  dramatic 
"downsizing"  which  disproportionately  affected  the  field,  where  our 
offices  lost  up  to  40  percent  of  staff.  Buy-outs  have  this  year 
reduced  FTEs  at  SSA  by  about  1200.  Again,  the  field  was 
particularly  hard  hit,  losing  over  700  managers  and  supervisors  in 
a  very  short  period.  FTE  reductions  are  slated  to  continue  over 
the  next  four  years. 
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Growing  workloads  and  staff  reductions  are  compounded  in  their 
negative  impact  on  services  by  the  lack  of  training  funds.  Social 
Security  programs  have  become  increasingly  complex  over  the  years, 
yet  training  for  employees  has  been  reduced.  Across-the-board 
government -wide  cuts  in  travel  funds  translated  into  cuts  in 
training  at  SSA,  because  employees  could  not  travel  to  centralized 
training  sites. 

Technical  training  for  entry  into  new  jobs  has  been  severely 
shortened  and  often  delayed.  Most  regions  have  no  training  for  new 
managers,  who  are  therefore  ill  prepared  to  take  on  the 
responsibilities  of  the  many  field  managers  who  are  retiring  and 
accepting  buy-outs.  As  SSA  moves  toward  more  automated  processes 
and  re-structuring,  the  need  for  computer  training  and  new  multi- 
skill  training  will  demand  more  of  our  training  dollars.  We  need 
team  training,  training  for  the  reengineered  disability  process 
which  is  to  begin  implementation  this  year,  training  in 
administering  the  DA&A  changes,  training  on  the  software  related  to 
the  automated  benefits  estimates  statements  about  which  the  public 
is  bringing  many  guestions  into  field  offices. 

Improved  automation,  proper  training,  and  the  handling  of  all 
operations  at  the  local  level  would  mean  that  SSA  could  eliminate 
overhead  functions  and  reallocate  staff  to  the  field  where  Social 
Security  can  give  the  public  a  full  range  of  services  they  have 
paid  for  and  rightfully  expect  —  respectful  face  to  face  service 
for  those  who  want  or  need  it,  accurate  and  complete  information 
and  help  for  those  who  contact  us  by  telephone  and  mail. 

Recommendations 

In  order  to  ensure  full  service  and  access  to  Social  Security 
benefits  for  all  entitled  and  to  minimize  misspending  and  protect 
the  trust  funds,  we  strongly  urge: 

1.  Increased  administrative  expense  funding  for  FY  96,  with 
full  funding  of  the  agency's  reguest  for  IWS/LAN  computer 
modernization. 

2.  Exemption  from  governmentwide  staff  reductions  for  SSA, 
which  has  already  undergone  a  drastic  "downsizing"  during 
the  1980' s  resulting  in  staffing  losses  as  great  as  40 
percent  in  field  offices. 

3.  Special  funding  for  the  conduct  of  Continuing  Disability 
Reviews,  to  both  preserve  the  integrity  of  the  disability 
rolls  and  bring  greater  returns  than  expenditures  to  the 
Social  Security  trust  funds. 

4.  Removal  of  Social  Security  administrative  expenses  from 
the  unified  budget,  so  that  necessary  expenditures  from 
our  dedicated  trust  funds  are  not  subject  to  the  domestic 
spending  caps  governing  the  outlays  from  general  revenues. 
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Mr.  Porter.  Ms.  Chatel,  under  the  President's  plan,  is  there  to 
be  downsizing  in  the  Social  Security  Administration? 

Ms.  Chatel.  Yes. 

Mr.  Porter.  There  is?  I  sort  of  thought  that  there  wasn't. 

Ms.  Chatel.  We  had  a  year  hiatus  this  year  to  use  some  of  this 
to  help  with  the  disability  program. 

But  next  year,  in  1996,  I  think  we  have  the  problem  of  paying 
for  the  buyouts,  and  also  we  are  slated  to  go  down  another  thou- 
sand. I  think  we  are  intended  to  go  down  5,000  during  this  time, 
until  1999. 

Before  downsizing  we  were  80,000,  then  we  were  down  to  63,000. 
We  are  going  down  to  about  60,000. 

Mr.  Porter.  You  either  have  to  have  people  or  better  computers; 
I  agree  with  you  there. 

Ms.  Chatel.  We  need  both,  we  need  both. 

Mr.  Porter.  Obviously.  All  right.  Well,  thank  you  very  much  for 
your  testimony. 


Thursday,  January  26,  1995. 

WITNESS 
EDWARD  WEISS,  NATIONAL  MULTD7LE  SCLEROSIS  SOCD3TY 

Mr.  Porter.  Again,  I  apologize  to  all  the  remaining  witnesses  for 
being  held  up  so  long  on  the  vote. 

Edward  Weiss,  the  National  Multiple  Sclerosis  Society. 

Mr.  Weiss.  Good  morning,  Mr.  Chairman  and  distinguished 
Members  of  the  subcommittee. 

My  name  is  Ed  Weiss.  I  am  a  volunteer  for  the  National  Capital 
Chapter  of  the  National  Multiple  Sclerosis  Society,  and  I  appreciate 
the  opportunity  to  speak  to  you  today  and  to  represent  the  Na- 
tional MS  Society.  The  MS  Society  supports  biomedical  research 
and  provides  services  through  its  140  chapters  across  the  country 
to  the  third  of  a  million  people  with  MS  and  their  families. 

I  graduated  from  the  University  of  Maryland  in  1981  with  a  B.A. 
in  Communication  Arts  and  did  graduate  work  at  the  American 
University  here  in  Washington,  D.C.,  in  film  and  video. 

I  learned  I  had  MS  when  I  was  living  in  New  Orleans,  Louisiana. 
At  the  time,  I  lost  the  vision  in  one  of  my  eyes,  which  I  am  glad 
to  report  is  a  symptom  that  has  improved.  However,  the  strength 
and  use  of  my  left  leg  have  gradually  diminished,  and  I  now  must 
use  the  wheelchair  for  mobility. 

I  have  been  taking  Betaseron,  the  only  drug  approved  by  the 
FDA  for  MS,  and  I  am  being  tracked  by  and  monitored  by  the  very 
professional  and  competent  people  at  NIH.  This  is  part  of  a  contin- 
ued study  of  Betaseron's  effects  on  individuals  with  chronic-pro- 
gressive MS,  as  well  as  the  relapsing-remitting  form  of  the  illness, 
which  it  was  approved  for. 

In  1985,  I  became  involved  with  the  National  Capital  Chapter  of 
the  MS  Society.  I  facilitate  a  support  group  for  young  adults  with 
MS,  and  I  help  produce  a  regional  public  service  announcement 
that  was  televised  in  this  area  for  about  three  months. 
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Our  chapter  is  there  to  provide  service  programs  to  improve  the 
lives  of  people  with  MS  and  their  families.  We  are  part  of  a  na- 
tional network  of  chapters  that  interacts  and  builds  on  each  other's 
successes. 

The  National  MS  Society  by  itself  has  invested  more  than  $175 
million  in  research  since  its  founding  and  funded  more  than  $12.3 
million  in  research  in  1994  alone.  The  exciting  advances  currently 
occurring  are  only  possible  because  of  the  synergistic  relationship 
between  NIH  research,  sponsored  by — and  research  sponsored  by 
the  nonprofit  sector  such  as  the  MS  Society,  as  well  as  private  sec- 
tor research  and  clinical  trials  conducted  by  pharmaceutical  compa- 
nies. 

Multiple  sclerosis  is  a  chronic  and  often  disabling  disease  of  the 
central  nervous  system,  the  brain,  the  spinal  cord,  that  affects 
more  than  a  third  of  a  million  people  in  the  prime  of  their  lives. 
It  is  most  commonly  diagnosed  between  the  ages  of  20  and  40  and 
is  the  second  most  common  nontraumatic  neurological  disorder 
among  young  adults.  And  this  disease  also  costs  society  more  than 
$2.5  billion  annually. 

Until  recently,  there  were  no  treatments  to  improve  the  underly- 
ing course  of  the  illness,  merely  symptomatic  management.  FDA 
approved  of  Betaseron  for  relapsing-remitting  MS  in  1993  and 
brought  a  therapy  to  improve  the  basic  course  of  the  disease.  But 
it  was  certainly  no  cure.  Now  there  are  two  more  biotechnology 
drugs  with  reported  positive  effects  on  MS,  and  they  will  soon  un- 
dergo the  FDA  review  process. 

Building  on  essential  basic  and  clinical  research,  scientists  have 
now  removed  a  great  deal  of  the  mystery  from  the  unpredictable 
and  destructiveness  of  the  disease.  The  scientists  at  NIH  and  the 
grantee  institutions  stand  at  the  crossroads  of  scientific  discovery. 
We  must  not  slow  the  rapid  progress,  and  I  continue  to  have  hope 
that  the  progress  I  am  asking  you  to  fund  today  will  improve  my 
life,  as  well  as  others  who  now  live  with  MS. 

Current  research  and  other  treatment  possibilities  are  on  the  ho- 
rizon that  make  this  the  most  exciting  time  in  history  right  now. 
It  is  a  time  to  increase  our  efforts  with  the  great  promise  of  posi- 
tive answers  to  emerge.  We  are  halfway  through  the  Decade  of  the 
Brain  and  way  behind  the  projected  funding  to  assure  its  imple- 
mentation. 

The  National  Multiple  Sclerosis  Society  urges  a  meaningful  in- 
crease above  last  year's  appropriations  of  $753,734,000  for  the  Na- 
tional Institute  of  Neurological  Disorders  and  Strokes.  We  must  in- 
crease of  the  number  of  approved  grant  appropriations.  Currently, 
only  25.1  percent  are  being  funded.  That  has  dropped  from  39  per- 
cent in  the  late  1980s.  Continuing  this  trend  certainly  threatens 
our  potential  health  future.  Surely  we  must  step  up  our  research 
when  we  are  so  close  to  significant  advances. 

We  would  like  to  point  out  that  rehabilitation  research,  innova- 
tions and  technologies  are  constantly  improving  and  changing.  To 
maintain  and  increase  independence  and  expand  employment  and 
other  life-fulfilling  activities,  it  is  essential  that  RSA  continue  to 
fund  both  pre-service  and  continuing  interdisciplinary  education. 
The  very  promise  of  both  the  Tech  Act  and  the  Americans  with  Dis- 
abilities Act  depends  on  getting  the  latest  information,  techniques 
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and  technology  to  those  who  can  use  and  benefit  from  them.  With- 
out the  training  of  professionals  such  as  occupational,  vocational, 
speech  and  other  therapists,  nurses  as  well  as  physicians  in  the  re- 
habilitation field,  it  is  less  likely  that  people  with  disabilities  will 
learn  of  the  state-of-the-art  developments  that  will  enhance  all  as- 
pects of  their  personal  and  professional  lives. 

While  we  understand  that  many  in  Congress  are  seeking  to  re- 
duce Federal  expenditures,  it  is  urgent  that  you  consider  the  cost 
of  current— the  cost  of  current  investment  in  the  light  of  future 
benefits  and  savings.  This  is  true  in  both  biomedical  and  rehabili- 
tation research.  Funding  programs  of  early  intervention  to  keep 
people  working  prevents  early  eligibility  for  Social  Security  Disabil- 
ity Insurance  and  the  slow  erosion  of  an  individual's  funds  leading 
to  medicaid  coverage  and  more.  Likewise,  funding  the  Tech  Act, 
medical  rehabilitation  and  other  related  programs  does  the  same. 

In  summary,  we  suggest  that  the  only  way  to  control  health  care 
costs,  the  only  way  to  make  sure  that  young  adults  with  MS  re- 
main independent,  productive,  taxpaying  citizens  is  to  continue  to 
support  government-funded  biomedical  and  rehabilitation  research. 
Many  experts  now  foresee  MS  as  a  family  of  large  controllable  dis- 
eases but  only  if  research  continues  at  a  rapid  pace.  Please  allow 
me  and  others  with  MS  and  our  families  to  see  the  progress. 

Thank  you  for  allowing  me  to  testify  before  the  subcommittee 
today. 

Mr.  Porter.  Mr.  Weiss,  we  very  much  appreciate  your  coming 
down. 

[The  prepared  statement  of  Edward  Weiss  follows:] 
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Mr.  Chairman  and  distinguished  members  of  the  subcommittee,  my  name  is  Ed 
Weiss.  I  am  a  volunteer  with  the  National  Capital  Chapter  of  the  National 
Multiple  Sclerosis  Society.  I  appreciate  the  opportunity  to  speak  to  you 
today  and  to  represent  the  National  MS  Society  which  supports  biomedical 
research  and  provides  services  through  its  140  chapters  across  the  country 
to  the  third  of  a  million  people  with  MS  and  their  families. 

I  graduated  from  the  University  of  Maryland  in  1981  with  a  B.A.  in 
Communication  Arts  and  was  working  in  New  Orleans  when  I  learned  I  had  MS. 
At  one  time,  I  lost  the  vision  in  one  eye  but  I  am  glad  to  report  that 
this  symptom  has  improved.  However,  the  strength  and  use  of  my  left  leg 
has  gradually  diminished  and  I  now  must  use  a  wheelchair  for  mobility. 

My  approach  to  life  is  proactive.  I  work  40  hours  a  week  for  the  federal 
government  as  an  A/V  Information  Specialist,  own  a  home,  travel,  and  love 
to  cook  for  family  and  friends.  I  have  been  taking  Betaseron  for  9 
months,  and  am  being  tracked  and  monitored  by  the  very  professional  and 
competent  people  at  NIH  as  part  of  a  continued  study  of  Betaseron 's  effect 
on  individuals  with  chronic-progressive  disease  as  well  as  the 
relapsing-remitting  form  of  the  disease  for  which  it  was  approved.  I  am 
able  to  finance  the  drug  through  a  combination  of  insurance  and  assistance 
from  my  family. 

In  1985  I  became  involved  with  the  National  Capitol  Chapter  of  the  MS 
Society.  I  facilitate  a  support  group  for  young  adults  with  MS  and 
produced  a  regional  Public  Service  Announcement.   Our  chapter  is  there  to 
provide  programs  to  improve  the  lives  of  people  with  MS  and  their 
families.  We  are  part  of  a  national  network  of  chapters  which  interacts 
and  builds  on  each  other's  successes.  The  National  MS  Society  itself  has 
invested  more  than  $175  million  in  research  since  its  founding;  funding 
more  than  $12.3  million  in  research  in  1994.  The  exciting  advances 
currently  occurring  are  only  possible  because  of  the  synergistic 
relationship  between  NIH  research,  research  sponsored  by  the  non-profit 
sector  such  as  the  MS  Society,  and  private  sector  research  and  clinical 
trials  conducted  by  pharmaceutical  companies. 

Multiple  sclerosis  is  a  chronic,  often  disabling  disease  of  the  central 
nervous  system,  the  brain  and  spinal  cord,  that  affects  more  than  a  third 
of  a  million  people  in  the  prime  of  their  lives.  It  is  most  commonly 
diagnosed  between  the  ages  of  20  and  40,  and  it  is  the  second  most  common 
non-traumatic  neurological  disorder  among  young  adults.  Somen  are  more 
than  twice  as  likely  than  men  to  have  MS.  This  disease  costs  society  more 
than  $2.5  billion  annually.  MS  is  often  characterized  by  periods  when 
symptoms  intensify  (relapses)  or  improve  (remissions),  or  by  steady 
progression  of  symptoms.  These  symptoms  may  include  mobility  impairment, 
overwhelming  fatigue,  sensory  changes,  loss  of  coordination,  visual 
disturbance,  and  bowel  and  bladder  dysfunction.  I  have  experienced  all  of 
these  symptoms. 

Until  recently  there  were  no  treatments  to  improve  the  underlying  course 
of  the  disease,  merely  symptomatic  management.  FDA  approval  of  Betaseron 
for  relapsing-remitting  MS  in  1993  brought  a  therapy  to  improve  the  basic 
course  of  the  disease,  but  certainly  not  a  cure.  Now  there  are  two  more 
biotechnology  drugs  with  reported  positive  effects  on  MS  and  they  will 
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soon  undergo  the  FDA  reviev  process.  Building  on  essential  basic  and 
clinical  research,  scientists  have  removed  a  great  deal  of  the  mystery 
from  this  unpredictable  and  destructive  disease.  The  scientists  at  NIH 
and  at  the  grantee  institutions  stand  at  the  crossroads  of  scientific 
discovery.  Ve  must  not  slow  this  rapid  progress  and  I  continue  to  have 
hope  that  the  research  I  am  asking  you  to  fund  today  will  improve  my  life 
and  that  of  others  who  now  live  with  MS. 

I.  National  Institutes  of  Health 

Current  research  and  other  treatment  possibilities  on  the  horizon  make 
this  the  most  exciting  time  in  the  history  of  MS  research.  It  is  a  time 
to  increase  our  effort  with  the  great  promise  for  positive  answers  to 
emerge.  Ve  are  half  way  through  the  Decade  of  the  Brain  and  way  behind 
the  projected  funding  to  assure  its  implementation. 

A.  National  Institute  of  Neurological  Disorders  and  Stroke 

The  NINDS  intramural  program  is  conducting  several  important  studies  of 
MS.  The  effect  of  interferon  beta  lb  (Betaseron),  has  now  been  studied  in 
a  group  of  14  patients  with  early  mild,  relapsing-remitting  MS  to  test  its 
ability  to  reduce  alterations  in  the  blood-brain  barrier.  In  those 
studied,  all  have  had  a  dramatic  reduction  in  lesions,  with  complete 
cessation  of  disease  activity,  as  measured  by  MM,  for  many.  These 
findings  suggest  an  important  site  of  action  for  beta-interferon,  and 
point  to  new  avenues  of  research  to  be  pursued.  The  studies  also  provide 
further  evidence  of  the  usefulness  of  MRI  in  monitoring  both  disease 
activity  and  response  to  treatment. 

NINDS  also  supports  a  substantial  program  of  extramural  research  on  MS. 
Current  and  planned  research  includes  studies  of  immune  characteristics  of 
MS  patients,  abnormalities  found  in  animal  models,  mechanisms  of 
pathogenesis  and  plaque  formation,  role  of  heat  shock  proteins,  peptides 
in  regulation/blocking  of  immune  responses,  development  of  new  monoclonal 
antibodies,  and  studies  of  adhesion  molecule  function  in  cell  traffic 
across  the  blood-brain  barrier.   1994  NINDS  research  funding  for  MS  was 
just  under  $59  million.  The  National  Multiple  Sclerosis  Society  and  the 
NINDS  have  identified  target  areas  of  MS  research  with  enormous  potential 
for  investment  including: 

•  Refine  and  increase  the  knowledge  of  genes  that  predispose  people  to 
develop  MS  and  identify  ways  to  halt  or  reverse  that  process, 

•  Identify  the  targets  in  the  immune-system  attacks  in  MS  and  develop  new 
methods  to  block  or  repair  the  destruction  of  the  myelin  insulation  that 
coats  nerve  fibers, 

•  Investigate  cellular  and  molecular  mechanisms  underlying  recovery, 
including  myelin-producing  cells  and  production  of  myelin, 

•  Conduct  clinical  trials  of  new  treatments  and  develop  new  methods  to 
enhance  recovery  including  further  research  on  the  blood-brain  barrier. 

.  Increase  the  number  of  MS  clinical  research  centers. 

The  National  Multiple  Sclerosis  Society  urges  a  meaningful  increase  above 
last  years  appropriation  of  $653,734,000  for  the  National  Institute  of 
Neurological  Disorders  and  Stroke.  Ve  must  increase  the  number  of 
approved  grant  proposals;  currently  only  25. IX  are  being  funded.  That  has 
dropped  from  392  in  the  late  '80s.  Continuing  this  trend  certainly 
threatens  our  potential  health  future.  Surely  we  must  step  up  our 
research  when  we  are  so  close  to  significant  advances. 
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B.  National  Institute  of  Allergy  and  Infectious  Disease 

NIAID  also  conducts  research  important  to  solving  the  puzzle  of  MS  and 
other  autoimmune  diseases.  Researchers  have  proposed  the  idea  of  a 
vaccine  for  the  treatment  of  MS  and  other  autoimmune  diseases.  They  have 
discovered  that  some  of  the  cells  involved  in  the  immune  response  (called 
T  cells)  attack  the  brain  in  people  with  MS.  Drugs  that  suppress  the 
immune  system  are  being  given  to  some  patients  in  an  attempt  to  suppress 
the  activated  T  cells.  The  next  step  would  be  to  develop  a  more  specific 
treatment  that  can  attack  the  activated  T  cells  without  affecting  healthy 
cells.  This  targeted  approach  may  serve  as  a  model  for  treating  other 
autoimmune  diseases  such  as  Juvenile  diabetes  and  lupus. 

Thus  in  addition  to  our  request  for  increased  funding  for  neurological 
research  in  NINDS,  we  urge  you  to  significantly  increase  the  $1.09  billion 
research  budget  of  NIAID  so  that  basic  and  clinical  immunology  and 
autoimmunity  research  can  continue  and  advance. 

C.  National  Center  for  Medical  Rehabilitation  Research 

This  relatively  new  National  Center  for  Medical  Rehabilitation  Research, 
has  great  potential  to  lead  to  health  care  treatment  for  those  living  with 
MS.  We  would  urge  you  to  fund  $30  million  as  recommended  by  the  National 
Advisory  Board  on  Medical  Rehabilitation  Research.  The  Advisory  Board 
Report  has  enumerated  many  opportunities  that,  so  far,  have  gone  unfunded. 

The  following  are  just  a  few  of  the  research  areas  for  which  investment 
now  could  yield  significant  results  that  would  help  people  with  MS  every 
day: 

•  interface  of  MS  disease  process  and  factors  related  to  women,  (i.e. 
menses,  pregnancy,  menopause)  Significant  pilot  data  suggests  temporary 
worsening  of  symptoms  at  the  beginning  of  menses  and  increased  relapses 
postpartum;  there  is  no  research  on  the  effect  of  menopause  on  the 
clinical  disease 

•  improving  function  of  people  with  disabilities 

•  improving  mobility 

•  developing  new  devices 

•  finding  measurements  to  detect  changes  and  predict  future  function 

II.  Department  of  Education 

A.  Rehabilitation  Services  Administration 

In  1992,  the  U.  S.  Department  of  Education,  Rehabilitation  Services 
Administration  provided  funding  to  the  National  MS  Society  for  a  3-year 
demonstration  project  designed  to  help  maximize  job  retention  and  enhance 
job  satisfaction  for  persons  with  disabling  chronic  illnesses  such  as 
multiple  sclerosis.  The  model  that  has  been  implemented  involves  meeting 
directly  with  employers  and  their  employees  with  a  chronic  illness  who  are 
experiencing  difficulties  at  work.  It  examines  job  performance  barriers 
and  offers  recommendations  on  how  to  decrease  or  eliminate  these  barriers 
through  reasonable  accommodations. 

To  date,  Project  Alliance  has  conducted  approximately  90  full  job  analyses 
and  over  300  additional  consultations.  Through  the  Project  Alliance 
intervention  and  subsequent  follow-ups  it  is  estimated  that  more  than  80Z 
have  retained  their  current  position. 
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Now  as  part  of  an  ongoing  commitment  to  employment  for  people  with 
disabilities,  we  ask  you  to  encourage  RSA  to  fund  a  job  retention  program 
for  people  with  chronic  illness  focusing  on  a  training  program  for 
vocational  rehabilitation  counselors.  VR  counselors  have  a  history  of  not 
being  able  to  help  those  with  relapsing/remitting  conditions  because  of  a 
lack  of  resources  for  successfully  dealing  with  their  problems.  Since 
each  state  Vocational  Rehabilitation  Agency  deals  with  all  disabilities 
and  employment  issues,  the  counselors  are  best  suited  to  make  use  of  the 
successful  resource,  the  model  established  by  Project  Alliance. 

In  addition,  the  RSA  should  fund  a  vocational  services  program  utilizing 
the  medical  community  to  help  individuals  with  adult-onset  disabilities 
maintain  and  improve  job  function  from  the  time  of  diagnosis,  rather  than 
after  problems  arise.  The  programs  should  include  vocational 
consultation,  tie  in  with  support  groups,  functional  assessment  and  job 
site  analysis,  and  recommendations  for  accommodations  to  improve  job 
function  and  productivity. 

Ve  would  like  to  point  out  that  rehabilitation  research,  innovations  and 
technologies  are  constantly  improving  and  changing.  To  maintain  and 
increase  independence  and  expand  employment  and  other  life-fulfilling 
activities,  it  is  essential  that  RSA  continue  to  fund  both  pre-service  and 
continuing  interdisciplinary  education.  The  very  promise  of  both  the  Tech 
Act  and  the  Americans  with  Disabilities  Act  depends  on  getting  the  latest 
information,  techniques  and  technologies  to  those  who  can  use  and  benefit 
from  them.  Without  the  training  of  professionals  (e.g.  occupational, 
vocational,  speech  and  other  therapists,  nurses,  and  physicians)  in  the 
rehabilitation  field,  it  is  less  likely  that  people  with  disabilities  will 
learn  of  state-of-the-art  developments  that  will  enhance  all  aspects  of 
their  personal  and  professional  lives. 

B.  National  Institute  of  Disability  and  Rehabilitation  Research 

The  National  Institute  of  Disability  and  Rehabilitation  Research  (NIDRR) 
has  two  separate  areas  of  funding  requirements,  its  basic  research  program 
and  the  Technology  Related  Assistance  Program  for  People  with  Disabilities 
(Tech  Act).  Included  in  high  potential  basic  research  areas  are: 

•  measurement  of  services 

•  access  to  health  care  for  people  with  disabilities 

•  degenerative,  progressive  diseases 

•  service  integration 

•  implementation  and  evaluation  of  effects  of  the  Americans  with 
Disabilities  Act 

While  we  understand  that  many  in  Congress  are  seeking  to  reduce  federal 
expenditures,  it  is  urgent  that  you  consider  the  cost  of  current 
investment  in  light  of  future  benefits  and  savings.  This  is  true  in  both 
biomedical  and  rehabilitation  research.  Funding  programs  of  early 
intervention  to  keep  people  working  prevents  early  eligibility  for  Social 
Security  Disability  Insurance  and  the  slow  dissolution  of  an  individuals 
funds  leading  to  Medicaid  coverage  and  more.  Likewise,  funding  the  Tech 
Act,  medical  rehabilitation,  and  other  related  programs  does  the  same. 
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In  sunnary,  we  suggest  that  the  only  way  to  control  health  care  costs,  th 
only  way  to  sake  sure  that  young  adults  with  MS  renain  independent, 
productive,  tax-paying  citizens  is  to  continue  to  support  government 
funded  biomedical  and  rehabilitation  research.  Many  experts  now  foresee 
MS  as  a  family  of  largely  controllable  diseases  but  only  if  research 
continues  at  a  rapid  pace.  Please  allow  me  and  others  with  MS  and  our 
fanilies  to  see  this  progress.  Thank  you  for  allowing  me  to  testify 
before  this  committee  today. 
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Mr.  Porter.  You  are  a  volunteer,  are  you  not? 

Mr.  Weiss.  Yes,  I  am,  at  the  MS  Society. 

Mr.  Porter.  And  you  came  down  today  to  tell  us  about  this  ter- 
rible disease.  This  is  a  disease  of  the  central  nervous  system. 

Mr.  WEISS.  Yes,  sir. 

Mr.  Porter.  This  may  not  be  a  fair  question.  If  not,  ignore  it. 
But  muscular  dystrophy  is  not  a  disease  of  the  central  nervous  sys- 
tem. Is  that  correct? 

Mr.  Weiss.  Well,  those  two  are  commonly  mistaken,  yes.  We  are 
not  Jerry's  Kids.  That  is  MD,  muscular  dystrophy. 

Mr.  Porter.  Which  is  the  more  prevalent  of  the  two  diseases? 

Mr.  Weiss.  I  don't  know. 

Mr.  Porter.  I  know  these  are  unfair  questions,  but  I  thought  you 
might  know. 

Unidentified  person  in  audience.  They  attack  a  different  pop- 
ulation. 

Mr.  Porter.  They  are  very  different  diseases. 

Unidentified  person  in  audience.  They  attack  a  different  pop- 
ulation. One  attacks  the  muscles;  one  attacks  the  brain  and  neural 
system. 

Mr.  Porter.  Well,  in  any  case,  we  very  much  appreciate  your 
coming  here  and  giving  us  very  good  testimony.  And  doing  it  as  a 
volunteer  is  just  wonderful.  Thank  you  for  doing  that. 


Thursday,  January  26,  1995. 

WITNESS 

JOAN  GREENE,  RN,  NATIONAL  ASSOCIATION  OF  PEDIATRIC  NURSE 
ASSOCIATES  AND  PRACTITIONERS 

Mr.  Porter.  The  Chair  would  advise  that  it  is  necessary  for  me 
to  attend  a  meeting  of  other  appropriation  subcommittee  chairs  at 
noon,  and  Mr.  Miller  of  Florida  will  take  the  Chair  and  continue 
the  hearing  with  the  remaining  witnesses. 

Mr.  Miller,  thank  you  very  much  for  doing  this. 

Mr.  Miller  [presiding].  Our  next  witness  is  Joan  Greene  with 
the  National  Association  of  Pediatric  Nurse  Associates  and  Practi- 
tioners. Ms.  Greene. 

Ms.  Greene.  Well,  I  will  now  say  good  afternoon  and  thank  you 
for  continuing  with  the  subcommittee  because  I  have  to  go  to  work 
and  see  children,  which  is  what  my  position  is. 

I  am  Joan  Greene,  President  of  NAPNAP,  which  is  the  National 
Association  of  Pediatric  Nurse  Associates  and  Practitioners.  I  am 
also  a  practicing  PNP,  which  is  a  pediatric  nurse  practitioner. 

I  practice  in  the  largest  pediatric  group  in  Annapolis,  Maryland, 
with  five  physicians  and  two  other  nurse  practitioners.  We  provide 
primary  health  care  to  children  from  the  ages  of  birth  through  col- 
lege. I  thank  you  for  the  opportunity  to  speak  before  Members  of 
this  subcommittee  on  a  very  important  issue,  the  health  of  Ameri- 
ca's children. 

Pediatric  nurse  practitioners  and  NAPNAP  strongly  believe  that 
children  are  this  country's  greatest  resource  and  are  our  best  hope 
for  a  promising  future.  It  is  essential  that  we  as  a  country  ensure 
that  our  children  have  access  to  basic  health  care.  In  times  of  budg- 
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et  deficits  and  growing  fiscal  restraint,  it  is  even  more  important 
that  we  spend  our  money  wisely,  investing  in  our  future  in  the 
most  cost-effective  and  promising  ways.  With  this  in  mind,  we  ask 
Congress  to  invest  where  payback  is  the  highest,  to  invest  in  meet- 
ing the  health  needs  of  our  children. 

I  am  here  today  to  ask  for  three  things — three  things  that  would 
improve  the  health  of  our  children:  more  nurse  practitioners  to  pro- 
vide health  care  to  them;  nursing  research  to  study  ways  to  pre- 
vent disease  and  disability;  and  support  for  preventive  programs 
like  immunizations  for  America's  children. 

As  you  heard  from  previous  testimony,  more  primary  health  care 
providers  are  needed  in  the  United  States.  Dr.  Henley  stated  that 
U.S.  medicine  has  not  responded  with  increased  numbers  of  pri- 
mary care  providers.  Nursing  in  America  is  ready  and  positioned 
to  do  just  that. 

We  ask  for  more  money  for  nurse  practitioner  education  pro- 
grams. NPs,  or  nurse  practitioners,  are  one  of  the  most  effective 
groups  delivering  primary  health  care  services  to  children.  They 
focus  on  primary  care  and  prevention,  two  areas  where  the  need 
to  reach  children  is  the  greatest.  We  are  already  a  major  source  of 
primary  care  for  medically  underserved  and  rural  communities  and 
play  an  increasingly  important  role  as  health  providers  in  a  market 
moving  toward  systems  that  stress  primary  care.  Low  birthweight 
babies,  immunization  problems,  screening  programs,  substance 
abuse  and  the  feeding  of  children  are  but  a  few  of  the  examples  of 
problems  where  PNPs  can  help  work  and  resolve  these  problems. 

It  has  been  estimated  that  25,000  more  nurse  practitioners  are 
needed  in  the  United  States.  Therefore,  we  need  to  fund  the  train- 
ing of  more  nurse  practitioners  in  programs  in  nursing  schools 
across  the  country.  Nurse  practitioners  have  proven  themselves  as 
quality,  cost-effective  providers,  and  it  would  seem  prudent  for 
Congress  to  put  the  funding  into  nurse  practitioner  education. 
Clearly,  investment  in  nursing  education  will  pay  off  many  times 
in  availability  of  better  health  care  and  in  the  delivery  of  a  wide 
range  of  health  care  services. 

As  you  may  know,  there  have  been  several  proposals  and  discus- 
sions to  consolidate  nursing  education  programs.  We  believe  that 
any  proposal  to  consolidate  nursing  education  programs  should 
place  a  priority  on  primary  care  providers  like  nurse  practitioners. 

Until  we  receive  the  final  administration  and  congressional  legis- 
lative proposals  for  this  year,  NAPNAP  remains  concerned  about 
the  plans  to  combine  health  professions  education.  We  can  appre- 
ciate the  need  to  streamline  program  costs  and  downsize  full-time 
equivalents  during  the  time  of  tight  fiscal  constraints.  However, 
consolidation  should  not  occur  at  the  expense  of  proven,  established 
nursing  programs.  These  programs  are  needed  to  meet  the  nursing 
and  health  care  demands  of  society  and  the  marketplace. 

Instead,  we  recommend  that  the  committee  fund  a  primary  wear 
nurse  practitioner  education  program  of  at  least  $20  million.  We 
believe  an  increase  is  essential  to  meet  the  primary  care  needs  of 
tomorrow. 

Concerning  nursing  research,  NAPNAP  supports  the  funding  for 
the  National  Institute  of  Nursing  Research,  NINR.  This  was  estab- 
lished to  support  research  and  research  training  to  reduce  the  bur- 
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den  of  illness  and  disability,  improve  the  quality  of  life  and  estab- 
lish better  means  to  promote  health  and  prevent  disease.  We  be- 
lieve that  emphasizing  research,  which  helps  prevent  diseases  and 
disorders  and  other  health  conditions,  is  another  very  important 
health  priority. 

NAPNAP  supports  research  investment  at  the  NINR  to  meet  the 
demands  of  health  research  or  care  research  and  bring  the  Insti- 
tute's success  rate  more  in  line  with  that  of  the  other  institutes. 

And,  finally,  NAPNAP  supports  increased  funding  for  prevention 
programs.  Preventive  health  care  programs  are  recognized  as  prov- 
en public  health  tools  in  controlling  certain  communicable  diseases 
known  to  cause  death  or  debilitation. 

NAPNAP  is  concentrating  its  efforts  and  resources  on  clinical 
preventive  services  including  immunizations,  screening  tests  and 
counseling.  We  have  undertaken  efforts  so  that  our  members  will 
incorporate  prevention  into  practice.  It  is  our  hope  and  belief  that 
prevention  services  and  programs  offer  our  citizens  the  possibility 
of  living  longer,  healthier  and  more  productive  lives. 

When  looking  at  funding  recommendations  for  prevention  pro- 
grams, we  hope  that  the  committee  will  take  into  account  the  bene- 
fits, costs,  cost-effectiveness  and  cost  benefits  of  prevention. 

Many  preventive  services  for  children  have  proven  cost  savings, 
such  as  immunizations.  The  GAO  reports  that,  quote,  immuniza- 
tion against  childhood  diseases  averts  the  cost  of  treatment  for  pre- 
ventable diseases  and  saves  as  much  as  $14  for  every  $1  invested, 
unquote. 

Healthy  People  2000  is  a  national  initiative  to  improve  the 
health  of  all  Americans  through  prevention.  It  has  an  initiative 
such  as  PPIP — Put  Prevention  Into  Practice — and  it  works  with  or- 
ganizations and  providers  such  as  nurse  practitioners  and  individ- 
uals to  implement  preventive  measures  in  areas  of  nutrition,  to- 
bacco use,  violent  and  abusive  behavior,  cancer,  diabetes  and 
chronic  disabling  conditions,  HIV  infections,  immunizations  and  in- 
fectious diseases. 

We  recognize  the  value  of  these  initiatives  and  believe  that  pro- 
viding funding  for  them  is  a  sound  investment  for  our  future. 

NAPNAP  is  mindful  that  this  is  a  year  of  increased  pressure  to 
cut  programs.  However,  we  believe  these  three  requests  for  funding 
are  clearly  a  needed  investment  in  our  children.  As  health  care  pro- 
viders for  our  Nation's  64  million  children  and  adolescents,  we  urge 
you  to  make  these  programs  a  priority  for  fiscal  year  1996,  and  we 
look  forward  to  working  with  you  to  achieve  our  goals. 

Thank  you  very  much. 

Mr.  Miller.  Thank  you,  Ms.  Greene.  You  represent  the  changing 
trend  in  the  nursing  industry.  My  mother  went  to  nursing  school 
back  in  the  1930s,  and  it  was  very  different  when  I  grew  up. 

Ms.  Greene.  It  was  different,  but  it  is  still  nursing,  and  we  still 
are  caring  professionals.  And  it  is  interesting,  because  my  mother 
went  to  nursing  school,  and  I  have  a  daughter  who  is  also  in  nurs- 
ing school.  So  three  generations  of  nurses. 

Mr.  Miller.  Great.  Thank  you  very  much  for  coming. 

[The  prepared  statement  of  Joan  Greene,  R.N.,  follows:] 
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The  National  Association  of  Pediatric  Nurse  Associates  and  Practitioners  (NAPNAP) 
appreciates  the  opportunity  to  present  testimony  on  behalf  of  the  4,200  members  who  specialize 
as  pediatric,  family  or  school  nurse  practitioners.  We  would  like  to  express  our  deep  appreciation 
for  the  support  the  House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  has  given  us  over  the  years. 

NAPNAP  is  an  organization  of  professionals  dedicated  to  improving  the  lives  of  children. 
We  strongly  believe  that  children  are  this  country's  greatest  natural  resource  and  our  best  hope 
for  a  promising  future.  It  is  essential  that  we  as  a  country  ensure  our  children  have  access  to  the 
basic  health  care  they  deserve  and  need.  In  times  of  budget  deficits  and  growing  fiscal  restraint, 
it  is  even  more  important  that  we  spend  our  money  wisely,  investing  in  our  future  in  the  most 
cost-effective  and  promising  ways.  With  this  in  mind,  we  ask  the  Congress  to  invest  where 
payback  is  the  highest  —  to  invest  in  professionals  like  PNPs  who  care  and  assist  in  meeting  the 
health  needs  of  our  children.  To  accomplish  this  goal,  resources  are  needed.  In  particular,  we 
feel  that  increased  funding  for  nurse  practitioner  education,  nursing  research,  and  prevention 
programs  like  immunization  provide  the  greatest  opportunity  to  meet  the  needs  of  children  in  a 
cost-effective  way. 

Nurse  Practitioner  Education 

Nurse  practitioners  (NPs)  are  one  of  the  most  effective  groups  delivering  primary  health 
care  services  to  children.  NPs  focus  on  primary  care  and  prevention,  two  areas  where  the  need 
to  reach  children  is  the  greatest.  NAPNAP  is  concerned,  however,  that  funding  for  the  education 
of  nurse  practitioners  has  not  kept  pace  with  the  expanding  needs  of  children.  Children  need 
access  to  health  care  regardless  of  race,  economic  status  or  religious  beliefs.  Children  of  middle 
class  Americans  and  working  Americans  who  are  uninsured  are  particularly  vulnerable  because 
they  fall  through  the  cracks  of  available  care.  NAPNAP  is  concerned  that  many  children  do  not 
have  health  insurance  or  access  to  necessary  health  care  services. 

Nurse  practitioners  are  cost-effective  providers  who  increase  access  to  health  care  services 
for  children  from  birth  to  age  21.  We  are  already  a  major  source  of  primary  care  for  medically 
underserved  and  rural  communities  and  play  an  increasingly  important  role  as  health  providers 
in  a  market  moving  toward  systems  that  stress  primary  care  and  prevention.  Without  increased 
funding  support  for  primary  care,  the  number  of  pediatric  nurse  practitioners  (PNPs)  will  decline 
at  a  time  when  child  health  care  needs  are  increasing.  Low  birth  weight  babies,  immunization 
problems,  school  screening  programs,  substance  abuse  and  the  feeding  of  children  are  but  a  few 
examples  of  problems  PNPs  can  help  resolve. 

According  to  the  Alliance  for  Health  Reform's  The  Doctor  Track  (July  1994),  "The  nation 
faces  a  projected  year-2000  shortage  of  35,000  generalist  physicians."  Nurse  practitioners  are 
able  and  qualified  to  handle  up  to  80  percent  of  primary  care  services  to  help  fill  this  shortage. 
In  1986,  the  Office  of  Technology  Assessment  determined  that  the  quality  of  care  provided  by 
non-physician  practitioners  "is  equivalent  to  the  quality  of  comparable  services  provided  by 
physicians."  Increased  funding  for  nurse  practitioner  education  would  boost  the  supply  of 
primary  care  providers  and  lessen  the  need  for  more  primary  care  physicians.    Since  NPs  have 
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proven  themselves  as  quality,  cost-effective  providers,  it  would  seem  prudent  for  Congress  to 
increase  funding  for  nurse  practitioner  education.  Clearly,  investment  in  nursing  education  will 
pay  off  many  times  in  the  availability  of  better  health  care,  and  the  delivery  of  a  wide  range  of 
health  care  services. 

Last  year,  there  were  a  total  of  47  PNP  education  programs  accredited  by  the  National 
Certification  Board  of  Pediatric  Nurse  Practitioners  and  Nurses.  Unfortunately,  only  8  were 
receiving  federal  funding  support  through  the  Nurse  Education  Act.  Thirty-six  nurse  practitioner 
education  program  applications  were  approved  but  went  unfunded  due  to  lack  of  resources.  Most 
nurse  practitioner  education  programs  have  waiting  lists  because  they  are  at  capacity  with  respect 
to  faculty  and  clinical  sites  for  preceptorships.  Waiting  lists  are  as  long  as  100  or  more  students 
in  some  cases.  By  increasing  funding  for  nurse  practitioner  education,  Congress  could  effectively 
increase  the  number  of  nurse  practitioner  graduates,  improving  access  to  primary  care  and 
prevention  for  children. 

As  you  know,  there  have  been  several  proposals  and  discussions  to  consolidate  the  nursing 
education  programs.  We  believe  any  proposal  to  consolidate  the  nursing  education  programs 
should  place  a  priority  on  primary  care  providers  like  nurse  practitioners.  Last  year,  nurse 
practitioners  were  used  over  and  over  again  as  an  example  of  how  our  nation's  primary  care 
needs  could  be  met.  We  have  been  advocates  of  tying  federal  health  professional  and  nursing 
education  funds  to  integrated  work  force  projections  that  are  based  on  need. 

During  health  care  reform  discussions,  many  projected  a  need  for  doubling  the  current 
25,000  practicing  NPs  to  50,000  by  the  year  2000.  In  order  to  do  this,  some  estimated  that  at 
least  $200  million  would  be  needed  to  educate,  train  and  support  individuals  to  become  NPs. 
Although  the  times  and  tide  have  changed,  this  illustration  is  used  to  demonstrate  the  need  for 
funds  to  support  NP  primary  care  education  programs  like  pediatric  NP  programs. 

Nonetheless,  despite  the  lack  of  federal  health  care  reform,  the  need  in  the  U.S.  for 
primary  care  providers  continues  to  exist  and  increase.  The  private  sector  move  towards 
increased  emphasis  on  primary  care  and  managed  care  has  placed  greater  demand  and  need  for 
more  NPs. 

We  hope  that,  as  you  consider  proposals  to  consolidate  these  programs,  you  will  place  a 
priority  and  emphasis  on  funding  for  NP  education  programs.  We  believe  a  priority  and  increase 
is  essential  to  meet  the  primary  care  needs  of  tomorrow's  health  care  delivery  system. 

Until  we  see  the  final  Administration  and  Congressional  legislative  proposals  for  this  year, 
NAPNAP  remains  concerned  about  the  plans  to  combine  the  health  professions  education.  We 
can  appreciate  the  need  to  streamline  program  costs  and  downsize  full-time  equivalents  during 
a  time  of  tight  fiscal  constraints.  However,  consolidation  should  not  occur  at  the  expense  of 
proven,  established  nursing  programs.  These  programs  are  needed  to  meet  the  nursing  and  health 
care  demands  of  society  and  the  marketplace.  Instead,  we  recommend  that  the  Committee  fund 
a  primary  care  nurse  practitioner  education  program  of  at  least  $20  million.  We  believe  an 
increase  is  essential  to  meet  the  primary  care  needs  of  tomorrow's  health  care  delivery  system. 
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National  Institute  of  Nursing  Research 

The  National  Institute  of  Nursing  Research  (NINR)  was  established  to  support  research 
and  research  training  to  reduce  the  burden  of  illness  and  disability,  improve  the  quality  of  life  and 
establish  better  means  to  promote  health  and  prevent  disease.  We  believe  that  emphasizing 
research  which  helps  prevent  diseases,  disorders,  and  other  health  conditions  is  another  very 
important  health  priority. 

Preventive  health  care  includes  those  activities  which  actively  promote  responsible 
behavior  and  the  adoption  of  healthy  lifestyles.  Prevention  is  the  best  opportunity  to  reduce  the 
increasing  economic  resources  spent  to  treat  preventable  illness  and  functional  impairments.  The 
promotion  of  health  through  behavior  changes  will  keep  America's  children  healthier  and  enable 
financial  and  social  resources  to  be  used  more  wisely.  For  these  reasons,  we  strongly  support 
funding  for  the  National  Institute  of  Nursing  Research  (NINR). 

The  NINR  targets  vulnerable  populations  including  minorities,  children  and  adolescents, 
and  works  to  develop  health  education  for  them.  For  example,  the  NINR  has  researched  topics 
such  as  pregnant  teens  and  why  they  do/do  not  seek  prenatal  care,  family  violence  and  child 
abuse,  low  birth  weight  in  infants,  and  HIV  infection.  We  believe  that  this  kind  of  research 
enhances  the  prevention  of  disease  and  disability  and  represents  an  investment  in  the  health  of 
our  nation's  children. 

The  NINR's  top  priority  is  increasing  the  award/success  rate  for  research  project  grants. 
In  FY  1993,  the  estimated  success  rate  for  the  Institute  was  13.9  percent.  In  FY  1994,  the 
estimated  rate  dropped  to  10.5  percent  compared  to  the  NIH  estimated  success  average  of  24.6 
percent.  NAPNAP  supports  an  increase  in  the  research  investment  at  the  NINR  of  $58  million 
to  meet  the  demands  of  health  research  and  bring  the  Institute's  success  rate  more  in  line  with 
that  of  other  Institutes. 

Prevention 

Finally,  NAPNAP  supports  increased  funding  for  prevention  programs.  Preventive  health 
care  programs  are  recognized  as  proven  public  health  tools  in  controlling  certain  communicable 
diseases  known  to  cause  death  or  debilitation.  Prevention  encompasses  three  important  elements: 
community-based  preventive  services  and  private  sector  health  activities  (or  public  health 
services);  clinical  preventive  services;  and  prevention-oriented  social  and  economic  policies. 

While  we  are  interested  in  all  of  these  aspects,  NAPNAP  is  concentrating  its  efforts  and 
resources  on  clinical  preventive  services  including  immunizations,  screening  tests  and  counseling. 
We  have  undertaken  efforts  so  that  our  members  will  incorporate  prevention  into  practice.  It  is 
our  hope  and  belief  that  prevention  services  and  programs  offer  our  children  the  possibility  of 
living  longer,  healthier  and  more  productive  lives.  An  ounce  of  prevention  often  goes  a  long 
way. 

When  looking  at  funding  recommendations  for  prevention  programs,  we  hope  that  the 
Committee  will  take  into  account  the  benefits,  costs,  cost-effectiveness  and  cost-benefits  of 
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prevention.  Many  preventive  services  for  children  have  proven  cost-savings.  For  example, 
immunization  using  the  MMR  vaccine  has  been  estimated  to  prevent  3.3  million  cases  of  measles, 
2.1  million  cases  of  mumps,  and  1.5  million  cases  of  rubella  a  year.  The  cost  of  treating  these 
cases  would  be  $1.4  billion  per  year,  while  the  cost  of  vaccinating,  including  treatment  of  any 
reactions,  is  $100  million.  GAO  reports  that  "immunization  against  childhood  diseases  averts  the 
costs  of  treatment  for  preventable  diseases  and  saves  as  much  as  $14  for  every  $1  invested." 

Healthy  People  2000  is  a  national  initiative  to  improve  the  health  of  all  Americans  through 
prevention.  It  is  implemented  through  the  U.S.  Public  Health  Service,  Office  of  Disease 
Prevention  and  Health  Promotion.  The  initiative's  goals  are  to  increase  life  span,  reduce  health 
disparities  and  achieve  access  to  preventive  services  for  all  Americans.  Healthy  People  2000 
initiatives,  such  as  Put  Prevention  Into  Practice  (PPIP),  work  with  organizations,  providers,  and 
individuals  to  implement  preventive  measures  in  the  areas  of  nutrition,  tobacco  use,  violent  and 
abusive  behavior,  cancer,  diabetes  and  chronic  disabling  conditions,  HIV  infections  and 
immunization  and  infectious  diseases. 

We  recognize  the  value  of  these  initiatives,  and  we  believe  that  providing  funding  for 
them  is  a  sound  investment  in  our  future.  To  effectively  reach  America's  growing  population, 
Healthy  People  2000  will  need  increased  resources.  NAPNAP  hopes  the  committee  will 
recognize  the  value  of  preventing  disease  before  it  starts  by  increasing  resources  for  preventive 
programs  like  Healthy  People  2000. 

Thank  you  for  the  opportunity  to  provide  testimony  to  the  Subcommittee.  NAPNAP  is 
mindful  that  this  is  a  year  of  increased  pressure  to  cut  programs.  However,  we  believe  these 
three  requests  for  increased  funding  are  clearly  a  needed  investment  in  our  children.  As  health 
care  providers  for  our  nation's  64  million  children  and  adolescents,  we  urge  you  to  make  these 
programs  a  priority  in  FY  1996.   We  look  forward  to  working  with  you  to  achieve  these  goals. 


Thursday,  January  26,  1995. 

WITNESS 

SCOTT  CHAVEZ,  PA-C,  AMERICAN  ACADEMY  OF  PHYSICIAN  ASSIST- 
ANTS 

Mr.  Miller.  Our  next  witness  is  Scott  Chavez  with  the  American 
Academy  of  Physician  Assistants,  another  fairly  new  area  of  the 
health  care  industry,  relatively. 

Mr.  Chavez.  Yes,  Mr.  Chairman.  Good  afternoon. 

My  name  is  Scott  Chavez,  and  I  am  representing  the  American 
Academy  of  Physician  Assistants.  I  am  one  of  their  past  presidents. 
I  am  employed  as  an  associate  professor  and  Director  of  the  Physi- 
cian Assistants  Program  at  Midwestern  University  in  Downers 
Grove. 

Mr.  Chairman  and  Members  of  the  committee,  on  behalf  of  the 
American  Academy  of  Physician  Assistants  and  more  than  25,000 
PAs  we  represent,  I  thank  you  for  this  opportunity  to  present  our 
views  on  fiscal  year  1996  appropriations  for  PA  education. 

The  Academy  has  come  before  this  committee  many  times,  and 
we  thought  it  might  be  helpful  for  the  new  Members  to  have  a  brief 
overview  of  the  PA  profession. 

Our  roots  are  in  the  medical  corpsman  area  who  assisted  mili- 
tary physicians  in  Vietnam  but  have  found  no  equivalent  position 
in  the  medical  community  upon  entering  civilian  life.  These  corps- 
men  launched  the  first  PA  program  at  Duke  University  about  27 
years  ago,  and  today  a  typical  PA  program  is  about  24  months  long 
and  requires  at  least  two  years  of  college  and  some  health  care  ex- 

{>erience  prior  to  admission.  Eighty-five  percent  of  the  PAs  hold  at 
east  a  Bachelor's  degree;  13  percent  hold  a  master's  and  a  Doctor- 
ate degree. 

PA  education  is  dedicated  to  primary  care,  with  family  practice 
and  general  internal  medicine  as  the  most  common  areas  of  PA 
practice.  If  the  health  care  reform  debate  in  the  past  two  years  has 
taught  us  anything,  it  is  that  millions  of  Americans  lack  access  to 
primary  care,  either  because  they  are  uninsured,  underinsured  or 
because  there  are  not  enough  providers  for  them. 

Recognizing  that  primary  care  access  must  be  expanded  and  ab- 
sent Federal  efforts  to  do  so,  the  States  are  proceeding  with  their 
own  reform  plans.  Their  efforts  are  focused,  however,  on  improving 
and  increasing  access.  They  are  not  concentrating  on  ensuring  that 
an  adequate  supply  of  providers  will  be  there  once  the  access  is  im- 
proved. 

The  critical  question  must  be  asked,  if  the  States  are  even  mod- 
erately successful  in  expanding  the  access,  will  the  providers  be 
there  to  diagnose  and  treat  the  patients? 

This  is  where  we  need  your  help.  Ensuring  an  adequate  supply 
of  health  care  providers  is  an  issue  in  which  Congress  has  long 
played  an  important  role.  Federal  funding  both  requires  and  en- 
sures uniform  criteria  among  the  programs  that  educate  and  train 
primary  care  priors. 

And  not  to  be  overlooked  is  government  needs  an  adequate  sup- 
ply of  PAs  because  it  is  a  significant  employer  of  them.  Seventeen 
percent  are  employed  in  agencies  such  as  the  Department  of  Jus- 
tice, Veterans  Affairs  and  the  Indian  Public  Health  Service. 


Of  the  PA  programs  that  do  receive  Federal  support  today,  you 
must  ask  if  those  funds  are  being  spent  wisely.  Our  response  is 
yes.  Funding  today  goes  to  programs  that  are  dedicated  to  a  pri- 
mary care  curriculum,  requiring  clinical  rotations  in  either  urban 
or  rural  underserved  areas  or  the  Indian  or  Public  Health  Services 
and  those  that  have  demonstrated  a  track  record  in  recruiting  and 
graduating  minonty  and  disadvantaged  students 

Further,  we  believe  our  investment  is  a  good  one,  because  Fed- 
eral support  of  PA  training  is  highly  cost-effective.  Of  the  61  ac- 
credited PA  programs    about  half  receive  Federal  funds,  with  an 
average  grant  of  about  $135,000  per  year  over  the  three  years.  This 
equates  to  about  $1,900  per  student.  By  any  standard,  that  is  a 
sound  investment. 
Federal  support  for  PA  programs  provides  critical  infrastructure 
i    support  that  is  easily  overlooked  once  the  institutional  funding  and 
student  tuition  levels  have  been  set.  My  own  program  at  Mid- 
western University  for  example,  has  a  grant  to  increase  the  supply 
and  distribution  of  PAs  in  rural  southern  Illinois  and  by  having 
PAs  train  in  rural  clinic  sites,  especially  health  professional  short- 
age areas  and  medically  underserved  communities 
We  also  have  funding  to  develop  a  course  focused  on  agricultural 
<    migrant  health  care  issues,  and  initially  it  will  be  for  PAs,  then 
>    will  go  on  to  later  on  be  an  interdisciplinary  program  for  medical 

and  pharmacy  students. 
[  As  Members  of  this  committee  know,  the  demand  for  PAs  is  quite 
high  today.  And,  according  to  recent  studies,  there  are  about  seven 
job  opportunities  for  every  PA  graduate  in  1993.  The  Labor  Depart- 
i  ment  predicts  about  a  30  percent  increase  in  the  number  of  PA  po- 
sitions by  the  year  2005  To  meet  this  demand,  we  need  more  and 
larger  classrooms  and  funding  and  training,  clinically  practicing 
*~f  as  a  fa?ultv>  updated  curriculum  content  and,  increasingly  im- 
portant, updated  technology. 

I  don't  think  that  many  of  us  had  heard  of  Internet  about  10 
years  ago,  and  yet  something  like  it  will  be  very  critical  in  the 
telemedicine  future. 

The  PA  programs  can  produce  PA  graduates  quickly  enough  to 
I™!  iS  urging  needs.  The  average  program  is  about  two  years 
in  length  We  know  that  if  State  reform  efforts  are  even  modestly 
successful,  we  will  need  primary  care  providers  quickly.  Additional 
federal  support  is  needed  to  meet  these  needs.  However,  last  year 
liKbA  received  30  grant  year  applications,  seeking  over  $14  mil- 
lion, rwenty-one  were  new  proposals.  However,  only  $2.3  million 
was  available. 

In  conclusion,  Mr.  Chairman,  the  Academy  recognizes  the  dif- 
ficult spending  decisions  you  and  your  colleagues  face.  The  Acad- 
emy respectfully  requests,  however,  that  this  committee  carefully 
examine  the  reform  activity  occurring  in  the  States  and  the  inevi- 
table need  for  more  primary  care  providers,  particularly  PAs  We 
hope  that  you  will  agree  with  our  position  and  continue  and  ideally 
expand  the  Federal  support  of  PA  education  as  a  fundamental  im- 
portance to  the  Nation  as  a  whole,  particularly  as  we  strive  toward 
providing  primary  care  to  those  citizens  who  now  go  without 

1  his  committee  has  always  been  a  strong  supporter  of  PAs,  and 
lor  that  you  have  my  personal  thanks.  We  trust  that  even  in  those 
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challenging  and  exciting  times  we  can  continue  to  count  on  your 
strong  support. 

I  do  thank  you  for  the  opportunity  to  speak  here  today,  and  I  will 
answer  any  questions  if  you  have  any. 

Mr.  Miller.  I  thank  you  for  testifying  and  bringing  to  light  the 
issues  of  physician  assistants  and  primary  care.  I  am  sure  all  the 
staff,  especially  of  the  new  Members,  appreciate  it.  Thank  you  very 
much. 

[The  prepared  statement  of  R.  Scott  Chavez  follows:] 
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Mr.  Chairman  and  Members  of  the  Committee,  on  behalf  of  the  American  Academy  of 
Physician  Assistants  and  the  more  than  25,000  PAs  we  represent,  thank  you  for  this 
opportunity  to  present  our  views  on  the  FY  '96  appropriations  for  physician  assistant 
education. 


Mr.  Chairman,  while  we  have  come  before  this  Committee  many  times,  we  thought  it 
might  be  helpful  for  the  new  members  to  have  a  brief  overview  of  the  PA  profession. 
Our  roots  are  in  the  medical  corpsmen  who  assisted  military  physicians  in  Vietnam. 
Upon  their  return  to  the  states  and  civilian  life,  "PAs"  found  no  equivalent  position  in  the 
medical  community.  The  first  PA  program  was  started  at  duke  university  approximately 
27  years  ago.  Today's  typical  PA  program  is  24  months  long,  requires  at  least  two 
years  of  college  and  some  health  care  experience  prior  to  admission.  The  majority  of 
students  have  a  baccalaureate  degree  and  48  months  of  health  care  experience  before 
admission  to  a  PA  program.  PAs  are  certified  by  the  National  Commission  on 
Certification  of  Physician  Assistants.  They  are  re-registered  every  2  years  based  on 
100  hours  of  continuing  education  and  re-certified  every  six  years  by  examination.  84.8 
percent  of  PAs  hold  at  least  a  bachelor's  degree  while  12.9  percent  hold  either  a 
masters  or  doctorate.  PA  education  is  dedicated  to  primary  care,  and  in  the  latest 
AAPA  census  data,  family/general  practice  remains  the  most  common  area  of  PA 
practice,  followed  by  general  internal  medicine. 


Federal  funding  for  PA  education  programs  serves  many  needs,  two  of  the  most 
important  being  to  ensure  that  PA  students  from  all  backgrounds  continue  to  have 
access  to  an  affordable  education,  and  also  so  patients  continue  to  have  access  to 
quality,  affordable  and  cost-effective  care. 


If  the  health  care  reform  debate  of  the  past  2  years  taught  us  anything,  it  is  that  millions 
of  Americans  lack  access  to  primary  care,  because  they  are  uninsured  or  underinsured, 
or  because  there  are  not  enough  providers  to  see  them. 


That  lesson  has  been  heeded  by  the  states,  who  recognize  that  patients  who  lack 
access  to  primary  care,  wait  instead  until  they  are  critically  ill  to  seek  care  in  the  most 
expensive  of  settings  -  the  hospital  emergency  room.  Because  they  are  uninsured,  the 
cost  of  their  care  increasingly  is  borne  by  the  states,  resulting  in  a  tremendous  drain  on 
their  budgets. 
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Recognizing  that  primary  care  access  must  be  expanded  and  that  federal  efforts  to  do 
so  have  not  yet  been  achieved,  the  states  are  proceeding  with  their  own  reform  plans. 
Their  efforts  are  primarily  focused,  however,  on  improving  and  increasing  access.  The 
states  are  no!  concentrating  on  ensuring  that  an  adequate  supply  of  providers  will  be 
there  once  access  is  improved. 


A  clear  indicator  of  the  States'  focus  is  the  number  of  requests  for  section  1 1 15  waivers 
they  have  made  to  the  health  care  financing  administration,  which  when  granted  allow  a 
state  to  enroll  its  Medicaid  population  in  managed  care.  More  than  half  the  members  of 
this  committee  are  from  states  that  either  have  received  waivers,  have  an  application 
pending,  or  have  already  expressed  an  interest  to  HCFA  of  having  one. 


Because  1115  waivers  require  states  to  improve  and  increase  access,  this  is  where 
states  are  putting  their  resources.  In  addition  to  waivers,  many  states  are  increasing 
access  by  expanding  their  Medicaid-eligibility  criteria  (through  savings  realized  from 
managed  care),  forming  small  business  purchasing  alliances,  or  providing  Medicaid 
reimbursement  for  PA  services  where  they  once  did  not. 


North  Carolina  is  one  of  the  few  states  hoping  to  enact  a  comprehensive  health  reform 
package  during  its  1995  legislative  session,  with  the  principal  focus  on  access.  After 
two  years  of  study,  the  Health  Planning  Commission  has  made  some  80  reform 
recommendations,  including  eliminating  HMO's  current  exemption  from  state  certificate 
of  need  laws,  expanding  consumers'  access  to  private  long-term  care  insurance,  and 
promoting  access  to  care  in  the  state's  many  rural  medically  underserved  areas  by 
providing  financial  incentives  to  practitioners.  In  some  areas  of  the  states,  the  ratio  of 
patients  to  doctors  is  16,000  to  1. 


Certainly  the  states  are  to  be  applauded  for  the  commitment  they  have  made  to 
improving  access.  However,  a  critical  question  must  be  asked.  If  the  states  are  even 
moderately  successful  in  expanding  access,  will  the  providers  be  there  to  diagnose  and 
treat  the  patients?  Put  another  way,  to  whom  will  North  Carolina  offer  financial 
incentives?  This  is  where  this  committee  and  the  PA  profession  play  a  critical  role. 


Based  on  what  we  know  today,  I  believe  we  can  make  three  fairly  accurate  predictions. 
First,  state  reform  efforts  to  increase  access  will  continue;  second,  with  modest 
success,  expanded  access  will  require  more  primary  care  providers;  and  third,  the 
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states  are  not  focused  on  the  issue  of  training  and  educating  providers.  That  makes 
the  work  of  this  committee  all  the  more  important. 


Ensuring  an  adequate  supply  of  health  care  providers  is  an  issue  in  which  Congress 
has  played  an  important  role.  There  are  several  reasons  why  this  has  been  and  should 
continue. 


Perhaps  most  important,  federal  funding  requires  and  ensures  uniform  criteria  among 
the  programs  that  educate  and  train  primary  care  providers.  As  a  result,  graduates 
have  a  core  base  of  skills  and  knowledge  that  allows  them  to  practice  in  any  state, 
irrespective  of  where  they  trained.  And  not  to  be  overlooked,  the  government  needs  an 
adequate  supply  of  PAs  because  it  is  a  significant  employer  of  them;  16.9  percent  are 
employed  by  agencies  such  as  the  Departments  of  Justice  and  Veterans  Affairs  and  the 
Indian  and  Public  Health  Services. 


Also,  it  is  more  cost  effective  to  have  a  small  staff  at  the  Health  Resources  Services 
Administration  managing  PA  grants  rather  than  multiple  state  administrators.  As  the 
process  is  now  structured,  more  of  the  government's  money  finds  its  way  to  PA 
programs,  rather  than  to  overhead. 


We  recognize  that  it  is  the  task  of  this  committee  to  identify  those  priorities  that  must 
be  met  and  in  which  the  federal  government  has  both  a  proper  role  and  a  demonstrated 
track  record  of  success.  We  believe  that  providing  federal  funds  to  the  programs  that 
educate  PAs  should  be  at  or  near  the  top  of  those  lists. 


Federal  funds  for  PA  programs  support  the  planning,  development  and  operation  of 
projects  for  the  training  of  PAs  and  PA  faculty  development  programs.  This  committee 
has  long  supported  the  creation  and  expansion  of  PA  programs  as  a  way  to  make  a 
substantial  contribution  to  meeting  our  nation's  primary  care  needs,  particularly  in 
underserved  and  rural  and  urban  areas. 


Of  the  PA  programs  that  receive  federal  support  today,  you  clearly  have  an  obligation 
to  ask  if  those  funds  are  being  spent  wisely.  Our  response  is  an  unequivocal  yes. 
Funding  today  goes  to  programs  that:  1)  are  dedicated  to  a  primary  care  curriculum;  2) 
require  clinical  rotations  in  either  urban  or  rural  medically  underserved  areas  or  the 
Indian  and  Public  Health  Services;  and  3)  have  a  demonstrated  track  record  in 
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recruiting  and  graduating  minority  and  disadvantaged  students.  Further,  we  believe 
your  investment  is  a  good  one,  because  federal  support  of  PA  training  is  highly  cost 
effective.  Of  the  61  accredited  PA  programs,  approximately  half  receive  federal  funds 
over  a  3-year  grant  period,  with  an  average  grant  of  $135,000  per  year.  With  an 
average  first  and  second  year  class  size  of  approximately  70  students,  the  per  pupil 
support  equals  $1 ,923.  By  any  standard  that  is  a  sound  investment.  Furthermore, 
funding  PA  programs  currently  receive  is  earmarked  exclusively  for  primary  care 
providers,  and  is  the  only  funding  available  to  PAs. 


Federal  support  for  PA  educational  programs  provides  critical  infrastructure  support 
that  is  all  to  easily  overlooked  once  institutional  funding  and  student  tuition  levels  have 
been  set.  My  program  at  Midwestern  as  well  as  the  neighboring  Cook  County  Hospital- 
Malcolm  X  College  PA  program  both  receive  federal  support.  Typical  of  programs  that 
receive  support,  we  apply  funding  to:  1)  the  development  of  an  effective  recruitment 
and  retention  program  for  disadvantaged  minorities;  2)  an  expanded  curriculum  in  the 
areas  of  e.g.,  aids  and  disease  prevention;  and  3)  increasing  the  number  of  clinical 
training  sites  in  rural  and  underserved  areas. 


As  members  of  this  committee  know,  the  demand  for  PAs  today  is  at  an  all  time  high, 
and  that  does  not  reflect  what  we  can  predict  is  coming  with  state  reform.  According  to 
the  10th  annual  report  on  PA  education  programs,  there  were  approximately  7  job 
offers  for  every  PA  graduate  in  1993.  And  according  to  the  Department  of  Labor,  the 
number  of  PA  positions  is  expected  to  increase  by  36%  between  1 992  and  2005. 


To  meet  this  demand,  we  need  more  or  larger  classrooms,  funding  to  train  clinically 
practicing  PAs  as  faculty,  updated  curriculum  content,  and  increasingly  important, 
updated  technology.  I  doubt  many  of  us  had  heard  of  Internet  ten  years  ago,  yet  it  or 
something  like  it  will  be  critical  if  telemedicine  is  ever  to  become  a  reality.  Additional 
federal  support  is  needed  to  meet  these  needs.  However,  last  year  HRSA  received  30 
grant  applications,  seeking  a  total  of  $14,430,691;  of  those  21  were  new  proposals. 
Only  $2.3  million  was  available,  however,  with  the  balance  of  the  year's  appropriation 
going  to  programs  in  mid-cycle. 


As  you  can  imagine,  starting  a  PA  program  is  an  expensive  undertaking.  Although  new 
programs  have  come  on  line  largely  with  state  and  private  dollars,  the  availability  of 
federal  funds  to  help  increase  the  number  of  or  expand  existing  programs  is  critical. 
Clearly,  based  on  the  requests  made  last  year  alone,  many  programs  started  without 
federal  support  are  hoping  to  apply  for  federal  grants  to  assist  them  with  program 
development. 
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You  may  fairly  ask  why  federal  support  is  needed  if  PA  programs  are  started  without  it. 
As  we  have  said  before  this  committee  in  the  past,  federal  support  is  not  essential  to 
the  support  of  most  PA  programs.  However,  federal  support  is  needed,  for  instance,  to 
provide  students  with  clinical  rotations  in  medically  underserved  areas.  Without  it, 
institutions  will  be  forced  to  have  students  rotate  through  departments  in  an  affiliated 
hospital  or  within  close  range  of  the  institution.  This  deprives  students  of  rotations 
through  settings  where  the  federal  government  would  most  like  PAs  to  gravitate  upon 
graduation,  particularly  underserved  areas.  And  as  an  educator,  I  can  tell  you  that 
there  is  a  high  correlation  between  where  students  train  and  where  they  choose  to 
practice.  PA  students  who  are  exposed  to  -  not  to  mention  actively  recruited  from  -- 
underserved  rural  and  urban  communities  are  much  more  likely  to  practice  there  upon 
graduation.  And  I  am  proud  to  tell  you  that  PAs  have  an  extremely  good  record  of 
practicing  in  our  small  towns  and  rural  communities  that  traditionally  go  underserved. 
As  of  July  1994,  there  were  2,046  PA  graduates;  9.3%  of  PAs  practiced  in  towns  of 
less  than  5,000;  8.7%  in  towns  of  less  than  10,000;  and  15.9%  in  areas  50,000  or  less. 


Equally  significant,  with  proper  infrastructure  support,  PA  programs  can  produce  PA 
graduates  quickly  enough  to  meet  emerging  needs.  The  average  program  is  two  years 
in  length,  compared  with  seven  years  for  a  physician.  That  would  be  music  to  the  ears 
of  North  Carolina's  Health  Planning  Commission  members,  as  they  try  to  attract 
providers  to  the  state's  most  rural  underserved  areas. 


In  conclusion,  Mr.  Chairman,  the  Academy  recognizes  the  difficult  spending  decisions 
you  and  your  congressional  colleagues  face.  Discretionary  spending  authority  has  been 
severely  curtailed  in  recent  years,  and  this  year  is  no  different.  The  Academy 
respectfully  requests,  however,  that  this  committee  carefully  examine  the  reform 
activity  occurring  in  the  states,  and  the  inevitable  need  for  more  primary  care  providers, 
particularly  PAs,  that  will  logically  follow.  We  hope  you  will  agree  with  our  position  that 
continued  and  ideally  expanded  federal  support  of  PA  education  is  of  fundamental 
importance  to  the  nation  as  a  whole  as  we  strive  to  provide  primary  care  to  those 
citizens  who  now  go  without. 


This  committee  has  always  been  a  strong  supporter  of  PAs,  and  for  that  you  have  my 
personal  thanks  and  that  of  my  PA  colleagues.  We  trust  that  even  in  these  difficult 
times,  we  can  continue  to  count  on  your  strong  support.  Thank  you  for  the  opportunity 
to  be  here  today.  I  would  be  happy  to  answer  any  questions. 
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WITNESS 

JOHN  MILES  CRAWFORD,  Ph.D,  AMERICAN  ASSOCIATION  FOR  DENTAL 
RESEARCH 

Mr.  MILLER.  Our  next  witness  will  be  Dr.  John  Miles  Crawford 
of  the  American  Association  for  Dental  Research. 

Dr.  Crawford.  Mr.  Chairman  and  Members  of  the  committee, 
my  name  is  John  Crawford;  and  I  am  an  Associate  Professor  of  Pe- 
riodontics at  the  School  of  Dentistry  of  the  University  of  Illinois  in 
Chicago. 

I  very  much  appreciate  the  opportunity  today  to  represent  the 
American  Association  for  Dental  Research.  We  have  submitted  a 
formal  written  testimony,  and  I  would  like  to  abstract  and  summa- 
rize from  that  document. 

Members  of  our  Association  number  almost  5,000  scientists  in  a 
wide  variety  of  disciplines  located  in  universities,  dental  schools, 
research  institutes,  hospitals  and  industrial  laboratories.  The  Na- 
tional Institute  of  Dental  Research,  NIDR,  is  the  focus  of  Federal 
Government  support  for  oral  health  research  and  training.  Ade- 
quate funding  for  NIDR  is  essential  to  maintain  and  improve  the 
health  of  American  people. 

Dental  research  is  concerned  with  more  than  teeth  and  gums,  for 
the  health  of  the  mouth  is  necessary  for  the  health  of  the  body. 
Oral  diseases  can  cause  pain,  poor  nutrition,  weight  loss,  disfigure- 
ment and,  in  the  case  of  oral  cancer,  death. 

At  a  time  when  containing  costs  is  uppermost  in  everybody's 
mind,  it  is  worth  considering  how  the  dental  research  community 
has  succeeded  in  holding  down  the  cost  of  health  care. 

The  cost  of  dental  care  to  the  Nation  was  $38.7  billion  in  1992. 
However,  research  into  the  causes  of  oral  diseases  and  how  to  pre- 
vent them  has  resulted  in  substantial  savings  in  health  care  costs. 
Current  estimates  put  the  savings  at  $60  billion  between  1979  and 
1992.  This  level  of  savings  makes  dental  research  and  prevention 
a  model  for  cost  savings  in  health  care  delivery. 

Dental  care  delivery  costs  continue  to  fall  as  a  percentage  of  total 
expenditures  on  health  care.  Future  research  will  provide  further 
opportunities  to  achieve  significant  cost  savings  and  improved  oral 
health  in  America. 

In  1992,  30,000  Americans  were  diagnosed  with  oral  cancer,  and 
over  9,000  of  these  died.  This  type  of  cancer  is  more  common  than 
many  other  cancers,  including  brain  or  stomach  cancer.  Because  it 
is  so  difficult  to  recognize  these  cancers  at  an  early  stage,  we  ur- 
gently need  better  methods  of  detection. 

About  7  percent  of  all  children  are  born  with  some  type  of  defect, 
but  those  of  the  facial  region,  such  as  cleft  lip  and  pallet,  are 
among  the  most  disfiguring.  Better  surgical  treatments  have  re- 
sulted in  dramatic  improvements  in  function  and  appearance  of 
these  children  and  ongoing  research  in  molecular  biology  will  allow 
better  prediction  and  perhaps  even  prevention. 

Dental  researchers  have  an  outstanding  record  in  developing  ma- 
terials to  replace  tissues  of  the  body  lost  by  disease  or  trauma.  For 
example,  dental  implants  have  become  one  of  the  most  exciting  and 
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rapidly  developing  areas  of  dental  treatment.  This  new  technology 
offers  for  the  first  time  an  alternative  to  removable  dentures. 

Tooth  decay  is  still  a  very  serious  problem,  but  as  a  result  of  den- 
tal research  about  half  of  all  U.S.  schoolchildren  have  permanent 
teeth  free  from  tooth  decay.  However,  caries  are  still  prevalent  in 
certain  populations,  including  minorities.  Investigators  must  con- 
tinue to  look  for  improved  treatments  for  this  disease  and  particu- 
larly the  potential  for  a  caries  vaccine. 

You  may  not  know  that  21  million  workdays  are  lost  annually 
because  of  oral  disease,  and  tooth  decay  is  responsible  for  more  ab- 
sence from  work  than  any  other  disease. 

We  are  concerned  about  segments  of  our  population  who  have 
more  extensive  oral  health  problems.  In  particular,  I  am  pleased  to 
report  that  NIDR  is  supporting  planning  six  grants  for  Regional 
Research  Centers  on  Minority  Oral  Health,  aimed  at  improving  the 
oral  health  status  of  minorities  and  recruiting  more  minorities  into 
careers  in  research. 

For  the  fiscal  year  1996,  we  respectfully  request  that  the  commit- 
tee allocate  sufficient  funds  to  provide  a  30  to  40  percent  success 
rate  for  grants  submitted  to  NIH,  including  NIDR.  When  you  re- 
member the  cost-effectiveness  of  dental  research,  this  is  a  reason- 
able investment  in  the  future  health  of  the  Nation. 

In  addition,  Mr.  Chairman,  we  also  wish  to  point  out  that  we 
support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Re- 
search Funding,  which  also  endorses  a  grant  funding  rate  of  30  to 
40  percent  for  all  the  activities  of  NIH  for  the  fiscal  year  1996.  We 
ask  your  support. 

In  conclusion,  Mr.  Chairman,  as  the  most  significant  source  of 
funding  for  dental  research  in  America  today,  NIDR  has  opened 
new  pathways  for  diagnosis,  prevention  and  treatment  of  oral  dis- 
eases. Continued  support  for  NIDR  is  essential  for  the  health  of  the 
U.S.  population.  We  greatly  appreciate  this  opportunity  to  present 
testimony  in  support  of  the  fiscal  year  1996  budget  for  the  National 
Institutes  for  Dental  Research. 

This  concludes  my  testimony.  I  would  be  happy  to  answer  any 
questions  that  you  may  have. 

Mr.  Miller.  Thank  you,  Dr.  Crawford.  You  certainly  represent 
an  area  of  research  that  certainly  demonstrates  how  effective  you 
are.  That  is  when  research  can  indicate  what  it  can  accomplish.  So 
thank  you  very  much  for  coming  to  us  today. 

[The  prepared  statement  of  John  Miles  Crawford,  BDS,  Ph.D., 
follows:] 
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Mr.  Chairman  and  members  of  the  Committee,  my  name  is  Dr.  John  Crawford  and 
I  am  Associate  Professor  of  Periodontics  in  the  School  of  Dentistry  at  the  University  of 
Illinois. 

I  am  appearing  today  on  behalf  of  the  American  Association  for  Dental  Research,  of 
which  I  have  been  a  member  for  13  years.  The  members  of  our  Association  greatly 
appreciate  this  opportunity  to  present  testimony  in  support  of  the  fiscal  year  1996  budget 
for  the  National  Institute  of  Dental  Research. 

The  membership  of  the  American  Association  for  Dental  Research  consists  of  almost 
5,000  research  scientists  from  a  variety  of  scientific  and  clinical  disciplines  located  in 
universities,  dental  schools,  research  institutes,  hospitals,  and  industrial  laboratories  around 
the  country. 

Our  principal  objective  is  to  seek  ways  of  treating  and  preventing  oral  diseases,  and 
to  facilitate  the  transfer  of  knowledge  into  practical  help  for  the  public.  For  example,  I  work 
as  a  periodontist  at  the  University  of  Illinois  where  we  have  been  pioneering  ways  of 
detecting  gum  disease  before  it  destroys  the  tissues  to  such  an  extent  that  teeth  are  lost. 

However,  dental  research  is  concerned  with  more  than  teeth  and  gums,  for  the  health 
of  the  mouth  contributes  to  the  health  of  the  whole  body.  Oral  diseases  can  cause  pain, 
poor  nutrition,  weight  loss,  disfigurement,  lost  work  days,  and,  in  the  case  of  oral  cancer, 
death.  Twenty-one  million  work  days  are  lost  annually  because  of  oral  disease  or  the  need 
for  dental  care. 

As  former  Surgeon  General  C.  Everett  Koop  stated,  "If  you  don't  have  oral  health, 
you're  not  healthy."  Poor  oral  health  can  lead  to  pain  and  infection  and  affects  an 
individual's  ability  to  eat,  speak,  and  function  as  a  productive  member  of  society. 
Significant  progress  has  been  made  in  prevention  and  treatment,  but  oral  and  dental  diseases 
remain  among  the  most  common  chronic  health  problems  among  adults  in  the  United 
States. 

At  a  time  when  containing  costs  is  uppermost  in  everybody's  mind,  it  is  worth 
considering  how  successful  we,  in  dental  research,  have  been  in  contributing  to  holding 
down  the  cost  of  health  care. 
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The  cost  of  dental  care  to  the  Nation  was  $38.7  billion  in  1 992.  While  oral  diseases 
remain  a  costly  public  health  problem,  research  into  the  causes  of  these  diseases  and  how 
to  prevent  them  has  resulted  in  substantial  savings  in  health  care.  Current  estimates  put  the 
savings  between  1979  and  1992  at  $60  billion. 

Dental  care  delivery  costs  continue  to  fall  as  a  percentage  of  total  expenditures  on 
health  care  and  show  increases  that  are  at  a  lower  rate  than  for  physician  and  hospital 
services.  Dental  research  and  prevention  are  a  model  for  cost  savings  in  health  care 
delivery.  Future  research  will  provide  further  opportunities  to  achieve  significant  cost 
savings  and  improved  oral  health  in  America. 

Today,  I  would  like  to  bring  to  the  attention  of  your  committee  some  of  the  areas  of 
dental  research  where  we  have  been  successful  and  where  opportunities  for  greater  success 
appear  evident. 

THE  RESEARCH  CHALLENGE 

Oral  health  research  addresses  all  of  the  diseases  and  disorders  that  affect  the  teeth, 
mouth,  and  facial  structures.  This  involves  understanding  the  causes  of  such  diseases,  and 
examining  the  ways  in  which  they  affect  general  health  and  well-being. 

RESEARCH  OPPORTUNITIES 

•  Oral  Soft  Tissues.  In  the  past  decade,  research  has  led  to  improved  diagnosis 
and  treatment  of  oral  disease  ranging  from  disorders  of  the  salivary  glands 
causing  dry  mouth  to  life  threatening  conditions  such  as  AIDS,  oral  cancer 
and  pre-cancer. 

However,  more  needs  to  be  done.  In  1992,  30,000  Americans  were 
diagnosed  with  oral  cancer,  and  over  9,000  died  of  the  disease  in  the  US. 
This  type  of  cancer  is  more  common  than  cancer  of  the  brain,  sex  organs,  or 
stomach. 

•  Birth  Defects  Research.  About  7%  of  children  are  borne  with  some  type  of 
defect,  common  among  which  are  abnormalities  of  the  mouth,  face  and  head. 
Better  surgical  treatments  have  resulted  in  dramatic  improvements  in  function 
and  appearance  for  children  with  cleft  lip  and  palate,  as  well  as  those  with 
other  disfiguring  conditions.  The  identification  of  genetic  markers  has 
revolutionized  prenatal  screening  and  counseling  for  these  conditions  and 
research  on  the  human  genome  holds  out  the  possibility  of  such  diseases 
being  prevented. 
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Jaw  Joint  Research.  Diseases  of  the  jaw  joint  are  difficult  to  diagnose  and 
treat,  yet  this  type  of  dysfunction  causes  severe  pain  and  discomfort  to  many 
Americans,  particularly  women.  Research  has  begun  as  to  why  there  may  be 
gender-related  differences  in  this  condition. 

Pain  Research.  Most  people  are  aware  of  the  pain  and  discomfort  that  can 
come  from  a  mouth  ulcer  or  toothache.  An  understanding  of  the  nature  of 
pain  requires  studies  of  the  whole  nervous  system.  Dental  researchers  are 
among  world  leaders  in  pain  research,  and  their  findings  have  application  to 
pain  in  the  entire  body.  Significant  progress  has  been  made  in  treating  a 
variety  of  acute  and  chronic  pain  conditions,  but  more  work  is  needed. 

Materials  Research.  Finding  new  and  better  materials  to  restore  and  replace 
teeth  has  always  been  important  in  dentistry  and  dental  researchers  have  an 
outstanding  record  in  biomaterials  research.  Over  the  past  50  years,  a  true 
revolution  in  dental  materials  has  resulted  in  a  broad  array  of  new  and 
economical  materials  constructed  from  plastics,  ceramics,  and  metal  alloys 
suitable  for  use  in  replacing  diseased  or  damaged  oral  structures. 

Over  twenty-five  years  ago,  dental  researchers  showed  that  it  was  possible  to 
attach  artificial  teeth  directly  to  the  jawbone.  Today,  dental  implants  have 
become  one  of  the  most  exciting  and  rapidly  developing  areas  of  dental 
treatment.  Building  on  advances  in  our  understanding  of  the  attachment 
between  the  implant  and  the  jaw,  this  new  technology  offers  for  the  first  time 
an  alternative  to  removable  dentures. 

Periodontal  (Cum)  Research.  Bacteria  in  dental  plaque  can  lead  to 
destruction  of  the  soft  tissues  and  the  loss  of  the  bone  supporting  the  teeth. 
Periodontal  disease  remains  one  of  the  most  widespread  diseases  among 
Americans  and  is  a  leading  cause  of  tooth  loss. 

Over  the  past  decade,  advances  have  been  made  in  the  understanding, 
diagnosis,  and  treatment  of  these  diseases.  More  research  is  needed  on  the 
basic  biology  of  tissue  healing  and  regeneration  to  improve  the  effectiveness 
of  treatment. 

Dental  Caries  (Decay)  Research.  Tooth  decay  (dental  caries)  has  probably 
been  responsible  for  more  pain  and  discomfort  than  any  other  disease. 
Thanks  to  preventive  techniques  made  possible  by  dental  research,  about  half 
of  all  US  schoolchildren  aged  5-1 7  have  permanent  teeth  free  from  tooth 
decay. 
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Nevertheless,  caries  is  still  prevalent,  particularly  among  the  elderly, 
minorities,  poor  children,  and  individuals  with  systemic  diseases,  and  is 
responsible  for  more  absence  from  work  than  any  other  disease. 

Investigators  must  continue  to  explore  caries  as  a  disease,  the  role  of  diet,  the 
mode  of  action  of  fluoride,  and  the  potential  for  a  caries  vaccine  and  other 
preventive  measures. 

•  Minority  Oral  Health.  We  are  concerned  about  the  oral  health  of  ethnic  and 
racial  minorities  who  often  lack  access  or  funds  for  dental  care.  As  a  result, 
we  know  that,  in  general,  minority  groups  have  more  severe  and  extensive 
oral  health  problems  than  mainstream  Americans.  I  am  pleased  to  report  that 
the  National  Institute  of  Dental  Research  is  supporting  planning  grants  for  six 
(6)  Regional  Research  Centers  on  Minority  Oral  Health  aimed  at  improving 
the  oral  health  status  of  minorities  and  recruiting  more  minority  members  to 
careers  in  research. 

•  Special  Care  Patients.  Millions  of  Americans  are  at  high  risk  for  oral  health 
problems  because  of  systemic  diseases  and  their  treatments.  These  "special 
care"  patients  include  individuals  with  diabetes,  which  increases  the  risk  of 
gum  disease;  HIV  infection,  which  often  begins  with  oral  signs  and  symptoms; 
Sjogren's  syndrome,  in  which  the  salivary  and  tear  glands  are  progressively 
destroyed;  and  bone  and  joint  disorders  like  arthritis,  osteoporosis,  and  Paget's 
disease,  that  may  directly  affect  facial  bones  and  joints  or  interfere  with  self- 
care.  Many  older  Americans  take  one  or  more  daily  medications  that  may 
lead  to  dry  mouth,  increasing  the  risk  for  tooth  decay.  Patients  undergoing 
radiation  and  chemotherapy  may  suffer  permanent  damage  to  the  oral  tissues. 

THE  NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH  (NIDR) 

As  researchers  continue  to  seek  better  understanding  and  improved  prevention  and 
control  of  diseases  of  the  oral,  cavity  they  turn  to  NIDR  as  the  central  focus  of  the  Federal 
Government  for  oral  health  research  and  training.  Adequate  funding  for  the  NIDR  is 
essential  to  maintain  and  improve  the  health  of  the  American  people. 

THE  NIDR  BUDGET 

With  regard  to  the  fiscal  year  1996  NIDR  budget,  we  respectfully  request  a  funding 
level  for  the  National  Institute  of  Dental  Research  of  $215  million.   We  are  aware  of  the 
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current  austere  budget  environment,  the  Federal  deficit,  and  the  associated  funding 
limitations.  However,  when  you  remember  the  cost  effectiveness  of  dental  research,  this 
is  a  reasonable  investment  in  the  future  health  of  the  nation. 

NIDR  is  the  most  significant  source  of  funding  for  dental  research  in  America  today, 
and  it  rests  with  NIDR  to  provide  the  primary  resources  to  advance  the  oral  health  for  all 
Americans.  In  addition,  Mr.  Chairman,  we  also  wish  to  point  out  that  we  support  the 
recommendation  of  the  Ad  Hoc  Croup  for  Medical  Research  Funding  of  $13,051,000,000 
for  all  of  the  activities  of  the  National  Institutes  of  Health  for  fiscal  year  1996.  We  ask  for 
your  support. 

CONCLUSION 

In  conclusion,  Mr.  Chairman,  I  want  to  thank  you  again  for  this  opportunity  to 
provide  testimony  on  dental  research.  Research  funded  by  NIDR  has  opened  new  pathways 
to  diagnosis,  prevention,  and  treatment  of  oral  diseases.  Continued  support  for  NIDR  is 
essential  to  the  health  of  America's  children,  adults,  and  senior  citizens.  This  concludes  my 
testimony. 

I  would  be  happy  to  answer  any  questions  you  may  have. 
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WITNESS 

DR.  RAYMOND  J.  FONSECA,  UNIVERSITY  OF  PENNSYLVANIA  SCHOOL 
OF  DENTAL  MEDICINE 

Mr.  Miller.  Dr.  Raymond  Fonseca,  who  is  with  the  University 
of  Pennsylvania.  Welcome,  Doctor.  Did  I  pronounce  it  right? 

Dr.  Fonseca.  Very  good,  Fonseca,  yes,  very  good. 

Thank  you  and  good  afternoon,  Mr.  Chairman  and  Members. 
Good  afternoon  and  thank  you  for  the  opportunity  to  speak  today 
before  the  committee. 

I  am  Doctor  Raymond  Fonseca,  Dean  of  the  University  of  Penn- 
sylvania School  of  Dental  Medicine.  I  would  like  to  tell  you  a  little 
bit  about  our  school  and  our  support  for  the  National  Library  of 
Medicine,  the  National  Center  for  Research  Resources  and  the  Na- 
tional Institute  of  Dental  Medicine. 

Our  great  Nation  is  the  world  leader  in  research.  With  so  many 
developments  in  health  care,  American  researchers  help  raise  the 
standard  of  public  health  for  everyone. 

With  respect  to  the  scientific  advances  in  the  field  of  dentistry, 
the  body  of  knowledge  is  on  an  accelerating  curve.  At  the  Penn 
School  of  Dental  Medicine,  we  are  constantly  being  challenged  to 
impart  the  latest  developments  in  our  profession  to  our  entering 
students  and  to  the  post-doctoral  students  as  well.  But  we  have  an 
equally  challenging  obligation  and  opportunity  to  communicate  the 
advances  to  members  of  our  profession  who  are  in  practices,  both 
general  and  specialized. 

I  envision  a  contract  with  entering  students  wherein  they,  as 
well  as  the  faculty,  commit  ourselves  to  a  lifetime  of  study,  enrich- 
ment of  knowledge  and  professional  development.  In  essence,  my 
vision  is  one  of  lifelong  learning.  Driven  by  whatever  comes  down 
the  information  highway,  health  care  professionals  will  be  able  to, 
quote,  unquote,  attend  lectures,  see  demonstrations  and  acquire 
new  skills. 

Critical  to  the  success  of  this  continual  education  is  the  estab- 
lishment of  mechanisms  for  self-teaching  as  well  as  rating  the  suc- 
cess of  programs  by  others.  Recognition  of  professional  enrichment 
may  make  new  levels  of  certification  at  five-year  intervals  useful 
and  desirable. 

The  National  Library  of  Medicine  is  poised  to  move  health  care 
professionals  and  students  along  the  information  highway  through 
its  support  of  outreach  activities  and  advances  in  computers.  The 
Library  of  Medicine  immensely  serves  the  health  care  community, 
for  which  we  are  grateful. 

Last  year,  the  Library  received  $128,906,000  of  Federal  appro- 
priations. With  an  increase  this  year  to  the  funding  level  of 
$160,906,000,  the  Library  would  be  able  to  promote  priority  initia- 
tives. 

For  instance,  the  Library  of  Medicine's  mission  in  recent  years 
has  involved  the  National  Information  Center  on  Health  Services 
Research  and  Health  Care  Technology  and  the  High  Performance 
Computing  and  Communications  initiative.  With  these  two  initia- 
tives, lifelong  learning  and  the  use  of  virtual  reality  for  real  time 
treatment  of  patients  are  concepts  that  are  currently  at  hand. 
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However,  virtual  simulation  for  use  in  teaching  as  well  as  real 
time  treatment  of  patients  could  very  easily  be  utilized  by  dental 
educators.  The  computer  programs  for  this  technology  currently 
must  take  into  account  the  elasticity  of  organs  for  simulation  to  be 
realistic.  Virtual  simulation  for  use  by  dental  educators  would  re- 
quire less  effort  to  configure,  based  on  the  fact  that  one  is  working 
on  a  solid  surface  of  a  tooth,  as  opposed  to  compensating  for  the 
elasticity  of  organs  and  ligaments.  Development  of  virtual  reality 
to  help  teach  dental  students  could  significantly  reduce  the  length 
and  the  cost  of  dental  education.  Additionally,  with  the  emphasis 
now  on  distance  learning,  the  initiatives  at  the  Library  would  com- 
plement my  vision  of  continuing  education. 

The  National  Center  for  Research  Resources  offers  funding  op- 
portunities for  several  research  facilities  improvement  initiatives. 
We  all  know  about  the  need  for  better  research  facilities.  Deterio- 
rating research  facilities  need  replacing.  Appropriate  facilities  in 
which  to  perform  specialized  research  need  building.  But  without 
adequate  funding  all  this  is  for  naught. 

Last  year,  the  NCRR  had  a  total  Federal  appropriation  budget 
of  $359,454,000  with  $20  million  allocated  for  construction.  I  am 
asking  the  committee  to  increase  this  allocation  for  the  NCRR.  The 
NCRR  is,  in  my  opinion,  a  vital  segment  of  the  research  commu- 
nity. 

Nonetheless,  in  dealing  with  the  need  for  facilities  improvement 
and  construction,  oral  health  should  continue  to  be  included.  New 
construction,  including  that  related  to  oral  health,  should  be  affili- 
ated with  institutions  that  draw  upon  the  latest  advances  in  clini- 
cal studies,  fundamental  research,  and  new  educational  ap- 
proaches. Efforts  should  be  made  by  the  institution  to  facilitate  the 
optimum  delivery  of  patient  care  integrated  with  an  active  and  pro- 
ductive research  program. 

The  University  of  Pennsylvania  has  an  integrated  clinical  and 
basic  science  faculty  within  the  dental  school  with  a  track  record 
of  funded  research  which  is  poised  to  work  together  on  a  variety 
of  clinical  projects  in  oral  biology  with  an  emphasis  on  infectious 
diseases. 

Also  of  great  importance  to  oral  health  is  the  National  Institute 
of  Dental  Research.  Several  opportunities  exist  at  the  Dental  Insti- 
tute. Not  only  do  those  of  us  in  oral  health  deal  with  prevention 
through  fluorides,  dental  sealants,  better  diets  and  oral  hygiene 
practices,  but  we  are  making  progress  into  pain  research  and  birth 
defects  and  genetic  diseases  such  as  a  cleft  lip  or  pallet. 

It  is  my  strong  belief  that  funding  for  the  Dental  Institute  should 
be  increased  over  last  year's  appropriation  level  of  $174,392,000. 

The  Dental  Institute  also  has  the  occasion  to  work  with  other  in- 
stitutes in  such  areas  as  continued  dental  education.  The  oppor- 
tunity exists  for  great  strides  to  be  made  in  dental  education  in  co- 
operation with  other  institutes. 

Finally,  the  Dental  Institute  should  make  a  pledge  to  support 
young  investigators.  The  Dental  Institute,  as  well  as  all  institute 
centers  and  divisions,  should  give  promising  young  investigators  a 
better  outlook  for  research  opportunities. 

We  understand  the  need  to  restrain  the  growth  in  the  Federal 
budget,  but  we  would  hope  that  the  committee  will  do  what  it  can 
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to  support  the  good  works  of  the  NIDR  and  the  NCRR  by  increas- 
ing funding  levels  for  fiscal  year  1996. 

In  summary,  Mr.  Chairman,  let  me  say  that  the  University  of 
Pennsylvania  School  of  Dental  Medicine  believes  that  a  continu- 
ation of  research,  which  includes  oral  health,  should  be  the  focus 
of  the  fiscal  year  1996  Labor/HHS  Appropriations  bill. 

Mr.  Chairman  and  Members  of  the  committee,  our  future,  the  fu- 
ture of  research  in  America  and  America's  future  as  the  world  lead- 
er in  health  care  advances  depends  on  your  attention  to  these  fun- 
damental requirements.  Thank  you.  I  will  be  happy  to  answer  any 
questions. 

Mr.  Miller.  Thank  you,  Doctor. 

You  acknowledged  the  problems  we  are  going  through  with  the 
growing  budget  deficit  problems  and  all  the  various  outstanding  re- 
quests for  funding.  We  are  having  it  debated  on  the  Floor  of  the 
House  right  now.  So,  obviously,  we  have  some  very  difficult  choices. 
I  am  glad  you  were  able  to  comment. 

I  apologize  once  again — I  am  sure  Mr.  Porter  apologized  for  the 
vote  we  just  had  and  interruption  and  delay.  So  I  thank  you  very 
much  for  staying  and  coming  to  Washington  to  testify  today. 

[The  prepared  statement  of  Dr.  Raymond  J.  Fonseca  follows:] 
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DR.  FONSECA:  Mr.  Chairman  and  Members,  good  morning  and  thank  you 
for  the  opportunity  to  speak  today  before  the  Committee.  I  am  Dr. 
Raymond  Fonseca,  Dean  of  the  University  of  Pennsylvania  School  of 
Dental  Medicine.  I  would  like  to  tell  you  a  little  about  the 
School  of  Dental  Medicine  and  our  support  for  the  National  Library 
of  Medicine,  the  National  Center  for  Research  Resources  and  the 
National  Institute  of  Dental  Medicine. 

Our  great  nation  is  the  world  leader  in  research.  With  so 
many  developments  in  health  care,  American  researchers  help  raise 
the  standard  of  public  health  for  everyone.  With  respect  to  the 
scientific  advances  in  the  field  of  dentistry,  the  body  of 
knowledge  is  on  an  accelerating  curve.  At  the  Penn  School  of 
Dental  Medicine,  we  are  constantly  being  challenged  to  impart  the 
latest  developments  in  our  profession  to  our  entering  students  and 
to  the  post-doctoral  students  as  well.  But  we  have  an  equally 
challenging  obligation  and  opportunity  to  communicate  the  advances 
to  members  of  our  profession  who  are  in  practices,  both  general  and 
specialized. 

I  envision  a  contract  with  entering  students  wherein  they,  as 
well  as  the  faculty,  commit  ourselves  to  a  lifetime  of  study, 
enrichment  of  knowledge,  and  professional  development.  In  essence, 
my  vision  of  lifelong  learning.  Driven  by  whatever  comes  down  the 
information  highway,  healthcare  professionals  will  be  able  to 
"attend"  lectures,  see  demonstrations  and  acquire  new  skills. 

Critical  to  the  success  of  this  continual  education  is  the 
establishment  of  mechanisms  for  self -teaching  as  well  as  rating  the 
success  of  the  programs  by  others.  Recognition  of  professional 
enrichment  may  make  new  levels  of  certification  at  five  year 
internals  useful  and  desirable.  A  confluence  of  an  increase  in  the 
rate  of  change  in  our  base  of  knowledge,  and  the  development  of  new 
forms  of  communications,  makes  the  reexamining  of  our  goals  as 
educators  of  professionals  not  only  indicated  but  mandatory. 

The  National  Library  of  Medicine  is  poised  to  move  healthcare 
professionals  and  students  along  the  information  highway  through  • 
its  support  of  outreach  activities  and  advances  in  computers.  The 
Library  of  Medicine  immensely  serves  the  healthcare  community,  for 
which  we  are  grateful.  However,  its  needs  your  support  and 
additional  funding.  Last  year,  the  Library  received  $128,906,000 
in  Federal  appropriations.  With  an  increase  this  year  to  the 
funding  level  of  $160,906,000,  the  Library  would  be  able  to  promote 
such  priority  initiatives  as  the  High  Performance  Computing  and 
Communications  initiative  and  improving  their  Basic  Library 
Services  which  encompass  the  National  Information  Center  on  Health 
Services  Research  and  Health  Care  Technology. 

The  Library  of  Medicine's  mission  in  recent  years  has  involved 
the  National  Information  Center  on  Health  Services  Research  and 
Health  Care  Technology  and  the  High  Performance  Computing  and 
Communications  initiative.  With  these  two  initiatives,  lifelong 
learning  and  the  use  of  virtual  reality  for  real  time  treatment  of 


patients  are  concepts  that  are  currently  at  hand.  Virtual  reality- 
projects  funded  by  the  Library  explore  areas  such  as  the 
development  of  organ  models  for  virtual  surgery  simulation, 
teleradiology,  and  teledermatology . 

However,  virtual  simulation  for  use  in  teaching  as  well  as 
real  time  treatment  of  patients  could  be  very  easily  utilized  by 
the  dental  community.  The  computer  programs  for  this  technology 
currently  must  take  into  account  the  elasticity  of  organs  for  the 
simulation  to  be  realistic.  Virtual  simulation  for  use  by  the 
dental  community  would  be  require  less  effort  to  configure,  based 
on  the  fact  that  one  is  working  on  a  solid  surface  of  a  tooth  as 
opposed  to  compensating  for  the  elasticity  of  organs  and  ligaments. 
Additionally,  with  the  emphasis  now  on  distance  learning,  the 
initiatives  at  the  Library  would  complement  my  vision  of  continual 
education. 

The  National  Center  for  Research  Resources  offers  funding 
opportunities  for  several  research  facilities  improvement 
initiatives.  We  all  know  about  the  need  for  better  research 
facilities.  Deteriorating  research  facilities  need  replacing. 
Appropriate  facilities  in  which  to  perform  specialized  research 
need  building.  But  without  adequate  funding  all  this  is  for 
naught.  Last  year  the  NCRR  had  a  total  Federal  appropriation 
budget  of  $359,454,000  with  $20,000,000  allocated  for  construction. 
I  am  asking  the  Committee  to  increase  this  allocation  for  the  NCRR. 
The  NCRR  is,  in  my  opinion,  a  vital  segment  in  the  research 
community.  We  at  the  University  of  Pennsylvania  School  of  Dental 
Medicine  have  found  it  a  pleasure  to  work  with  the  NCRR. 

Nonetheless,  in  dealing  with  the  need  for  facilities 
improvement  and  construction,  oral  health  should  continue  to  be 
included.  New  construction,  including  that  related  to  oral  health, 
should  be  affiliated  with  institutions  that  draw  upon  the  latest 
advances  in  clinical  studies,  fundamental  research,  and  new 
educational  approaches.  Efforts  should  be  made  by  the  institution 
to  facilitate  the  optimum  delivery  of  patient  care  integrated  with 
an  active  and  productive  research  program. 

The  University  of  Pennsylvania  has  an  integrated  clinical  and 
basic  science  faculty  within  the  dental  school  with  a  track  record 
of  funded  research  which  is  poised  to  work  together  on  a  variety  of 
clinical  projects  in  oral  biology  with  an  emphasis  on  infectious 
diseases.  We  also  have  a  vision  for  a  unique  educational  component 
designed  to  incorporate  new  discoveries  into  the  undergraduate, 
graduate,  and  post-graduate  curriculum. 

Also  of  great  importance  to  oral  health  is  the  National 
Institute  of  Dental  Research.  Several  opportunities  exist  at  the 
Dental  Institute.  Not  only  do  those  of  us  in  oral  health  deal  with 
prevention,  through  fluorides,  dental  sealants,  better  diets  and 
oral  hygiene  practices,  but  we  are  making  progress  into  pain 
research  and  birth  defects  and  genetic  diseases,  such  as  a  cleft 
lip  or  a  cleft  palate.   It  is  my  strong  belief  that  funding  for  the 
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Dental  Institute  should  be  increased  over  last  year's  appropriation 
level  of  $174,392,000. 

The  Dental  Institute  also  has  the  occasion  to  work  with  the 
other  institutes  in  such  areas  as  continued  dental  education.  The 
opportunity  exists  for  great  strides  to  be  made  in  dental  education 
and  cooperation  with  other  institutes.  Finally,  the  Dental 
Institute  should  make  a  pledge  to  support  young  investigators. 
These  post-docs  are  the  future  of  research.  The  Dental  Institute, 
as  well  as  all  the  institutes,  centers  and  divisions,  should  give 
promising  young  investigators  a  better  outlook  for  research 
opportunities.  We  understand  the  need  to  restrain  the  growth  in 
the  Federal  budget  but  we  would  hope  that  the  Committee  to  do  what 
it  can  to  support  the  good  works  of  the  NIDR  and  the  NCRR  by 
increasing  funding  levels  for  FY  96. 

In  summary,  Mr.  Chairman,  let  me  say  that  the  University  of 
Pennsylvania  School  of  Dental  Medicine  believes  that  a  continuation 
of  research,  which  includes  oral  health,  should  be  the  focus  of  the 
FY  96  Labor/HHS  Appropriations  bill.  Great  strides  are  being  made 
at  these  three  Institutes  and  Centers  of  the  National  Institutes  of 
Health.  We  should  not  stall  the  future  of  research  by  reducing  the 
levels  of  funding  for  the  Institutes  in  the  Labor/HHS 
Appropriations.  I  sincerely  believe  that  we  need  to  provide  these 
indispensable  institutes,  centers  and  divisions  with  the  additional 
funding  that  they  need  to  continue  in  their  good  work. 

Mr.  Chairman  and  Members  of  the  Committee,  our  future,  the 

future  of  research  in  America  and  America's  future  as  the  world 

leader  in  healthcare  advances,  depends  on  your  attention  to  these 
fundamental  requirements. 
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Mr.  Miller.  Mr.  Stokes. 

Mr.  Stokes.  No  questions,  Mr.  Chairman.  Appreciate  very  much 
the  testimony  of  this  gentleman  and  the  other  witnesses  this  morn- 
ing. We  thank  you  very  much. 

Mr.  Miller.  Thank  you.  We  stand  in  recess  now  until  10:00  to- 
morrow. 


Friday,  January  27,  1995. 

WITNESS 

JAMES   MERCHANT,    M.D.,   ASSOCIATION   OF   UNIVERSITY   ENVIRON- 
MENT HEALTH  SCIENCES  CENTERS 

Mr.  Porter.  This  is  the  fourth  of  eight  days  of  hearings  of  public 
witnesses  regarding  the  fiscal  year  1996  appropriation  for  the  de- 
partments and  agencies  under  the  jurisdiction  of  this  subcommit- 
tee. A  vote  on  the  Floor  has  just  been  called,  unfortunately.  We  will 
attempt  to  take  one  witness,  at  least,  before  I  will  have  to  leave 
to  vote,  and  we  will  begin  with  James  Merchant,  M.D.,  Association 
of  University  Environmental  Health  Sciences  Centers. 

Dr.  Merchant. 

Dr.  Merchant.  Mr.  Chairman,  Members  of  the  committee,  ladies 
and  gentlemen,  I  want  to  thank  you  for  giving  me  this  opportunity 
to  testify  on  behalf  of  appropriations  for  the  National  Institute  of 
Environmental  Health  Sciences  and  especially  for  the  NIEHS-sup- 
ported  environmental  health  sciences  centers  program. 

My  name  is  Jim  Merchant.  I  am  the  Director  of  the  Environ- 
mental Health  Sciences  Research  Center  at  the  University  of  Iowa 
and  President  of  the  Association  of  the  University  Environmental 
Health  Sciences  Center. 

The  mission  of  the  National  Institute  of  Environmental  Health 
Sciences  is  science-based  disease  prevention.  Likewise,  the  major 
goal  of  the  environmental  health  sciences  centers  is  research  and 
community  outreach  aimed  at  disease  prevention,  especially  for 
women,  children,  and  minorities,  who  are  the  most  vulnerable  to 
many  environmental  exposures.  In  fact,  I  think  it  is  safe  to  say 
that  NIEHS  is  the  prevention  institute.  While  NIEHS  focuses  on 
prevention  and  is  still  one  of  the  smallest  NIH  institutes,  it  has 
world  class  scientists.  NIEHS  scientists  helped  clone  the  breast 
cancer  susceptibility  gene  and  Martin  Rodbell,  1994  Nobel  Laure- 
ate in  physiology,  did  much  of  his  research  at  NIEHS. 

The  Association  of  University  Environmental  Health  Sciences 
Centers  represents  22  university-based  environmental  health 
science  and  marine  research  centers,  and  three  developmental  cen- 
ters. They  are  located  all  across  the  United  States.  In  the  20  years 
of  their  existence,  these  centers  have  contributed  substantially  to 
prevention  of  environmentally  related  diseases  in  the  United  States 
and  abroad.  Research  conducted  in  our  centers  has  provided  fun- 
damental knowledge  and  strategies  for  preventing  childhood  lead 
poisoning,  asbestosis,  and  other  asbestos-related  diseases,  environ- 
mentally related  asthma  and  other  diseases  from  air  pollution,  and 
many  other  environmental  cancers.  The  savings  in  human  suffer- 
ing and  medical  care  costs  that  have  resulted  from  this  research 
have  been  enormous. 

(393) 
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And  I  cite  in  the  testimony  and  give  further  examples  of  some 
of  the  contributions  of  the  environmental  health  centers,  and  these 
are  but  a  few  examples  of  the  important  biomedical  research  con- 
ducted by  NIEHS  and  its  national  network  of  environmental  health 
sciences  centers. 

These  centers  also  provide  a  critically  important  national  re- 
source in  the  face  of  environmental  disasters.  In  the  great  Mid- 
western flood  of  1993,  our  Iowa  center  provided  extensive  consulta- 
tion and  technical  assistance  to  FEMA,  State  agencies,  and  relief 
organizations  about  environmental  contamination  resulting  from 
flooding. 

Technical  assistance  documents  on  control  of  flood-related  envi- 
ronmental hazards  have  recently  been  sent  to  the  States  of  Geor- 
gia, Texas,  and  California.  I  want  to  also  note,  Mr.  Chairman,  that 
in  the  last  few  years,  the  NIEHS  centers  have  redoubled  their  ef- 
forts to  work  with  and  educate  local  communities  on  matters  of  en- 
vironmental health.  That  the  NIEHS  centers  have  done  this  in  a 
time  of  shrinking  budgets  gives  testimony  to  the  larger  mission 
they  are  fulfilling  for  the  Nation. 

Mr.  Chairman,  I  know  you  understand  and  appreciate  the  envi- 
ronmental hazards  existing  in  our  communities.  We  all  want  to 
prevent  environmental  diseases,  but  at  the  same  time  our  strate- 
gies must  be  based  on  the  best  possible  science  and  risk  assess- 
ments. Without  the  very  best  science  we  risk  not  providing  enough 
protection,  or  conversely,  the  risk  of  unnecessary  public  concern 
and  public  expense.  This  is  a  key  reason  why  the  research  con- 
ducted at  NIEHS  centers  is  so  important  to  our  Nation's  health. 
Sound  scientific  data  allows  sound  public  policy. 

Finally,  Mr.  Chairman,  I  want  to  thank  you  for  your  personal 
support  of  the  recently  announced  international  training  and  re- 
search initiative  in  environmental  and  occupational  health.  This 
new  initiative  led  by  the  Fogarty  International  Center,  in  collabo- 
ration with  NIEHS  and  NIOSH,  will  help  develop  badly  needed  en- 
vironmental health  training  and  collaborative  research  in  many 
heavily  polluted  countries,  such  as  those  in  Eastern  Europe,  the 
site  of  some  of  the  world's  worst  environmental  contamination. 

In  conclusion,  Mr.  Chairman,  while  the  concern  of  the  American 
public  and  the  Congress  about  environmental  diseases  and  environ- 
mental health  hazards  continues  to  increase,  our  research  capacity 
in  environmental  health  is  actually  less  than  it  was  10  years  ago. 
We  understand  full  well  your  severe  budget  constraints.  But  we 
would  like  to  advocate  that  this  committee  take  a  serious  look  at 
the  environmental  health  needs  of  our  country  in  making  your  de- 
cisions about  funding  for  the  various  NIH  institutes.  We  strongly 
believe  that  the  NIEHS,  in  response  to  the  environmental  chal- 
lenges facing  the  country,  deserves  an  increased  appropriation  in 
the  5  to  6  percent  range.  While  the  scientific  opportunities  and  en- 
vironmental health  needs  would  justify  a  much  larger  increase,  any 
increase  you  could  give  to  NIEHS  will  be  a  good  investment  in  ex- 
cellent science  and  effective  prevention  efforts  targeting  the  envi- 
ronmental health  needs  of  our  citizens.  Thank  you. 

Mr.  Porter.  Dr.  Merchant,  thank  you  very  much  for  coming  out 
from  Iowa  to  testify  this  morning.  Your  written  statement  will  be 
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received  in  the  record,  and  we  appreciate  your  testimony  this 
morning. 

The  subcommittee  will  stand  in  recess  briefly  for  this  vote  and 
then  we  will  resume  our  hearing. 

[Brief  Recess.] 

[The  prepared  statement  of  James  A.  Merchant,  MD  follows:! 
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Mr.  Chairman,  members  of  the  committee,  ladies  and  gentlemen.  I  want  to 
thank  you  for  giving  me  this  opportunity  to  testify  on  behalf  of  appropriations  for  the 
National  Institute  of  Environmental  Health  Sciences  and  especially  for  the  NIEHS 
supported  Environmental  Health  Sciences  Centers  Program.  My  name  is  Jim 
Merchant  and  I  am  the  Director  of  the  Environmental  Health  Sciences  Research 
Center  at  The  University  of  Iowa  and  the  President  of  the  Association  of  University 
Environmental  Health  Sciences  Centers. 


The  mission  of  the  National  Institute  of  Environmental  Health  Sciences  is 
science-based  disease  prevention.  Likewise,  the  major  goal  of  the  environmental 
health  sciences  center  is  research  and  community  outreach  aimed  at  disease 
prevention  -  especially  for  women,  children  and  minorities  who  are  most  vulnerable  to 
many  environmental  exposures.  In  fact,  I  think  it  is  safe  to  say  that  NIEHS  is  lfce. 
prevention  institute.  While  NIEHS  focuses  on  prevention,  and  is  still  one  of  the 
smallest  NIH  institutes,  it  has  world  class  scientists.  NIEHS  scientists  helped  clone  the 
Breast  Cancer  Susceptibility  Gene  and  Martin  Rodbell,  1994  Nobel  Laureate  in 
Physiology,  did  much  of  his  research  at  NIEHS. 


The  Association  of  University  Environmental  Health  Centers  represents  22 
university-based  environmental  health  science  and  marine  research  centers,  and 
three  developmental  centers.  They  are  located  all  across  the  United  States.  In  the  20 
years  of  their  existence,  these  centers  have  contributed  substantially  to  the  prevention 
of  environmentally  related  diseases  in  the  United  States  and  abroad.  Research 
conducted  in  our  centers  has  provided  fundamental  knowledge  and  strategies  for 
preventing  childhood  lead  poisoning,  asbestosis,  and  environmentally-related  asthma 
and  cancer.  The  savings  in  human  suffering  and  medical  care  costs  that  have  resulted 
from  this  research  have  been  enormous. 


Let  me  site  a  few  specific  examples  of  how  the  work  of  the  environmental  health 
science  centers  sponsored  by  NIEHS  has  prevented  disease. 

(1)  Lead  poisoning  is  epidemic  among  young  children  in  the  United  States. 
It  affects  children  of  all  races  and  ethnic  groups,  but  it  is  especially  prevalent  among 
minority  children  in  our  cities.  It  is  estimated  that  at  least  3  million  children  have 
elevated  blood  lead  levels.  Research  conducted  by  the  Environmental  Health 
Science  Centers  at  Harvard  University  and  the  University  of  Cincinnati  demonstrated 
that  even  low  level  lead  exposure  resulted  in  adverse  health  effects  -  this  has  led  to 
increased  prevention  efforts  so  that  today  fewer  American  children  suffer  the 
debilitating  effects  of  lead  poisoning. 

(2)  Asbestos  contaminated  hundreds  of  thousands  of  homes,  schools,  public 
buildings,  and  factories  exposing  tens  of  millions  of  people  from  the  1930's  until  the 
1980's.  In  fact  by  the  year  2000,  an  estimated  300,000  Americans  will  have  died  of 


diseases  caused  by  asbestos.  Research  conducted  at  the  Environmental  Health 
Sciences  Centers  at  Mt.  Sinai  in  New  York  and  Johns  Hopkins  University  made 
possible  the  development  of  preventive  strategies  that  are  in  place  today.  Had  the 
NIEHS  Environmental  Health  Sciences  Centers  not  existed,  I  think  it's  fair  to  say  that 
the  current  epidemic  could  well  have  been  far  worse,  asbestos  would  still  be  more 
widely  used,  and  the  death  toll  from  asbestos  induced  lung  fibrosis  and  cancer  would 
likely  extend  even  farther  into  the  next  century. 

(3)  Air  pollution  from  power  plants  and  automobiles  puts  millions  of 
Americans  at  increased  risk  to  environmental  asthma  and  chronic  bronchitis.  NIEHS 
centers  at  Harvard  and  New  York  University  provided  the  comprehensive  scientific 
basis  for  air  pollution  control.  This  research  has  identified  the  most  hazardous 
components  of  air  pollution  and  has  led  to  significantly  improved  control  technologies. 

(4)  Mr.  Chairman,  The  University  of  Iowa  Center  has  studies  now  underway 
that  will  assess  the  extent  of  the  risk  posed  by  radon  to  Iowa  residents  -  a  state  where 
over  70%  of  the  homes  exceed  the  current  recommended  health  advisory  level.  The 
research  we  are  conducting  on  non-smoking  women,  together  with  detailed 
assessments  of  radon  levels  over  many  years,  will  provide  us  all  with  more  precise 
guidelines  as  to  the  true  health  risk  associated  with  radon. 

(5)  Recent  research  undertaken  by  the  Mt.  Sinai  Center  and  the  New  York 
University  Environmental  Health  Sciences  Center  has  provided  evidence  for  the 
possible  association  between  DDT  and  female  breast  cancer.  DDT  is  one  of  several 
environmental  toxicants  that  mimic  the  female  hormone  estrogen  and  could  well  play  a 
role  in  hormone-related  cancers  like  breast  cancer.  It  is  extremely  important  if  we  can 
show  that  at  least  some  cases  of  breast  cancer  may  be  prevented  by  reducing  certain 
environmental  exposures.  You  will  recall  that  it  was  recently  announced  that  research 
supported  by  the  National  Institute  of  Environmental  Health  Sciences  had  resulted  in 
the  cloning  of  a  breast  cancer  susceptibility  gene  called  BRCA1 .  This  is  a  major 
breakthrough  in  the  nation's  breast  cancer  research  effort  to  develop  a  diagnostic  test 
that  would  prevent  many  unnecessary  breast  cancer  deaths. 


These  are  but  a  few  examples  of  the  important  biomedical  research  conducted 
by  NIEHS  and  its  national  network  of  Environmental  Health  Sciences  Centers.  These 
centers  also  provide  a  critically  important  national  resource  in  the  face  of 
environmental  disasters.  In  the  great  midwestem  flood  of  1993,  our  Iowa  center 
provided  extensive  consultation  and  technical  assistance  to  FEMA,  state  agencies  and 
relief  organizations  about  environmental  contamination  resulting  from  flooding. 
Technical  assistance  documents  on  control  of  flood-related  environmental  hazards 
have  recently  been  sent  to  the  states  of  Georgia,  Texas  and  California.  I  want  to  also 
note,  Mr.  Chairman,  that  in  the  last  few  years  the  NIEHS  Centers  have  redoubled  their 
efforts  to  work  with  and  educate  local  communities  on  matters  of  environmental  health. 
That  the  NIEHS  Centers  have  done  this  in  a  time  of  shrinking  budgets  gives  testimony 
to  the  larger  mission  they  are  fulfilling  for  the  nation. 


Mr.  Chairman,  I  know  you  understand  and  have  appreciation  for  the  health 
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hazards  caused  by  environmental  exposures.  We  all  want  to  prevent  environmental 
diseases,  but  at  the  same  time  our  strategies  must  be  based  on  the  best  possible 
science  and  risk  assessments.  Without  the  very  best  science  we  risk  not  providing 
enough  protection,  or  conversely,  the  risk  of  unnecessary  public  concern  and  public 
expense.  This  is  a  key  reason  why  the  research  conducted  at  NIEHS  Centers  is  so 
important  to  our  nation's  health.  Sound  scientific  data  allows  sound  public  policy. 

Finally,  Mr.  Chairman,  I  want  to  thank  you  for  your  personal  support  of  the 
recently  announced  international  training  and  research  initiative  in  environmental  and 
occupational  health.  This  new  initiative  led  by  the  Fogarty  International  Center,  in 
collaboration  with  NIEHS  and  NIOSH,  will  help  develop  badly  needed  environmental 
health  training  and  collaborative  research  in  many  heavily  polluted  countries,  such  as 
those  in  Eastern  Europe,  the  site  of  some  of  the  world's  worst  environmental 
contamination. 


In  conclusion,  Mr.  Chairman,  while  the  concern  of  the  American  public  and  the 
Congress  about  environmental  diseases  and  environmental  health  hazards  continues 
to  increase,  our  research  capacity  in  environmental  health  is  actually  less  than  it  was 
ten  years  ago.  We  understand  full  well  your  severe  budget  constraints.  But,  we  would 
like  to  advocate  that  this  committee  take  a  serious  look  at  the  environmental  health 
needs  of  our  country  in  making  your  decisions  about  funding  for  the  various  NIH 
institutes.  We  strongly  believe  that  the  NIEHS,  in  response  to  the  environmental 
challenges  facing  the  country,  deserves  an  increased  appropriation  of  at  least  6%. 
While  the  scientific  opportunities  and  environmental  health  needs  would  justify  a  much 
larger  increase,  any  increase  you  can  provide  the  NIEHS  will  be  a  sound  investment 
in  excellent  science  and  effective  prevention  efforts  targeting  the  environmental  health 
needs  of  our  citizens. 
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Friday,  January  27,  1995. 

WITNESS 
DOUGLAS  E.  LUND,  AMERICAN  DIABETES  ASSOCIATION 

Mr.  Bonilla  [presiding].  If  I  could  have  your  attention,  please, 
Chairman  Porter  asked  me  to  reconvene  the  hearing  until  he  re- 
turns, so  at  this  time  we  are  going  to  proceed  with  Douglas  Lund 
with  the  American  Diabetes  Association. 

Mr.  Lund.  Thank  you,  Mr.  Chairman  and  Members  of  the  sub- 
committee, and  good  morning  to  you.  My  name  is  Douglas  Lund 
and  I  am  Chairman  of  the  Board  of  the  American  Diabetes  Associa- 
tion. It  is  a  voluntary  health  agency  that  has  as  its  primary  con- 
stituency some  14  million  Americans  who  have  diabetes. 

As  I  begin,  there  are  three  things  I  would  like  you  to  be  aware 
of:  First,  that  I  am  a  volunteer.  I  have  been  a  volunteer  for  the 
ADA  for  about  16  years  now  and  I  am  a  volunteer  because  I  believe 
in  the  mission  of  the  American  Diabetes  Association.  Secondly,  that 
I  am  neither  a  physician  nor  a  scientist.  My  income  is  not  deter- 
mined by  medical  fees  or  by  research  grants,  and,  lastly,  and  prob- 
ably most  importantly  to  me,  I  have  a  son  with  diabetes.  He  was 
diagnosed  when  he  was  six  years  old.  Jason  is  now  26. 

Diabetes  has  been  part  of  my  family  for  20  years.  In  1975  when 
he  was  diagnosed,  his  life  expectancy  was  shorter  than  mine.  It 
was  likely  that  both  my  wife  and  I  would  outlive  him.  Today, 
through  the  advances  that  have  come  about  as  a  result  of  bio- 
medical research,  a  child  with  diabetes  has  the  possibility,  not  the 
probability,  or  even  the  likelihood,  but  the  possibility  of  living  a 
long  and  very  productive  life,  and  for  that  I  am  extremely  grateful. 

But  I  would  also  like  to  educate  you  on  the  terrible  burden  that 
diabetes  inflicts  upon  this  country  and  its  people.  The  costs  in  little 
green  back  dollar  bills  are  easy  to  identify.  It  is  $92  billion  per 
year.  That  is  what  a  study  done  by  the  CDC  done  three  years  ago 
just  came  up  with.  Half  of  those  costs  are  costs  for  medical  serv- 
ices. The  other  half  is  lost  productivity.  It  is  undoubtedly  more 
than  that  today. 

The  cost  in  human  suffering  is  even  more  staggering.  The  sim- 
plest description  I  can  give  you  about  diabetes  is  that  it  affects  the 
body's  ability  to  convert  blood  sugar  into  energy  and  there  are  two 
types  of  diabetes.  Type  I,  or  juvenile  diabetes,  when  the  body  pro- 
duces no  insulin  and  roughly  two  to  six  injections  are  required 
every  day  just  to  survive.  There  are  roughly  one  million  Americans 
in  the  United  States  today  that  have  Type  I  diabetes.  There  are  an- 
other 13  million  who  have  Type  II.  This  is  where  the  body  doesn't 
quite  know  what  to  do  with  the  insulin  it  does  produce  or  doesn't 
produce  enough  insulin,  and  Type  II  diabetes  is  characterized  by  a 
very  lengthy  process  and,  quite  frankly,  results  in  six  million  cases 
of  diabetes  going  undiagnosed  as  we  speak  today.  People  who  won't 
find  out  that  they  have  diabetes  until  they  are  admitted  to  a  hos- 
pital emergency  room  with  a  stroke  or  cardiac  arrest  or  the  skin 
lesion  on  their  foot  that  won't  heal. 

You  see,  both  Type  I  and  Type  II  diabetes  are  characterized  by 
high  blood  sugar  levels  and  high  blood  sugar  levels  cause  the  com- 
plications of  diabetes.  Last  year  alone,  over  160,000  American  citi- 
zens died  from  the  complications  of  diabetes.  That  is  the  combined 
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population  of  Tupelo,  Mississippi;  Eureka,  California;  Hot  Springs, 
Arkansas;  Bradenton,  Florida;  and  Bartlesville,  Oklahoma. 

Diabetes  is  the  leading  cause  of  blindness  in  people  ages  25  to 
74.  Approximately  27,000  people  will  go  blind  this  year  because  of 
diabetes.  That  is  the  entire  population  of  Superior,  Wisconsin. 

A  person  with  diabetes  is  28  times  more  likely  to  have  a  leg  am- 
putated. Over  54,000  people  will  lose  a  leg  or  foot  this  year  because 
of  diabetes.  That  is  everyone  who  lives  in  Calvert  County,  Mary- 
land. 

People  with  diabetes  are  up  to  four  times  more  likely  to  have 
heart  disease.  More  than  77,000  people  will  die  this  year  from 
heart  disease  caused  by  their  diabetes.  That  is  like  wiping  out  the 
entire  city  of  Evanston,  Illinois. 

The  people  with  diabetes  are  five  times  more  likely  to  suffer  from 
a  stroke.  Each  year,  nearly  11,000  people  die  from  a  stroke  caused 
by  their  diabetes.  That  is  the  combined  populations  of  Terrell,  Lov- 
ing, Kinney,  Jeff  Davis,  Hudspeth  and  Edwards  County  in  Texas. 

And  kidney  disease,  diabetes  accounts  for  one-third  of  all  cases 
of  kidney  failure,  the  kind  that  requires  transplant  or  dialysis. 
Nearly  13,000  people  began  treatment  last  year  for  kidney  failure 
because  of  diabetes.  That  is  the  same  number  of  people  that  live 
in  Scarsdale,  New  York. 

These  statistics  and  others  just  like  them  have  convinced  me 
that  diabetes  is  a  major,  major  public  health  problem.  And  the  fed- 
erally funded  research  and  public  health  programs  are  absolutely 
essential  if  the  burden  of  diabetes  is  ever  going  to  be  reduced.  And 
because  of  the  support  of  this  subcommittee,  the  NIH  has  become 
and  is  the  leading  biomedical  research  agency  in  the  world,  bar 
none,  that  has  brought  us  a  10-year  study  called  the  Diabetes  Con- 
trol and  Complications  Trial,  which  proved  conclusively  that  con- 
trolling blood  sugar  levels  can  and  does  prevent  complications. 

That  study  was  funded  by  the  NIDDK.  It  has  just  become  a  dia- 
betes prevention  trial  for  both  Type  I  and  Type  II  diabetes.  It  has 
become  a  major  project  in  genetic  research  aimed  at  gaining  a 
greater  understanding  of  what  is  in  a  person's  DNA  that  causes  di- 
abetes in  the  first  place.  Because  of  this  subcommittee,  the  CDC 
Division  of  Diabetes  Translation  has  been  able  to  expand  its  efforts 
in  the  public  health  arena. 

The  CDC  now  funds  local  diabetes  programs  in  all  but  nine 
States  and  territories.  Two  States  without  such  funding  are  Arkan- 
sas and  Mississippi.  The  full  impact  of  diabetes  will  be  diminished 
only  when  such  programs  as  these  Operate  on  a  nationwide  level. 

Mr.  Chairman,  and  Members  of  the  subcommittee,  the  American 
Diabetes  Association  recommends  the  following  funding  levels  for 
fiscal  year  1996:  For  the  National  Institutes  of  Health,  $13  billion; 
for  the  National  Institute  of  Diabetes,  digestive  and  kidney  dis- 
orders, $849  million;  for  the  Centers  for  Disease  Control  and  Pre- 
vention, $2.25  billion;  for  the  CDC  Division  of  Diabetes  Trans- 
lation, $60  million.  These  funding  levels  have  been  endorsed  by 
both  the  Ad  Hoc  Group  for  Medical  Research  and  the  CDC  Coali- 
tion. 

Believe  me,  we  recognize  the  fiscal  constraints  that  this  sub- 
committee must  work  under,  particularly  this  year,  but  these  levels 
represent  opportunities  that  are  now  available  to  defeat  diabetes 
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and  at  the  same  time  have  a  substantial  impact  on  blindness,  on 
heart  disease,  on  stroke,  and  on  kidney  disease,  all  in  one  package. 

Thank  you,  Mr.  Chairman,  for  allowing  me  to  be  here  today. 

Mr.  Bonilla.  Thank  you,  Mr.  Lund,  and  I  appreciate  your  testi- 
mony this  morning. 

[The  prepared  statement  of  Douglas  E.  Lund  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Douglas  E.  Lund,  Chair  of  the 
Board  of  the  American  Diabetes  Association.  I  appreciate  the  opportunity  to  present  testimony 
before  you  today  on  the  fiscal  year  1996  funding  of  research  supported  by  the  National  Institutes 
of  Health  and  the  prevention  and  control  activities  supported  by  the  Centers  for  Disease  Control 
and  Prevention.  I  also  appreciate  the  opportunity  to  speak  to  you  today  about  the  terrible  burden 
diabetes  inflicts  upon  this  nation. 

Diabetes  is  a  disease  that  affects  the  body's  ability  to  convert  blood  sugar  into  energy. 
There  are  two  forms  of  diabetes,  type  I,  known  as  insulin-dependent  diabetes,  and  type  II, 
known  as  non-insulin  dependent  diabetes.  Type  I  is  usually  what  the  public  equates  with 
diabetes.  This  may  be  due  to  the  peculiarities  of  this  form  of  the  disease.  Type  I  usually  strikes 
children  and  young  adults  and  is  characterized  by  the  body's  inability  to  produce  insulin.  Since 
the  body  does  not  produce  insulin,  multiple  daily  injections  of  insulin  are  required  in  order  to 
survive.  Type  I  diabetes  develops  rapidly,  usually  over  the  span  of  several  weeks  and  has  severe 
and  recognizable  symptoms.  For  these  reasons,  nearly  everyone  with  type  I  diabetes  has  been 
diagnosed  with  the  disease.  However,  just  5-10%  of  the  nearly  14  million  cases  of  diabetes  are 
type  I. 

Type  II  diabetes  is  the  far  more  prevalent  form  of  the  disease.  It  is  different  in  many 
ways  from  type  I.  For  example,  type  II  diabetes  usually  strikes  individuals  who  are  over  age 
forty.  While  individuals  with  type  n  are  able  to  produce  insulin,  their  body  is  not  able  to  use 
it  effectively.  While  insulin  injections  may  be  required  in  advanced  stages,  type  II  can  often  be 
regulated  through  modification  of  diet,  exercise  and  oral  drugs.  Type  II  diabetes  develops  over 
an  extended  period  of  time,  a  span  of  many  years.  And  the  clearly  identifiable  warning  signs 
typified  by  type  I  diabetes  are  not  necessarily  associated  with  type  II.  Because  of  this,  more 
than  6  million  Americans  have  undiagnosed  type  II  diabetes. 

Despite  these  major  differences,  both  type  I  and  type  II  diabetes  can  be  effectively 
managed  by  the  afflicted  individual.  The  medical  research  which  led  to  the  development  of 
insulin  in  1921  has  enabled  millions  of  individuals  with  type  I  diabetes  to  live  long  and 
productive  lives.  Medical  research  has  also  resulted  in,  and  continues  to  result  in,  effective 
treatment  regimens  for  the  many  millions  of  Americans  with  type  II.  This  has  enabled  many 
millions  more  Americans  with  diabetes  to  live  longer  and  healthier  lives.  But  one  of  the  central 
paradoxes  of  diabetes  hinges  on  the  fact  that  because  one  can  live  for  many  years  with  the 
disease,  its  consequences  are  severely  under-appreciated  by  the  general  public  and  health  care 
professionals. 

One  of  the  commonalities  of  type  I  and  type  II  diabetes  is  that  both  are  characterized  by 
elevated  blood  sugar  levels.  Because  both  types  of  diabetes  obstruct  the  body's  ability  to 
produce  or  use  insulin,  which  converts  blood  sugar  into  energy,  nearly  all  individuals  with 
diabetes  must  rely  on  an  outside  mechanism  to  regulate  their  blood  sugar  levels.  This  outside 
regulation  of  blood  sugar  levels  causes  individuals  with  either  type  I  or  type  II  diabetes  to 
experience  extremely  high  levels  of  sugar  in  their  blood.  And  in  the  13  million  Americans  with 
type  II  diabetes,  elevated  blood  sugar  levels  can  be  sustained  for  extended  periods  of  time,  with 
an  insidiously  silent  affect  on  their  health.  This  is  a  reason  why  so  many  millions  of  Americans 
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remain  undiagnosed. 

These  elevated  blood  sugar  levels  are  the  primary  cause  of  the  complications  of  diabetes. 
And  elevated  blood  sugar  levels  are  found  in  all  people  with  diabetes,  particularly  in  those  who 
remain  undiagnosed  or  who  do  not  manage  their  condition  properly.  These  elevated  blood  sugar 
levels  cause  substantial  long-term  damage  to  the  body's  blood  vessel  system.  Damage  to  this 
network  of  vessels,  in  turn,  causes  extensive  damage  to  many  of  the  body's  essential  organ 
systems.  This  damage  to  major  organ  systems  is  what  we  refer  to  when  we  talk  about  the 
complications  of  diabetes. 

The  complications  resulting  from  elevated  blood  sugar  levels  are  staggering.  Each  year 
the  complications  of  diabetes  result  in  the  deaths  of  more  than  160,000  Americans.  That  is 
equivalent  to  the  combined  populations  of  Tupelo,  Mississippi;  Eureka,  California;  Hot  Springs, 
Arkansas;  Bradenton,  Florida,  and  Bartlesville,  Oklahoma.  And  because  diabetes  is  a  disease 
that  one  can  have  for  many  years,  the  effect  of  elevated  blood  sugar  levels  are  devastating  in  the 
individual  and  in  the  aggregate.  Many  hundreds  of  thousands  of  Americans  suffer  from  these 
complications  of  diabetes: 


Elevated  blood  sugar  levels  causes  extensive  damage  to  the  tiny 
blood  vessels  in  the  human  eye.  Consequently,  diabetes  is  the  leading  cause  of 
blindness  in  people  ages  25-74.  The  Centers  for  Disease  Control  and  Prevention 
estimate  that  approximately  27,000  people  go  blind  each  year  because  of  diabetes. 
This  is  roughly  equivalent  to  the  population  of  Superior.  Wisconsin. 

Amputations  —  Elevated  blood  sugar  levels  cause  extensive  damage  to  the 
circulatory  system  in  lower  body  extremities.  Consequently,  the  risk  of  a  leg 
amputation  is  27.7  times  greater  for  a  person  with  diabetes  than  the  general  U.S. 
population.  Approximately  54,000  people  lose  their  leg  or  foot  each  year  because 
of  their  diabetes.  This  is  roughly  equivalent  to  the  population  of  Calvert  county. 
Maryland. 

Heart  disease  -  Elevated  blood  sugar  levels  cause  major  damage  to  the  blood 
vessels  of  the  human  heart.  Therefore,  people  with  diabetes  are  approximately 
2  to  4  times  more  likely  to  have  heart  disease  than  individuals  without  diabetes. 
It  is  estimated  that  more  than  77,000  people  die  each  year  from  heart  disease 
caused  by  their  diabetes.  This  is  roughly  equivalent  to  the  population  of 
Evanston.  Illinois. 

Stroke  -  Strokes  are  caused  by  ruptures  in  the  tiny  blood  vessels  of  the  brain. 
These  vessels  can  be  extensively  damaged  by  elevated  blood  sugar  levels. 
Therefore,  people  with  diabetes  are  5  times  more  likely  to  suffer  a  stroke  than 
individuals  who  do  not  have  diabetes.  It  is  estimated  that  nearly  1 1 ,000  people 
die  each  year  from  stroke  cause  by  their  diabetes.  This  is  roughly  equivalent  to 
the  pombined  populatipn  pf  Terrell,  Lovinft,  Kinney,  Jeff  Davis,  Hudspeth  and 
Edwards  counties,  Texas. 
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Kidney  disease  ~  Elevated  blood  sugar  levels  also  cause  damage  to  the  blood 
vessels  of  the  human  kidney.  Consequently,  diabetes  accounts  for  nearly  1/3  of 
all  cases  of  kidney  failure,  which  requires  a  transplant  or  dialysis,  each  year. 
Nearly  13,000  people  initiated  treatment  last  year  for  kidney  failure  because  of 
their  diabetes.  This  is  roughly  equivalent  to  the  population  of  Scarsdale.  New 
York. 


Clearly  diabetes  and  its  resultant  complications  pose  a  major  health  risk  to  America. 
Fortunately,  there  are  several  tools  which  can  be  used  to  improve  these  bleak  statistics.  One  is 
medical  research.  As  noted,  medical  research  has  enabled  millions  of  Americans  with  diabetes, 
both  type  I  and  type  II,  to  live  longer  and  better  lives.  It  is  incumbent  upon  the  United  States 
to  continue  its  role  as  the  world  leader  in  the  field  of  biomedical  research.  Public  health 
programs  must  also  be  strengthened  and  expanded  if  we  are  to  effectively  diminish  the  impact 
of  diabetes  and  other  chronic  diseases.  These  federally  funded  programs  are  essential  if  we  are 
to  translate  research  findings  into  practice  and  help  the  millions  of  Americans  who  have  diabetes 
and  those  who  do  not  yet  know  they  have  it. 

The  National  Institutes  of  Health  (NIH)  is  the  leading  biomedical  research  agency  in  the 
world.  It  must  continue  to  foster  cutting  edge  research  if  a  prevention  and  a  cure  for  diabetes 
are  to  be  found.  Recent  NIH  research  has  been  instrumental  in  providing  insights  into  diabetes, 
its  complications,  and  effective  intervention  strategies  and  treatments.  Most  notably,  the 
Diabetes  Control  and  Complications  Trial  (DCCT),  funded  by  the  National  Institute  of  Diabetes 
and  Digestive  and  Kidney  Diseases  (NIDDK),  found  that  maintaining  blood  sugar  levels  as  close 
to  normal  as  possible  delays  the  complications  of  diabetes. 

Other  federally  funded  medical  research  has  also  yielded  positive  results.  Currently,  NTH 
researchers,  primarily  through  the  NIDDK,  but  also  funded  through  as  many  as  ten  separate  NIH 
institutes,  including  the  National  Heart,  Lung  and  Blood  Institute  and  the  National  Eye  Institute, 
have  been  making  great  progress  in  the  fight  against  diabetes.  Two  of  the  most  exciting 
initiatives  are  the  type  I  and  type  II  Diabetes  Prevention  Trials.  These  long-term  studies  are 
focusing  on  finding  ways  to  prevent  the  onset  of  diabetes  in  individuals  at  risk  for  developing 
the  disease.  Researchers  are  also  making  progress  on  better  understanding  the  genetics  of  both 
type  I  and  type  II  diabetes  and  the  role  of  environmental  factors  in  the  onset  of  type  I  diabetes. 
The  findings  may  lead  to  a  cure  for  diabetes. 

Like  the  federal  government,  the  American  Diabetes  Association  funds  a  variety  of 
diabetes  research  projects.  With  assistance  from  the  Allied-Signal  Foundation,  the  American 
Diabetes  Association  started  its  Genetics  of  Non- insulin  Dependent  Diabetes  Study  (GENNED), 
which  is  investigating  the  molecular  genetics  of  type  II  diabetes.  And  in  the  field  of  prevention, 
the  Association  has  joined  the  NIDDK  in  supporting  the  Diabetes  Prevention  Trial  for  type  I  and 
has  funded  numerous  investigators  focusing  on  the  prevention  of  diabetes.  Furthermore,  the 
Association  supports  basic  science  research  projects  which  will  allow  for  a  better  understanding 
of  the  underlying  causes  of  diabetes. 

But  we  know  first  hand  that  privately  financed  biomedical  research  will  not  be  sufficient 
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to  conquer  diabetes  and  its  devastating  complications.  While  organizations  like  the  American 
Diabetes  Association  and  the  Juvenile  Diabetes  Foundation  International  designate  a  few  million 
dollars  for  diabetes  research  initiatives,  we  are  only  able  to  minimally  supplement  federal 
funding.  As  the  largest  financier  of  biomedical  research  in  this  country,  the  federal  government 
assumes  a  unique  role  in  the  effort  to  improve  America's  health  care.  And  because  investments 
in  medical  research  reap  future  dividends,  in  economic  and  human  terms,  it  is  critical  that  this 
unique  role  continues  to  grow. 

While  medical  research  is  an  essential  tool  for  diminishing  the  impact  of  diabetes  among 
Americans,  public  health  programs  and  services  which  translate  these  findings  into  practice  are 
equally  important.  By  empowering  people  at  the  local  level  with  skills  and  information,  we  can 
dramatically  reduce  the  number  of  Americans  affected  by  this  dreaded  disease.  Public/private 
partnerships,  so  effective  in  ensuring  high  quality  diabetes  research,  are  also  critically  needed 
if  we  are  to  be  successful  in  this  arena  as  well. 

The  American  Diabetes  Association  is  presently  working  towards  this  very  goal  with 
several  public  health-style  programs  of  its  own:  the  African  American  Diabetes  Program  and 
DAR  Hispanic  Outreach  program.  Working  in  conjunction  with  other  voluntary  health 
associations,  federal  governmental  agencies  and  private  industry,  the  Association  is  implementing 
these  programs  nationwide.  Their  goal  is  to  delay  the  onset  of  diabetes  and  to  reduce  the 
prevalence  of  diabetes-related  complications  in  the  African  American  and  Hispanic  communities. 
These  programs  seek  to  establish  an  effective  network  of  community-based  diabetes  activists  well 
versed  in  diabetes  and  diabetes  care  who  will  work  in  coalition  with  religious  institutions, 
community  centers  and  social  organizations.  But  as  with  medical  research,  we  can  only 
minimally  supplement  the  work  of  the  federal  government. 

And  continued  support  for  public  health  programs  is  critically  needed  from  the  federal 
government.  The  government  has  been  effective  in  its  efforts  to  reduce  the  burden  of  diabetes 
among  Americans  through  the  Centers  for  Disease  Control  and  Prevention  (CDC),  specifically 
its  Division  of  Diabetes  Translation.  This  program  is  presently  providing  funds  to  state  health 
departments  to  support  comprehensive  diabetes  prevention  and  control  activities.  Many  of  these 
programs  contain  elements  similar  to  the  American  Diabetes  Association's  African  American 
Diabetes  Program  and  DAR  in  that  they  seek  to  empower  individuals  with  the  tools  and 
information  they  need  to  reduce  the  burden  of  diabetes  in  their  community.  Many  state  health 
departments  have  reported  positive  results  in  this  area. 

These  preventive  health  measures  have  been  carried  out  primarily  through  the  state-based 
Diabetes  Control  Programs.  Technical  and  financial  assistance  have  been  provided  to  the 
various  states'  health  departments  to  conduct  a  wide  range  of  preventive  services.  These 
programs  have  provided  eye  and  foot  examinations,  education  on  the  importance  of  diet  and 
exercise  and  prenatal  care  to  prevent  diabetes-related  infant  deaths.  These  programs  have  been 
very  successful  in  lessening  the  impact  of  diabetes  in  the  communities  in  which  they  operate. 

The  changing  face  of  health  care  in  America  is  necessitating  changes  in  the  way  the  CDC 
provides  these  diabetes-related  prevention  services.  Emphasis  on  quality  assurance,  public 
information  and  education,  social  marketing,  assuring  appropriate  utilization  of  available  care, 
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assessment  of  health  outcomes,  community-based  interventions  and  development  of  effective 
public  policy  will  characterize  public  health  activities  in  the  coming  years.  The  Division  of 
Diabetes  Translation  plans  to  incorporate  these  aggressive  new  strategies  in  their  prevention  and 
control  efforts. 

The  state-based  Diabetes  Control  Programs  will  reflect  this  changing  nature  of  public 
health  in  America.  These  programs  will  begin  to  move  away  from  the  highly  localized  care  and 
the  direct  delivery  of  services  which  currently  characterize  the  program.  Instead,  they  will 
provide  leadership  and  coordination  of  the  diabetes-related  preventive  services  of  a  state's  health 
department.  By  assuming  this  greater  role  in  coordinating  diabetes-related  prevention  activities, 
the  CDC  can  expand  its  services  to  reduce  the  impact  of  diabetes  in  America  without 
compromising  quality  of  care. 

Recognizing  the  prevalence  of  diabetes  and  the  effectiveness  of  the  Division  of  Diabetes 
Translation,  Congress  provided  for  a  generous  increase  in  funding  for  the  program's  fiscal  year 
1994  and  1995  operations.  This  increase  in  funding  has  allowed  the  Division  of  Diabetes 
Translation  to  expand  its  prevention  and  control  efforts  into  additional  states  and  territories.  It 
is,  however,  the  desire  of  the  American  Diabetes  Association  to  see  the  Division  of  Diabetes 
Translation  operate  on  a  nationwide  basis.  It  is  critical  that  this  program  operate  in  all  states 
and  territories  at  a  funding  level  that  will  allow  each  state  health  department  to  adequately 
address  the  problem  of  diabetes  in  its  communities. 

Much  of  this  country's  progress  in  diabetes  research  and  prevention  and  control  efforts 
is  due  to  this  subcommittee's  recognition  of  the  benefits,  in  human  and  economic  terms,  of  a 
strong  federal  investment  in  diabetes  research  and  prevention  programs.  However,  additional 
funding  must  be  provided  to  these  research  and  prevention  and  control  programs  if  the  burden 
of  diabetes  is  to  continue  to  diminish  in  this  country.  For  these  reasons,  the  American  Diabetes 
Association  recommends  the  following  fiscal  year  1996  funding  levels: 


Program 

FY  1996 
recommendation 

National  Institutes  of  Health 

$13  billion 

National  Institute  of  Diabetes,  Digestive  and  Kidney  Disease 

$849  million 

National  Heart,  Lung  and  Blood  Institute 

$1.5  billion 

National  Eye  Institute 

$345  million 

Centers  for  Disease  Control  and  Prevention 

$2.25  billion 

CDC  Division  of  Diabetes  Translation 

$60  million 

These  funding  levels  will  enable  these  programs  to  continue  their  work  towards 
preventing  and  curing  diabetes  and  to  improving  the  lives  of  all  people  with  diabetes.  I 
appreciate  the  opportunity  to  present  testimony  to  the  subcommittee. 
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Mr.  Bonilla.  You  know  that  I  have  personally  been  an  advocate 
of  funds  that  are  necessary  for  research  and  education  and  preven- 
tion. I  also  want  to  compliment  the  fine  work  that  the  ADA  does 
with  the  DAR  outreach  program  to  Hispanics. 

One  thing  that  I  wanted  to  ask  you  is,  because  a  lot  of  times  we 
have  diseases  and  ailments  that  sometimes  go  on  and  on  and  on 
and  although  progress  is  made,  we  never  find  a  cure.  Do  you  think 
this  will  be  the  next  one  we  find  a  cure  for? 

Mr.  LUND.  I  am  not  sure  if  it  will  be  the  next  one,  but  certainly 
we  are  on  the  track  in  two  specific  areas.  The  Type  I  diabetes, 
there  seems  to  be  a  real  relationship  between  the  onset  of  diabetes 
and  a  malfunction  of  the  autoimmune  system  whereby  the  body  at- 
tacks particular  cells  that  produce  insulin  in  the  body.  There  have 
been  laboratory  cases  where  that  has,  in  fact,  been  stopped  from 
happening.  Animals  that  should  have  diabetes  do  not  have  it  be- 
cause of  a  modification  of  the  autoimmune  system.  So  we  are  very 
close  on  that  particular  area. 

The  Type  II  diabetes,  there  seems  to  be  an  extremely  strong  rela- 
tionship between  a  person's  genetic  structure,  their  DNA,  and  a 
particular  part  of  that  molecule  that  clearly  causes  diabetes  in  peo- 
ple that  are  over  age  40,  and  as  this  population,  as  you  and  I  get 
older,  we  are  more  and  more  likely  to  be  in  that  particular  case, 
so  I  think  we  are  very,  very  much  closer  than  we  were  in  the  past. 

Mr.  Bonilla.  Mr.  Lund,  thank  you  for  being  here  today.  We  ap- 
preciate your  testimony  very  much. 

Mr.  Lund.  Thank  you. 


Friday,  January  27,  1995. 

WITNESS 

JOHN   KOVACH,   M.D.,   ASSOCIATION   OF  AMERICAN    CANCER   INSTI- 
TUTES 

Mr.  Bonilla.  Next,  we  have  Doctor  John  Kovach  with  the  Asso- 
ciation of  American  Cancer  Institutes. 

Dr.  Kovach.  Thank  you,  Mr.  Chairman. 

Mr.  Chairman,  Members  of  the  subcommittee,  ladies  and  gentle- 
men, I  want  to  thank  you  for  the  opportunity  to  appear  on  behalf 
of  the  Association  of  American  Cancer  Institutes. 

My  name  is  Doctor  John  Kovach,  President  of  the  AACI  and  Di- 
rector of  the  cancer  center  at  the  City  of  Hope,  Los  Angeles  Califor- 
nia. Up  until  this  past  June,  I  was  Director  of  the  center  in  the 
Mayo  Clinic  in  Rochester,  Minnesota. 

The  Association  of  American  Cancer  Institutes  represents  55  Na- 
tional Cancer  Institute  designated  comprehensive,  clinical,  and 
basic  science  cancer  research  centers,  and  an  additional  23  institu- 
tions with  large  cancer  care  and  research  programs.  Center  des- 
ignation by  NCI  is  given  on  a  highly  competitive  basis  to  those  cen- 
ters demonstrating  exceptional  capabilities  in  cancer  research  and 
in  cancer  care  prevention  and  outreach.  In  short,  NCI  designation 
is  tough  to  get  and  highly  valued  when  received. 

We  know  this  committee  understands  that  increased  support  for 
NIH  benefits  not  only  the  cancer  centers'  program  but  the  entire 
biomedical  infrastructure  of  the  Nation.  In  its  wisdom,  Congress 
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created  the  NIH,  the  most  effective  organization  in  the  world  for 
the  solicitation,  review,  and  funding  of  biomedical  research.  The 
programs  of  the  NIH  have  resulted  in  the  preeminence  of  the  Unit- 
ed States  in  biotechnology.  However,  because  funding  for  NIH  has 
been  relatively  flat  in  recent  years,  we  are  jeopardizing  the  Na- 
tion's future  as  the  world  leader  in  science. 

In  1971,  the  National  Cancer  Act  established  the  national  cancer 
center  program.  This  program  integrates  the  best  current  cancer 
practices  within  the  context  of  advancing  technology  to  improve  our 
understanding  of  cancer  causation  and  methods  of  prevention.  Can- 
cer centers  bring  together  the  expertise  necessary  to  make  the 
sometimes  very  difficult  recommendations  to  patients  for  whom  no 
current  therapy  is  known  to  be  effective.  Centers  provide  the  oppor- 
tunity for  some  of  these  patients  to  participate  in  highly  focused 
and  carefully  designed  clinical  trials  to  evaluate  promising  but  yet 
unproven  new  treatments. 

As  managed  health  programs  are  being  developed  in  an  effort  to 
curb  escalating  costs,  it  is  becoming  increasingly  difficult  for  cancer 
centers  to  provide  leadership  in  cancer  prevention  and  therapy. 
Without  stable  funding,  centers  will  not  be  able  to  support  the  next 
generation  of  young  scientists  interested  in  careers  in  clinical  re- 
search, and  perhaps  the  greatest  threat  is  that  patient  access  to 
centers  may  be  sharply  curtailed  by  financial  considerations.  In- 
deed, it  is  important  to  the  1.2  million  persons  who  will  be  diag- 
nosed with  cancer  this  year  to  have  guaranteed  access  to  state-of- 
the-art  care  and  be  assured  that  their  health  plans  will  cover  sci- 
entifically sound,  peer  review  approved  investigational  treatments. 

Cancer  centers  importantly  provide  the  benchmarks  for  assessing 
the  reasonableness  of  and  effectiveness  of  cancer  care.  In  the  ab- 
sence of  such  standards,  payers,  whether  private  or  governmental, 
have  no  way  to  assure  access  for  appropriate  care,  for  denying  in- 
appropriate care,  or  for  supporting  evaluation  of  new  treatments. 
Cancer  centers  are  also  the  leaders  in  reaching  out  to  the  medically 
underserved.  This  is  an  expectation  of  all  cancer  centers  and  a  re- 
quirement of  comprehensive  cancer  centers. 

Centers  also  lead  the  way  in  developing  more  effective  programs 
in  pain  control  and  improving  the  efficacy  of  psychosocial  support 
programs,  and  finally,  cancer  centers  are  focal  points  within  their 
regions  for  the  generation  of  extraordinary  levels  of  volunteerism 
and  private  philanthropy.  The  challenge  for  all  of  us  is  to  utilize 
this  outstanding  national  network  to  assure  the  best  and  most  cost- 
effective  care  for  the  cancer  patient  of  today  and  provide  support 
for  the  research  needed  to  realize  improved  methods  of  prevention, 
diagnosis,  and  treatment  for  the  cancer  patients  of  tomorrow. 

In  summary,  the  AACI  supports  the  request  of  the  National  Coa- 
lition for  Cancer  Research  for  a  6  percent  increase  in  NIH  funding. 
We  also  urge  your  committee  to  take  the  time  to  review  the  ele- 
ments of  the  bypass  budget  submitted  each  year  by  the  NCI  Direc- 
tor. This  document  delineates  in  detail  existing  scientific  opportuni- 
ties and  the  professional  needs  of  the  program  as  reviewed  by  the 
NCI  leadership. 

Finally,  we  ask,  that  any  health  care  legislation  assure  patients 
access  to  centers  and  coverage  for  improved  investigational  treat- 
ments. 
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Mr.  Chairman,  the  leaders  of  the  national's  cancer  centers  appre- 
ciate the  difficult  task  you  face  in  your  budget  deliberations.  We 
thank  you  for  your  leadership  on  behalf  of  biomedical  research. 

Mr.  Porter  [presiding].  Doctor  Kovach,  we  very  much  appreciate 
your  testimony  this  morning,  and  I  also  want  to  say  I  appreciate 
my  colleague  from  Texas  keeping  our  hearing  moving  right  along. 
Thank  you  for  being  with  us. 

Dr.  Kovach.  Thank  you. 

[The  prepared  statement  of  John  S.  Kovach,  MD  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  ladies  and  gentlemen.  I  want  to 
thank  you  for  the  opportunity  to  appear  before  you  on  behalf  of  the  Association  of 
American  Cancer  Institutes  (AACI).  My  name  is  Dr.  John  Kovach,  President  of  AACI 
and  Executive  Vice  President  for  Medical  and  Scientific  Affairs,  City  of  Hope  National 
Medical  Center  and  Director  of  the  National  Cancer  Institute-designated  Cancer 
Center  at  the  City  of  Hope,  Los  Angeles,  California. 

The  Association  of  American  Cancer  Institutes  represents  55  National  Cancer 
Institute-designated  "comprehensive",  "clinical",  and  "basic"  science  cancer  research 
centers,  and  an  additional  23  institutions  with  large  cancer  care  and  research 
programs.  Many  of  these  institutions  are  presently  seeking  NCI-cancer  center 
designation.    NCI  awards  this  designation  on  a  highly  competitive  basis  to  those 
centers  who  have  demonstrated  their  exceptional  capabilities  in  cancer  research 
meeting  benchmarks  for  their  programs  in  cancer  care,  prevention  and  outreach.  In 
short,  it  is  tough  to  get  and  highly  valued  when  received. 

Mr.  Chairman,  you  are  one  of  the  true  leaders  in  Congress  in  support  of  the  NIH. 
We  know  that  you  fully  understand  that  increased  support  for  NIH  will  benefit  not  only 
the  cancer  centers'  program,  but  the  entire  biomedical  infrastructure  of  the  nation.  In 
its  wisdom,  the  United  States  Congress  created  the  NIH,  the  most  effective 
organizational  structure  in  the  world  for  the  solicitation,  review  and  funding  of 
biomedical  research.  This  has  resulted  in  the  pre-eminence  of  the  United  States  in 
biotechnology.  But,  because  funding  for  the  National  Institutes  of  Health  has  been 
relatively  flat  in  recent  years,  we  are  jeopardizing  our  nation's  future  as  the  world 
leader  in  science.  For  instance,  in  1 971  the  success  rate  for  grant  applications 
submitted  to  the  National  Cancer  Institute  by  investigators  was  about  40%.  Since 
then,  the  rate  of  funding  for  the  National  Cancer  Institute  has  declined  to  about  22%.  A 
10%  budget  increase  in  FY  '96  would  provide  a  14%  improvement  in  funding  these 
research  project  grants.  No  matter  how  successful  our  targeted  efforts  are  in 
biomedical  research,  and  no  matter  how  innovative  our  pharmaceutical  companies 
are,  government  support  of  our  young  scientists  and  established  clinical  and  basic 
researchers  is  critical  if  they  are  to  use  their  expertise  for  the  benefit  of  the  country. 
Great  advances  in  cancer  research  are  right  on  the  horizon,  and  the  rapid  translation 
of  those  advances  from  the  laboratory  to  the  patient  is  central  to  the  mission  of  the 
nation's  cancer  centers. 


In  1971 ,  the  National  Cancer  Act  established  the  National  Cancer  Center 
program.  The  Cancer  Center  Program  integrates  the  best  current  cancer  practices 
within  the  context  of  advancing  technology,  to  improve  our  understanding  of  cancer 
causation  and  methods  of  prevention  and  psychosocial  support.  Each  of  the  some  55 
cancer  centers  designated  either  "comprehensive",  "clinical"  or  "basic"  by  the  National 
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Cancer  Institute,  must  pass  stringent  peer  review  by  an  ad  hoc  committee  selected  by 
the  National  Cancer  Institute,  review  by  a  standing  National  Cancer  Institute  committee 
of  cancer  experts  and  finally,  scrutiny  by  the  National  Cancer  Advisory  Board.  This  is 
the  most  competitive  and  thorough  mechanism  in  our  health  care  system  for  assessing 
the  quality,  reliability  and  appropriateness  of  programs  for  the  prevention,  diagnosis, 
and  treatment  of  cancer.  Indeed  it  is  the  envy  of  the  world. 

Cancer  centers  bring  together  multi-disciplinary  teams  which  provide  the 
expertise  necessary  to  make  the  sometimes  very  difficult  recommendations  to  patients 
for  wriom  no  current  therapy  will  work.  Cancer  centers  provide  the  opportunity  for 
some  of  these  patients  to  participate  in  highly-focused  and  carefully  designed 
investigational  clinical  studies  to  evaluate  promising,  but  yet  unproven  approach  to 
treatment. 


Some  critics  have  expressed  the  idea  that  cancer  centers  pursue  an 
interminable  series  of  unproven  experimental  treatments,  perhaps  to  the  detriment  of 
the  patient  and  at  extra  cost  to  the  health  care  system.  These  critics  contend  that 
comparable  and  perhaps  more  appropriate  cancer  care  is  delivered  by  organizations 
not  burdened  by  programs  of  research.  It  is  very  important  for  the  Committee  and  for 
Congress  to  appreciate  that  cancer  chemotherapy  trials  conducted  at  cancer  centers 
are  designed  to  improve  the  results  of  inadequate  methods  of  treatment  for  most  of  the 
common  cancers.  At  advanced  stages,  carcinomas  of  the  lung,  breast,  colon, 
pancreas,  ovary  and  prostate  are  still  not  curable.  However,  remarkable  progress  has 
been  made  in  the  cure  of  many  types  of  childhood  cancer,  testicular  cancer,  and 
lymphomas  through  our  cancer  center  research  programs.  Most  patients  elect  to 
participate  in  clinical  trials  because  they  recognize  that  they  will  receive  at  least  the 
best  of  current  standard  therapy  or  a  new  therapy  which  has  the  potential  of  being 
more  effective  than  standard  practice;  and  secondly,  that  their  participation  in  clinical 
research  may  help  future  cancer  patients.  Because  of  cancer  centers  expertise  they 
are  in  the  best  position  to  provide  accurate  diagnosis  and  the  most  appropriate 
recommendations. 


As  managed  health  programs  are  being  developed  throughout  the  country  in  an 
effort  to  curb  escalating  costs,  it  may  become  difficult  if  not  impossible  for  cancer 
centers  to  continue  to  provide  leadership  in  developing  more  effective  programs  for 
cancer  prevention  and  therapy  in  the  future.  There  is  no  question  that  without  stable 
funding  cancer  centers  will  no  longer  be  able  to  support  the  next  generation  of  young 
scientists  interested  in  careers  in  clinical  research.  An  even  more  pressing  danger  is 
that  in  our  effort  to  curb  health  care  costs,  patient  access  to  cancer  centers  may  be 
sharply  curtailed  by  financial  considerations.  Indeed,  it  is  important  to  the  1 .2  million 
persons  who  will  be  diagnosed  with  cancer  this  year  to  have  guaranteed  access  to 
state-of-the-art  care,  and  be  assured  that  their  health  plans  will  cover  scientifically 
approved  investigational  treatments.  Without  stable  funding,  as  well  as  guaranteed 
access  and  coverage,  a  patient's  best  hope  for  the  discovery  of  new  treatments  may 
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be  denied.  As  you  continue  to  deal  with  health  care  reform,  we  urge  you  to  insure 
these  basic  guarantees. 

Over  the  years  cancer  centers  have  provided  national  benchmarks  for 
assessing  the  reasonableness  and  effectiveness  of  cancer  care.  In  the  absence  of 
such  standards,  payors,  whether  private  or  governmental,  will  have  no  uniform  method 
for  assuring  a  patient's  access  to  appropriate  care,  or  for  denying  inappropriate  care. 


Cancer  centers  are  also  leaders  in  reaching  out  to  the  medically  undeserved. 
This  is  an  expectation  of  all  cancer  centers,  and  a  requirement  of  comprehensive 
cancer  centers. 


Centers  also  lead  the  way  in  developing  more  effective  programs  for  pain 
control  and  methods  for  further  enhancing  the  efficacy  of  psychosocial  programs. 


Finally,  cancer  centers  are  a  focal  point  within  their  community  and  regions 
generating  extraordinary  levels  of  volunteerism  and  private  philanthropy.  Although  no 
firm  figures  are  available,  it  is  certain  that  the  NCI  funds  supporting  cancer  centers 
leverage  private  support  many  times  over. 

The  challenge  for  all  of  us  is  to  best  utilize  this  national  system  to  assure  the 
best  and  most  cost-effective  care  for  the  cancer  patient  of  today,  and  to  provide  support 
for  the  research  needed  to  realize  improved  methods  of  prevention,  diagnosis  and 
treatment  for  the  cancer  patients  of  tomorrow. 

In  summary,  we  urge  your  Committee  to  increase  the  NIH  and  NCI  budget  for 
FY  1996  to  12.5  billion,  a  10%  increase.  As  mentioned,  this  would  provide  a  14% 
increase  in  funding  for  research  grants.  In  addition,  we  urge  your  committee  to  take 
the  time  to  review  the  elements  of  the  Bypass  Budget,  which  is  submitted  each  year  by 
the  NCI  director.  This  document  delineates  existing  scientific  opportunities  and  the 
professional  needs  of  the  National  Cancer  program  as  reviewed  by  the  NCI 
leadership.  We  also  ask  that  any  health  care  legislation  assure  patients  have  access 
to  cancer  centers  and  insure  coverage  for  investigational  treatments. 


Mr.  Chairman,  the  leaders  of  the  nations  cancer  centers  appreciate  the  difficult 
task  you  face  in  your  budget  deliberations.  We  thank  you  for  your  leadership  on  behalf 
of  biomedical  research. 
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Friday,  January  27,  1995. 

WITNESS 
EDWARD  L.  SNYDER,  M.D.,  AMERICAN  ASSOCIATION  OF  BLOOD  BANKS 

Mr.  Porter.  Edward  L.  Snyder  M.D.,  American  Association  of 
Blood  Banks.  Dr.  Snyder. 

Dr.  Snyder.  Thank  you. 

Chairman  Porter,  Representative  Bonilla,  Representative  Miller, 
Representative  Istook,  I  am  Doctor  Edward  L.  Snyder,  Professor  of 
Laboratory  Medicine  at  Yale  University  School  of  Medicine  and  Di- 
rector of  the  blood  bank  at  Yale-New  Haven  Hospital,  New  Haven, 
Connecticut. 

As  Vice  President  of  the  American  Association  of  Blood  Banks 
and  on  behalf  of  the  Council  of  Community  Blood  Centers  and  the 
American  Red  Cross,  I  offer  this  statement  in  support  of  the  trans- 
fusion medicine  research  activities  of  the  NIH  and  the  National 
Heart,  Lung,  and  Blood  Institute.  We  appreciate  the  generous  sup- 
port that  the  transfusion  medicine  research  community  has  re- 
ceived from  the  NIH  via  the  congressional  appropriations  process. 

The  AABB  is  a  professional  society  for  45  Red  Cross  regions,  177 
community  and  regional  blood  centers,  and  over  2,300  hospital- 
based  transfusion  facilities  with  nearly  9,400  individual  members 
engaged  in  blood  banking  and  transfusion  medicine  clinical  practice 
and  research.  Our  member  facilities  are  responsible  for  collecting 
virtually  the  entire  Nation's  blood  supply  and  for  transfusing  more 
than  80  percent  of  the  blood  used  in  patient  care  in  the  United 
States. 

Throughout  its  48-year  history,  the  AABB  has  been  dedicated  to 
maintaining  a  safe  and  adequate  blood  supply  for  the  American 
people.  This,  Mr.  Chairman  and  Members  of  the  subcommittee,  I 
respectfully  offer  to  you  as  the  blood  bank  community's  Contract 
With  America.  Each  year,  over  20  million  blood  components  are 
transfused  to  patients,  including  the  United  States  military. 

Should  a  disaster,  such  as  the  recent  earthquake  in  Kobe  occur 
in  a  major  metropolitan  center  in  the  United  States,  America's 
blood  banks  would  be  there  to  provide  a  safe  blood  supply.  This  is 
our  Contract  With  America,  and  your  continued  support  of  NIH 
and  NHLBI  keeps  this  contract  strong. 

The  AABB  advocates  continued  research  support  for  peripheral 
and  cord  blood  stem  cell  research,  sterilization  of  blood  products, 
and  donor  motivation. 

The  transfusion  medicine  community  urges  that  new  monies  be 
appropriated  to  NHLBI  to  develop  a  national  network  of  cord  blood 
collection,  storage,  and  transplantation  facilities. 

Blood  is  a  complex  tissue.  The  red  cells  which  carry  oxygen, 
white  cells  which  fight  infection,  and  platelets  which  stop  bleeding, 
all  derive  from  a  single  cell  called  the  stem  cell.  This  stem  cell  can 
be  collected  by  automated  pheresis  machinery  which  is  a  blood  sep- 
arator device  which  operates  like  a  cream  separator,  although  I 
have  never  actually  seen  a  cream  separator. 

By  using  these  machines,  blood  banks  and  blood  centers  are  able 
to  collect  stem  cells  from  cancer  patients.  Modern  cancer  treatment 
uses  high  doses  of  chemotherapy  to  obtain  a  greater  chance  of  cure. 
The  patient  is  then  rescued  from  the  bone  marrow  failure  caused 
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by  this  same  chemotherapy,  by  reinfusion  or  transplantation  of 
their  own  stem  cells  collected  prior  to  the  start  of  chemotherapy, 
which  was  stored  in  reserve. 

This  approach  has  helped  thousands  of  Americans  and  especially 
important  for  members  of  minority  populations.  Because  of  the  di- 
versity and  lack  of  an  adequate  donor  pool  in  these  populations, 
minority  patients  often  cannot  find  a  matching  bone  marrow  or 
stem  cell  donor. 

Stem  cells  are  easier  to  collect  than  bone  marrow.  Thus,  with  an 
increased  donor  base,  stem  cell  collections  could  provide  opportuni- 
ties for  African,  Asian,  and  Latino-Americans  to  receive  the  same 
high  quality  health  care  which  is  now  available  to  other  members 
of  society. 

It  has  been  shown  that  large  numbers  of  these  stem  cells  exist 
in  the  placenta  and  the  umbilical  cord  of  newborn  babies.  This  cord 
blood  with  its  precious  stem  cells  is  normally  discarded  after  birth. 
It  is  now  known  that  the  relatively  small  amount  of  cord  blood  con- 
tains sufficient  stem  cells  to  actually  perform  lifesaving  stem  cell 
transplants  in  children.  Congressional  support  to  set  up  a  national 
program  of  cord  blood — cord  cell  blood  banking  is  warranted,  and 
we  give  this  initiative  our  highest  priority. 

Blood  sterilization.  We  need  new  low  cost,  nontoxic  methods  for 
blood  sterilization.  Although  the  selection  of  donors  who  are  at  low 
risk  for  disease  transmission  and  the  use  of  an  extensive  battery 
of  screening  tests  to  eliminate  infectious  donors  has  made  the  blood 
supply  safer  than  ever,  there  are  still  concerns  that  the  blood  sup- 
ply is  not  yet  safe  enough. 

The  possibility  always  exists  that  another  viral  scourge  like 
AIDS  will  ravage  our  Nation's  blood  supply.  This  prospect  is  of  spe- 
cial concern  to  the  hemophilia  community.  Indeed,  a  degenerative 
neurologic  disorder,  CJ  disease,  is  currently  being  monitored  by  the 
transfusion  medicine  community  to  determine  whether  this  disease 
could  also  pose  a  threat  to  the  Nation's  blood  supply.  Many  other 
examples  still  exist.  The  Nation's  blood  supply  is  still  vulnerable 
and  fragile. 

Research  to  develop  chemical  agents  and  other  substances  which 
can  sterilize  cellular  blood  elements,  such  as  red  cells  and  platelets 
is  needed. 

Finally,  we  need  to  increase  the  national  pool  of  safe  blood  donor 
organizations.  In  America,  there  is  a  shrinking  donor  base  due  to 
more  stringent  screening  criteria,  as  well  as  a  continued  reluctance 
on  the  part  of  the  American  public  to  give  blood  for  a  variety  of 
reasons,  including  the  misguided  perception  that  one  can  get  AIDS 
from  donating  blood.  It  is  impossible  to  contract  AIDS  from  donat- 
ing blood. 

Many  major  metropolitan  centers  experience  chronic  blood  short- 
ages all  the  time.  Shortages  are  no  longer  limited  to  summer  vaca- 
tion for  long  holiday  weekends.  This  condition  will  continue  to 
worsen.  The  American  blood  donor  base  is  becoming  dangerously 
anemic.  We  urge  that  NHLBI  be  encouraged  to  implement  initia- 
tives to  determine  what  motivates  people  to  donate  blood.  This  re- 
search is  critical  to  the  health  and  safety  of  the  American  people. 

We  view  medical  research  funding  as  an  investment  in  America's 
future  competitiveness.  We  are  the  world  leaders  in  transfusion  re- 
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search  and  to  maintain  this  edge  we  must  continue  to  invest  in  this 
process. 

The  AABB  and  other  members  of  the  transfusion  medicine  com- 
munity respectively  endorses  a  10  percent  increase  in  NIH  funding 
for  fiscal  year  1996.  We  urge  that  the  NHLBI  receive  an  increase 
in  appropriations  that  is  at  least  equal  to  that  allocated  to  other 
NIH  institutions. 

On  behalf  of  the  thousands  of  health  care  professionals  rep- 
resented by  AABB,  we  sincerely  thank  Congress  and  particularly 
this  subcommittee  for  their  support  of  NIH  and  NHLBI.  Thank 
you. 

Mr.  Porter.  Doctor  Snyder,  we  very  much  appreciate  your  com- 
ing to  testify  and  for  your  good  statement,  and  as  always,  we  learn 
a  great  deal  that  is  new  from  each  of  our  witnesses  and  you  focused 
us  on  the  priorities  and  we  appreciate  your  doing  that.  Thank  you 
for  being  with  us. 

[The  prepared  statement  of  Edward  L.  Snyder,  MD  follows:] 
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STATEMENT  OF  EDWARD  L.  SNYDER,  M.D. 

AMERICAN  ASSOCIATION  OF  BLOOD  BANKS 

ON 

OPPORTUNITIES  IN  TRANSFUSION  MEDICINE  RESEARCH 

SUBCOMMITTEE  ON  LABOR,  EDUCATION,  AND  RELATED  AGENCIES 

COMMITTEE  ON  APPROPRIATIONS 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

JANUARY  27,  1995 

My  name  is  Edward  L.  Snyder,  MD.    I  am  a  professor  of  Laboratory  Medicine  at  Yale 
University  School  of  Medicine  and  Director  of  the  Blood  Bank  at  Yale-New  Haven  Hospital 
in  New  Haven,  Connecticut.   I  offer  this  statement  as  Vice-President  of  the  American 
Association  of  Blood  Banks  (AABB)  in  support  of  the  Transfusion  Medicine  research 
activities  of  the  National  Institutes  of  Health  (NIH)  and  the  National  Heart,  Lung,  and  Blood 
Institute  (NHLBI).   The  AABB  appreciates  the  generous  support  that  transfusion  medicine 
researchers  have  received  from  the  NIH  via  the  Congressional  appropriations  process.   This 
statement  briefly  discusses  the  current  state  of  transfusion  medicine  research  and  signals  areas 
that  our  Association  believes  merit  continued  research  support. 

The  American  Association  of  Blood  Banks  is  the  professional  society  for  45  American  Red 
Cross  Service  Regions,  177  community  and  regional  blood  centers,  almost  2,300  hospital- 
based  transfusion  facilities,  and  almost  9,400  individuals  engaged  in  Blood-Banking  and 
Transfusion  Medicine.    Our  member  facilities  are  responsible  for  collecting  virtually  the  entire 
nation's  blood  supply  and  for  transfusing  more  than  80  percent  of  the  blood  used  for  patient 
care  in  the  United  States.   Through  the  National  Blood  Foundation,  our  Association  supports 
small  transfusion  medicine  research  projects;  our  individual  membership  includes  many 
physicians  and  scientists  engaged  in  research  supported  by  awards  from  the  NIH.   Throughout 
its  48-year  history,  the  AABB  has  been  dedicated  to  maintaining  a  safe  and  adequate  blood 
supply  for  the  American  people.   This  statement  on  Transfusion  Medicine  research  is  also 
supported  by  the  Council  of  Community  Blood  Centers  and  the  American  Red  Cross. 

Scope  of  Transfusion  Medicine: 

Transfusion  medicine  is  a  multidisciplinary  medical  specialty  encompassing  both  clinical 
practice  and  basic  research  responsibilities.   Each  year  in  the  United  States,  over  20  million 
blood  components  are  transfused  to  patients.   Blood  transfusion  is  providing  fundamental 
support  for  many  different  surgical  and  medical  treatments.   Blood  is  needed  for  the  care  of 
patients  with  cancer,  for  accident  and  burn  victims,  for  newborn  babies  needing  intensive  care, 
for  transplant  patients,  for  millions  of  patients  who  undergo  surgery,  and  for  individuals  with 
heart,  lung,  liver  or  bowel  diseases.   A  ready  supply  of  safe  blood  is  vital  to  the  military. 
Future  advances  in  the  health  care  of  the  nation  will  depend  on  continued  progress  in  the 
provision  of  safe  and  effective  transfusion  services. 

Research  funding  needs  in  Transfusion  Medicine: 

With  this  Subcommittee's  encouragement,  the  NHLBI  has  supported  initiatives  in  transfusion 
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medicine  that  have  improved  the  quality  of  the  American  blood  supply  and  supported  the 
research  needed  for  the  future.   To  further  improve  the  safety  and  efficacy  of  the  national 
blood  supply,  the  AABB  advocates  research  support  for  transfusion  medicine  initiatives  in  five 
areas:   stem  cells,  blood  platelets,  immune  effects  of  transfusion,  blood  sterilization,  and  blood 
donor  motivation. 

Stem  Cells: 

Blood  is  a  complex  living  liquid  tissue  composed  of  many  different  kinds  of  cells,  each  with 
specific  tasks  required  for  health.   For  example,  red  blood  cells  carry  oxygen,  blood  platelets 
stop  bleeding,  and  white  cells  fight  infection.   These  cells  must  be  continuously  manufactured 
by  the  body  at  an  enormous  rate.    For  example,  each  of  us  produces  about  three  million  red 
blood  cells  every  second  of  every  day.   Amazingly,  this  wide  variety  of  different  blood  cells 
is  produced  from  a  single  cell  type  called  the  stem  cell.   Although  the  existence  of  stem  cells 
inside  the  bone  marrow  has  been  appreciated  for  some  time,  only  recent  research  has  revealed 
that  considerable  quantities  of  stem  cells  circulate  in  our  blood  stream.    By  using  machines 
developed  for  transfusion  medicine  and  originally  designed  to  collect  blood  from  blood 
donors,  we  are  able  to  collect  stem  cells  from  patients  about  to  undergo  chemotherapy. 
Sufficient  quantities  of  stem  cells  for  transplantation  can  be  collected  during  a  single  visit  to 
the  blood  donor  center.   This  procedure  eliminates  the  need  for  a  major  operation  under 
general  anesthesia  involving  literally  hundreds  of  needle  punctures  into  the  bone  marrow  to 
collect  blood  stem  cells.   This  approach  also  has  the  potential  of  improving  transplant  services 
to  minority  and  emerging  majority  populations. 

Research  on  the  presence  of  stem  cells  in  circulating  blood  also  revealed  the  unexpected 
finding  that  after  delivery  of  a  newborn  baby,  blood  remaining  in  the  placenta  and  its  attached 
umbilical  cord  is  very  rich  in  stem  cells.   Although  the  total  volume  of  blood  is  small  and  is 
normally  discarded  after  birth,  the  amount  of  stem  cells  is  great  enough  to  perform  bone 
marrow  transplantation  in  children  with  leukemia  and  other  diseases.   The  technique  takes 
advantage  of  previous  blood  research  that  developed  methods  to  store  blood  cells  in  the  frozen 
state  until  they  can  be  matched  to  the  recipient.   Because  of  their  ability  to  multiply  into 
many  different  types  of  blood  cells,  stem  cells  may  in  the  future  be  the  ultimate  vehicle  for 
gene  therapy. 

The  AABB  encourages  the  NHLBI  to  fund  a  cord  blood  network  to  facilitate  research 
initiatives  in  this  area.   The  network  would  consist  of  a  coordinating  center  with  two  to  four 
collection  centers  and  eight  to  ten  transplant  centers.   These  coordinating  activities  would 
enable  a  rapid  exploration  of  the  clinical  utility  of  unrelated  cord  blood  stem  cell 
transplantation  for  adults  as  well  as  for  children  with  various  blood  diseases.   The  AABB  is 
pleased  that  NHLBI  has  recently  released  a  Request  for  Applications  to  fund  research  in  this 
area.   The  AABB  encourages  Congress  to  provide  new  monies  for  funding  blood  stem  cell 
research. 


Platelet  storage  and  contamination: 
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New  technological  innovations  promise  breakthroughs  in  platelet  research  that  will  greatly 
improve  the  quality  of  this  blood  resource.    Blood  platelets  are  needed  to  stop  bleeding  during 
surgery  and  to  prevent  bleeding  in  patients  with  platelet  deficiencies.    Platelets  are  used  to 
treat  cancer,  organ  transplant,  and  trauma  patients.    Last  year,  over  seven  million  units  of 
platelets  were  transfused  in  the  United  States.   Transfusions  of  blood  platelets  are  increasing 
at  a  faster  rate  than  any  other  blood  component.    However,  because  of  the  nature  of  this  blood 
cell,  platelets  can  only  be  stored  for  five  days.   Not  only  do  platelets  rapidly  lose  their 
biological  activity  during  storage,  but  they  are  stored  at  temperatures  that  facilitate  the 
proliferation  of  bacteria,  with  potentially  catastrophic  effect. 

Because  platelets  are  in  such  demand  and  because  they  have  such  a  short  period  of  acceptable 
storage,  national  shortages  in  the  supply  of  platelets  occur  regularly.   This  can  result  in 
postponement  of  elective  surgery  or  inadequate  quantities  of  platelets  being  available  to  treat 
patients.    For  these  reasons,  the  AABB  endorses  the  NHLBI's  plan  to  fund  research  in  platelet 
therapy.    This  research  should  focus  on  the  basic  biochemistry  and  energy  requirements  of 
platelets  during  storage,  on  the  cellular  mechanism  responsible  for  platelet  activation  and 
damage  during  storage,  and  on  the  immunology  of  matching  between  platelet  donor  and 
recipient.    In  addition,  we  need  clinical  research  on  the  optimum  use  of  platelets  so  that 
limited  supplies  are  used  to  their  best  advantage. 

Immune  modulation  resulting  from  transfusion: 

The  transfusion  of  blood  requires  that  the  recipient  accept  and  tolerate  the  infusion  of  living 
cells  from  the  blood  donor.    In  this  way,  blood  transfusion  represents  a  limited  but  most 
widely  practiced  form  of  transplantation.    We  now  know  that  transfusion  may  alter  the 
immune  system,  potentially  affecting  large  numbers  of  transfusion  recipients.    Preliminary 
research  suggests  that  when  standard  blood  components  are  modified  in  certain  ways,  such  as 
by  exposure  to  gamma  irradiation  or  by  removal  of  donor  leukocytes  or  donor  plasma,  the 
immune  altering  effect  of  transfusion  may  disappear.    However,  there  is  insufficient  scientific 
research  to  justify  a  widespread  change  in  transfusion  practice.   Therefore,  the  AABB  urges 
the  Subcommittee  to  support  research  into  the  mechanisms  and  prevention  of  immune 
modulation  by  blood  transfusion. 

Blood  sterilization: 

Although  the  selection  of  doctors  who  are  at  low  risk  for  disease  transmission  and  the  use  of 
an  extensive  battery  of  tests  to  eliminate  infectious  donors  has  made  the  U.S.  blood  supply 
safer  than  ever,  the  AABB  and  all  recipients  of  blood  want  research  to  investigate  further 
improvements  that  will  prevent  transfusion-transmitted  diseases.    A  very  promising  line  of 
commercial  and  academic  research  involves  the  development  of  chemicals  to  sterilize  blood. 
Such  chemicals  need  to  be  nontoxic  to  both  the  donor  blood  cells  in  storage  and  to  the 
transfusion  recipient. 

This  strategy  of  protection  has  the  added  advantage  of  preventing  the  spread  of  viruses  and 
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bacteria  that  could  be  introduced  into  the  U.S.  blood  donor  population  as  a  result  of 
worldwide  travel  and  changing  demographics.   Research  is  needed  to  develop  and  implement 
a  low-cost  nontoxic  process  of  blood  sterilization.   The  AABB  therefore  recommends  funding 
blood  sterilization  initiatives. 

Donor  motivation: 

Despite  little  growth  in  the  demand  for  blood  components,  shortages  are  becoming  chronic 
nationwide.   A  shrinking  eligible  donor  base  due  to  more  stringent  screening  criteria,  as  well 
as  an  increasing  reluctance  on  the  part  of  the  public  to  give  blood  for  a  variety  of  reasons  are 
believed  the  major  factors  behind  this  change.   Implementation  of  sophisticated  marketing 
techniques  (such  as  telerecruiting,  market  segmentation  and  professional  advertising)  have 
helped  stem,  but  have  not  reversed,  the  trend  toward  increasing  blood  shortages. 
Interestingly,  the  US  is  not  unique  in  this  trend,  as  European  countries  now  report  the  same 
difficulties  in  maintaining  blood  supplies. 

High-level  behavioral  research  is  desperately  needed  to  develop  techniques  and  strategies  to 
ensure  that  chronic  shortages  do  not  result  in  increased  morbidity  or  mortality  for  patients 
whose  therapy  requires  blood  transfusion.   The  research  would  focus  on  recruiting  safe  donors 
through  a  study  of  the  benefit  of  incentives,  such  as  waiving  replacement  fees,  versus  a 
reliance  on  community  and  social  responsibility.   The  NHLBI  should  assign  this  initiative  a 
high  priority. 

Non-governmental  sources  of  funding  in  Transfusion  Medicine: 

Although  many  private  foundations  generously  support  medical  research,  they  are  generally 
organized  with  a  focus  towards  a  specific  disease.   As  such,  research  in  blood  transfusion 
often  does  not  qualify  for  this  funding.   To  begin  to  address  this  deficiency,  the  AABB  has 
established,  with  the  contributions  of  corporations  and  private  citizens,  the  National  Blood 
Foundation-  a  nongovernmental  source  of  funding  for  research  in  Transfusion  Medicine. 

However,  the  foundation  is  just  beginning,  and  in  1994  a  total  of  only  $268,000  could  be 
awarded  to  nine  researchers.   The  dramatic  contrast  in  resources  between  this  Foundation  and 
NHLBI  underscores  our  current  dependence  on  this  Subcommittee  to  support  research  that 
will  benefit  recipients  of  blood  transfusions  throughout  the  nation. 

The  AABB  is  aware  of  the  many  demands  on  the  discretionary  funds  in  the  federal  budget. 
However,  we  view  medical  research  funding  as  an  investment  in  America's  future 
competitiveness.   The  AABB  therefore  endorses  a  ten  percent  increase  in  NIH  funding  for 
fiscal  year  1996.    Since  the  diseases  investigated  by  researchers  funded  by  the  NHLBI  account 
for  fifty  percent  of  American  deaths,  funding  for  the  NHLBI  should  be  increased  by  a 
percentage  at  least  as  great  as  that  allocated  to  the  other  NIH  institutes. 

On  behalf  of  the  many  scientists  devoted  to  improved  blood  transfusion  practice,  the 
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thousands  of  health  care  professionals  who  work  daily  to  deliver  blood  services,  and  the 
millions  of  American  transfusion  recipients,  I  thank  you  for  this  opportunity  to  discuss 
federal  support  for  research  in  Transfusion  Medicine. 
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Friday,  January  27,  1995. 

WITNESS 
STANLEY  B.  PECK,  AMERICAN  DENTAL  HYGIENISTS'  ASSOCIATION 

Mr.  Porter.  Our  next  witness  is  Stanley  B.  Peck,  American  Den- 
tal Hygienists'  Association.  I  might  say  before  Mr.  Peck  sits  down, 
we  have  lost  a  little  time  this  morning  because  of  the  vote,  and  we 
would  ask  each  of  our  witnesses  if  they  would  be  very  careful  to 
remain  within  their  five-minute  time  limit.  Mr.  Peck. 

Mr.  Peck.  Thank  you,  Mr.  Chairman,  Members  of  the  sub- 
committee. 

On  behalf  of  the  American  Dental  Hygienists'  Association,  I 
would  like  to  thank  you  for  this  opportunity  to  testify  regarding  fis- 
cal year  1996  appropriations  for  the  Department  of  Health  and 
Human  Services,  and  in  particular,  the  National  Institute  of  Dental 
Research.  My  name  is  Stan  Peck  and  I  am  ADHA's  executive  direc- 
tor. I  will  summarize  the  recommendations  contained  in  our  longer 
statement,  which  we  will  submit  for  the  record. 

The  American  Dental  Hygienists'  Association  is  the  largest  na- 
tional organization  representing  the  professional  interests  of  the 
approximately  100,000  licensed  dental  hygienists  across  the  coun- 
try. Dental  hygienists  are  preventive  oral  health  professionals,  li- 
censed in  dental  hygiene,  who  provide  primary  educational,  clini- 
cal, and  therapeutic  services  supporting  total  health  through  the 
promotion  of  optimal  oral  health. 

Mr.  Chairman  and  Members  of  the  subcommittee,  dental  hygien- 
ists play  a  vital  and  cost-effective  role  in  the  delivery  of  oral  health 
services.  We  feel  strongly  that  good  oral  health  is  fundamental  to 
total  health.  As  former  Surgeon  General  C.  Everett  Koop  noted,  if 
you  don't  have  oral  health,  you  are  not  healthy. 

The  National  Institute  of  Dental  Research  has  helped  to  revolu- 
tionize our  knowledge  of  preventive  health  care  by  identifying  the 
causes  of  preventable  oral  diseases  and  the  appropriate  strategies 
to  combat  them.  It  seems  fitting  to  support  NIDR  research  today 
as  we  celebrate  this  week  the  fiftieth  anniversary  of  water  fluorida- 
tion. Water  fluoridation  is  one  of  the  most  successful  health 
projects  in  history  and  it  was  launched  as  a  result  of  research  con- 
ducted by  NIDR's  very  first  director. 

Despite  advances  in  preventing  oral  disease  and  maintaining  oral 
health,  oral  diseases  are  still  among  the  most  common  chronic 
health  problems  in  the  United  States.  Fifty  percent  of  Americans 
do  not  receive  regular  oral  health  care.  Twenty  million  workdays 
and  9  million  school  days  are  lost  annually  because  of  oral  health 
problems.  It  is  clear  that  the  Nation's  oral  health  must  be  im- 
proved, and  history  shows  that  research  at  the  National  Institute 
of  Dental  Research  has  made  significant  advancements  in  this 
area. 

NIDR's  work  in  dental  research  has  not  only  resulted  in  better 
oral  health  for  the  Nation,  it  has  also  helped  curb  increases  in  oral 
health  care  costs.  While  total  health  costs  have  skyrocketed,  per 
capita  spending  on  dental  service  has  been  at  a  virtual  standstill 
since  1979.  Studies  show  that  Americans  save  nearly  $4  billion  in 
dental  bills  each  year  because  of  advances  in  dental  research  and 
an  increased  emphasis  on  preventive  oral  health  care.  Further  in- 
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vestment  now  in  preventive  care  will  reduce  the  need  for  expensive 
critical  care  in  the  future.  In  fact,  each  one  dollar  spent  on  preven- 
tive oral  health  care  yields  between  $8  and  $50  in  savings. 

Continued  research  at  the  National  Institute  of  Dental  Research 
is  critical  to  the  future  of  prevention.  Therefore,  ADHA  joins  with 
other  dental  groups  to  recommend  $215  million  for  NIDR. 

ADHA  also  urges  this  subcommittee,  and  all  Members  of  Con- 
gress, to  work  to  improve  access  to  cost-effective  preventive  oral 
health  services,  such  as  those  provided  by  dental  hygienists.  Im- 
proved access  to  preventive  oral  health  care  services  can  be 
achieved  through  the  reduction  of  current  barriers  which  impede 
the  maximum  utilization  of  dental  hygiene  services. 

ADHA  would  also  like  to  lend  its  support  to  the  division  of  oral 
health  within  the  Centers  for  Disease  Control.  The  Division  of  Oral 
Health  provides  a  national  focus  for  the  control  and  prevention  of 
oral  diseases  such  as  dental  caries,  oral  cancer,  and  periodontal 
disease. 

ADHA  joins  the  Association  of  Schools  of  Allied  Health  Profes- 
sions in  supporting  the  important  work  of  Title  VII  of  the  Public 
Health  Service  Act  to  recommend  full  funding  for  allied  health 
project  grants  and  allied  health  advanced  training. 

ADHA  also  supports  full  funding  of  the  Disadvantaged  Minority 
Health  Improvement  Act,  in  particular,  funding  for  grants  to 
health  professions  and  schools  to  assist  them  in  providing  scholar- 
ships to  individuals  from  disadvantaged  backgrounds. 

In  closing,  Mr.  Chairman,  the  members  of  the  American  Dental 
Hygienists'  Association  appreciate  the  important  contributions  this 
subcommittee  has  made  in  improving  the  quality  and  availability 
of  oral  health  services  throughout  the  country.  We  sincerely  hope 
that  this  subcommittee  will  continue  to  support  preventive  health 
programs  and  preventive  health  professionals  as  the  most  respon- 
sible approach  to  a  long-term  reduction  in  national  health  care  ex- 
penditures. Thank  you. 

Mr.  Porter.  Mr.  Peck,  we  thank  you  also  for  your  good  state- 
ment. Right  on  time  I  might  add.  Thank  you  so  much. 

Mr.  Peck.  Thank  you,  sir. 

[The  prepared  statement  of  Stanley  B.  Peck  follows:] 
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STATEMENT  OF  STANLEY  B.  PECK 

EXECUTIVE  DIRECTOR 

AMERICAN  DENTAL  HYGffiNISTS'  ASSOCIATION 

JANUARY  27,  1995 

BEFORE  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION 

AND  RELATED  AGENCIES 

On  Fiscal  Year  1996  Appropriations 


On  behalf  of  the  American  Dental  Hygienists'  Association,  I  would  like  to  thank  you 
for  this  opportunity  to  testify  regarding  fiscal  year  1996  appropriations  for  the  Department  of 
Health  and  Human  Services,  and  in  particular  the  National  Institute  of  Dental  Research.   My 
name  is  Stan  Peck  and  I  am  ADHA's  Executive  Director.   I  will  summarize  the 
recommendations  contained  in  our  longer  statement  which  we  will  submit  for  the  record. 

The  American  Dental  Hygienists'  Association  is  the  largest  national  organization 
representing  the  professional  interests  of  the  approximately  100,000  licensed  dental  hygienists 
across  the  country.   Dental  hygienists  are  preventive  oral  health  professionals,  licensed  in 
dental  hygiene,  who  provide  primary  educational,  clinical  and  therapeutic  services  supporting 
total  health  through  the  promotion  of  optimal  oral  health. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  dental  hygienists  play  a  vital  and 
cost-effective  role  in  the  delivery  of  oral  health  services.   We  feel  strongly  that  good  oral 
health  is  fundamental  to  total  health.   As  former  Surgeon  General  C.  Everett  Koop  noted,  "if 
you  don't  have  oral  health,  you're  not  healthy." 

The  National  Institute  of  Dental  Research  has  helped  to  revolutionize  our  knowledge 
of  preventive  health  care  by  identifying  the  causes  of  preventable  oral  diseases  and  the 
appropriate  strategies  to  combat  them.   It  seems  fitting  to  support  NIDR  research  today  as 
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we  celebrate  this  week  the  50th  anniversary  of  water  fluoridation.   Water  fluoridation  is  one 
of  the  most  successful  public  health  projects  in  history,  and  it  was  launched  as  a  result  of 
research  conducted  by  NIDR's  very  first  director. 

Despite  advances  in  preventing  oral  disease  and  maintaining  oral  health,  oral  diseases 
are  still  among  the  most  common  chronic  health  problems  in  the  United  States.   50%  of 
Americans  do  not  receive  regular  oral  health  care.   20  million  workdays  and  9  million  school 
days  are  lost  annually  because  of  oral  health  problems.   It  is  clear  that  the  nation's  oral 
health  must  be  improved  and  history  shows  that  research  at  the  National  Institute  of  Dental 
Research  has  made  significant  advancements  in  this  area. 

NIDR's  work  in  dental  research  has  not  only  resulted  in  better  oral  health  for  the 
nation  -  it  has  also  helped  curb  increases  in  oral  health  care  costs.   While  total  health  care 
costs  have  skyrocketed,  per  capita  spending  on  dental  services  has  been  at  a  virtual  standstill 
since  1979.  Studies  show  that  Americans  save  nearly  $4  billion  in  dental  bills  each  year 
because  of  advances  in  dental  research  and  an  increased  emphasis  on  preventive  oral  health 
care.    Further  investment  now  in  preventive  care  will  reduce  the  need  for  expensive  critical 
care  in  the  future.   In  fact,  each  $1  spent  on  preventive  oral  health  care  yields  between  eight 
and  fifty  dollars  in  savings. 

Continued  research  at  the  National  Institute  of  Dental  Research  is  critical  to  the  future 
of  prevention.   Therefore,  ADHA  joins  with  other  dental  groups  to  recommend  215  million 
dollars  for  NIDR. 

ADHA  also  urges  this  Subcommittee,  and  all  Members  of  Congress,  to  work  to 
improve  access  to  cost-effective  preventive  oral  health  services  such  as  those  provided  by 
dental  hygienists.  Improved  access  to  preventive  oral  health  care  services  can  be  achieved 
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through  the  reduction  of  current  barriers  which  impede  the  maximum  utilization  of  dental 
hygiene  services. 

ADHA  would  also  like  to  lend  its  support  to  the  Division  of  Oral  Health  within  the 
Centers  for  Disease  Control.  The  Division  of  Oral  Health  provides  a  national  focus  for  the 
control  and  prevention  of  oral  diseases  such  as  dental  caries,  oral  cancer  and  periodontal 


ADHA  joins  the  Association  of  Schools  of  Allied  Health  Professions  in  supporting  the 
important  work  of  Title  VII  of  the  Public  Health  Service  Act  to  recommend  full  funding  for 
allied  health  project  grants  and  allied  health  advanced  training. 

ADHA  also  supports  full  funding  of  the  Disadvantaged  Minority  Health  Improvement 
Act,  in  particular,  funding  for  grants  to  health  professions  schools  to  assist  them  in  providing 
scholarships  to  individuals  from  disadvantaged  backgrounds. 

In  closing,  the  members  of  the  American  Dental  Hygienists'  Association  appreciate 
the  important  contributions  this  Subcommittee  has  made  in  improving  the  quality  and 
availability  of  oral  health  services  throughout  the  country.   We  sincerely  hope  that  this 
Subcommittee  will  continue  to  support  preventive  health  programs  as  the  most  responsible 
approach  to  a  long-term  reduction  in  national  health  care  expenditures. 

Thank  you. 
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Friday,  January  27,  1995. 

WITNESSES 

HENRY  C.  WEINSTEIN,  M.D.,  J.D.,  CHAIRMAN,  NATIONAL  COMMISSION 

ON  CORRECTIONAL  HEALTH  CARE 
KRISTA  JOHNS,  MEMBER,  BOARD  OF  DIRECTORS 
EDWARD  HARRISON,  PRESDDENT 

Mr.  Porter.  Henry  Weinstein,  M.D.,  National  Commission  on 
Correctional  Health  Care.  Doctor  Weinstein. 

Dr.  Weinstein.  Mr.  Chairman  and  distinguished  Members  of  the 
subcommittee,  I  am  Henry  Weinstein,  Chairman  of  the  Board  of 
Directors  of  the  National  Commission  on  Correctional  Health  Care. 

I  want  to  thank  you  for  the  opportunity  to  appear  before  you 
today.  I  especially  want  to  thank  Mr.  Porter,  Mr.  Stokes,  Ms. 
Lowey,  and  other  Members  of  the  committee  for  their  help  to  the 
commission. 

The  National  Commission  on  Correctional  Health  Care  is  a  not- 
for-profit  organization  based  in  Chicago,  Illinois.  The  commission 
addresses  issues  related  to  health  care  within  our  Nation's  jails 
and  prisons  and  juvenile  detention  centers. 

Also,  joining  me  today  are  Krista  Johns,  a  member  of  our  Board 
of  Directors  and  Edward  Harrison,  the  President  of  the  organiza- 
tion. 

The  National  Commission  is  supported  by  36  national  organiza- 
tions representing  the  fields  of  health,  law,  and  corrections.  In- 
cluded among  these  36  organizations  are  the  American  Medical  As- 
sociation, the  National  Sheriffs  Association,  the  National  Associa- 
tion of  Counties,  the  National  Council  of  Juvenile  and  Family 
Court  Judges,  of  which  Ms.  Johns  is  a  representative,  and  the 
American  Psychiatric  Association,  which  I  represent  on  the  board 
of  directors. 

The  National  Commission  offers  a  wide  range  of  programs  and 
services  designed  to  help  correctional  health  care  systems  provide 
efficient  health  care  that  meet  the  criteria  of  the  United  States  Su- 
preme Court.  The  commission  has  established  standards  for  health 
services  in  correctional  facilities,  and  we  operate  a  voluntary  ac- 
creditation program  for  institutions  that  meet  those  standards.  We 
also  produce  and  disseminate  resource  information,  technical  as- 
sistance. We  provide  quality  review,  educational  trainings,  and  con- 
ferences. We  also  offer  a  certification  program  for  correctional 
health  care  professionals. 

Our  accreditation  program  provides  correctional  facilities  with 
policies  and  procedures  that  enable  the  health  systems  to  be  both 
constitutionally  and  medically  sound.  Additionally,  our  accredita- 
tion program  has  aided  correctional  facilities  in  combatting  law- 
suits alleging  improper  or  inadequate  health  care. 

It  might  interest  you  to  know  that  since  our  accreditation  pro- 
gram began  in  the  mid  1970s,  there  has  been  no  instance  in  which 
a  correctional  facility,  while  accredited  by  the  National  Commis- 
sion, has  suffered  an  adverse  judgment  in  any  class  action  chal- 
lenging the  quality  and  availability  of  health  care  services.  And  we 
are  very  proud  of  that. 

In  my  testimony  today,  rather  than  talking  about  the  1.5  million 
more  behind  bars  on  any  given  day,  I  would  rather  focus  on  the 
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nearly  11  million  people  who  are  released  from  jails  and  prisons 
and  the  health  risk  that  they  pose  to  the  public.  These  11  million 
people  are  part  of  society's  highest  health  risk  groups  and  are  most 
likely  to  have  poor  health  histories  that  make  them  susceptible  to 
disease. 

For  example,  according  to  the  latest  data  we  have,  tuberculosis, 
the  incidence  of  tuberculosis  in  correctional  settings  increased  154 
percent  in  the  two-year  period  from  1990  to  1992.  And  this,  as  you 
know,  includes  the  newer,  more  deadly  mutation,  multidrug-resist- 
ant  tuberculosis. 

Other  diseases  and  health  problems  are  common  among  this  pop- 
ulation, including  sexually  transmitted  diseases,  HIV  and  AIDS,  as 
well  as  severe  and  persistent  psychiatric  disorders.  And  the  list 
goes  on.  Once  people  with  these  conditions  are  released,  if  their 
health  conditions  have  been  left  untreated  or  if  they  are  not  linked 
to  health  care  in  the  community,  they  become  a  problem  for  our 
community  health  centers,  our  hospital  emergency  rooms,  our 
schools,  our  medicaid  system,  our  public  facilities.  In  other  words, 
they  pose  a  health  risk  as  well  as  a  serious  cost  concern  for  the  rest 
of  America. 

Mr.  Chairman,  it  is  with  these  serious  problems  in  mind  that  the 
National  Commission  on  Correctional  Health  Care  requests  that 
the  Members  of  this  subcommittee  provide  funding  for  two  impor- 
tant initiatives  that  will  address  these  correctional  health  care  con- 
cerns. First,  the  National  Commission  on  Correctional  Health  Care 
is  requesting  that  $3  million  be  allocated  by  the  Centers  for  Dis- 
ease Control,  working  in  collaboration  with  the  Department  of  Jus- 
tice, to  support  a  national  study  focusing  on  the  health  care  needs 
of  the  soon-to-be  released  inmates.  Such  a  study  would  include  a 
comprehensive  assessment  of  the  services  currently  available  in 
jails,  prisons,  and  juvenile  facilities,  including  the  identification  of 
problem  areas,  particularly  as  they  relate  to  health  care  linkages 
which  exist  between  correctional  facilities  and  community  health 
resources. 

Second,  the  National  Commission  on  Correctional  Health  Care 
also  requests  the  allocation  of  $300,000  in  support  of  a  national 
conference  to  formulate  an  action  strategy  and  recommendations 
for  improvement  and  to  encourage  the  involvement  of  more  health 
care  officials,  particularly  as  related  to  minorities.  The  participants 
would  be  representatives  of  all  the  36  professional  organizations 
that  are  represented  by  the  National  Commission,  schools  of  public 
health,  minority  health  institutions,  Federal  agencies,  and  other  or- 
ganizations. 

Mr.  Chairman,  I  want  to  thank  you  for  inviting  us  here.  We  very 
much  appreciate  it.  I  want  to  emphasize  two  points  again,  that  this 
particular  prison  population  is  very  unique  and  the  correctional 
setting  is  very  unique  in  that  the  inmates  face  greater  risks  of  ill- 
ness and  disability  than  in  the  general  community.  Many  of  these 
inmates  who  contract  infectious  diseases  will  eventually  return  to 
the  community,  potentially  exposing  others  and  placing  additional 
burdens  on  our  Nation's  health  care  system. 

The  National  Commission  on  Correctional  Health  Care  seeks 
your  help  in  solving  these  problems.  Again,  I  very  much  appreciate 
this  opportunity  to  come  before  you. 


432 

Mr.  Porter.  Doctor  Weinstein,  where  does  the  funding  come 
from  for  your  organization?  From  each  of  the  member  organiza- 
tions? 

Dr.  Weinstein.  We  are  totally  self-supporting.  In  addition  to 
some  small  contributions  from  the  36  organizations,  we  support 
ourselves  through  our  accrediting  activities  and  the  standards  that 
we  publish  and  sell. 

Mr.  Porter.  How  many  correctional  institutions  in  a  percentage 
are  not  accredited? 

Mr.  Harrison.  Mr.  Chairman,  my  name  is  Edward  Harrison. 
Out  of  the  larger  jails  in  the  country,  the  majority  of  them  are  par- 
ticipating in  the  program.  As  you  may  know,  about  half  of  the  jails 
in  the  country  are  very  small  populations,  and  usually  don't  have 
a  health  staff  on  site,  but  the  majority  of  the  even  medium  to  larg- 
er jails  are  accredited  or  in  some  form  are  participating  in  the  fol- 
lowing of  the  National  Commission  Standards. 

Mr.  Porter.  And  if  they  aren't  accredited,  whose  standards  do 
they  live  up  to?  The  State  standards  in  the  case  of  State  facilities? 
In  other  words,  are  there  standards  outside  of  your  standards? 

Mr.  Harrison.  There  isn't  a  requirement  in  the  different  juris- 
dictions, so  some  places  might  not  follow  any  standards  or  might 
not  have  that  guidance.  We  are  the  only  group  that  is  devoted  to 
correctional  health  care  standards.  But  the  American  Nurses  Asso- 
ciation has  standards  for  nursing,  the  American  Public  Health  As- 
sociation has  standards  that  also  looks  at  corrections.  Within  the 
correctional  field,  there  is  a  group  called  the  American  Correctional 
Association  that  has  system-wide  standards  that  cover  other  issues 
besides  health  care. 

In  the  public  community,  there  is  the  Joint  Commission  on  Ac- 
creditation of  Health  Care  Organizations,  geared  mostly  to  hos- 
pitals and  community  centers,  so  we  are  the  major  organization 
providing  health  care  standards  for  correctional  facilities. 

Mr.  Porter.  From  your  testimony,  I  think  I  am  glad  that  you  are 
doing  this.  It  sounds  like  something  that  is  very  much  needed  and 
we  appreciate  your  coming  here  to  testify  this  morning,  Doctor 
Weinstein,  Mr.  Harrison,  Ms.  Johns.  Thank  you  very  much. 

Mr.  Stokes.  Mr.  Chairman,  I  wonder  if  I  might  just 

Mr.  Porter.  Mr.  Stokes. 

Mr.  Stokes.  Mr.  Chairman,  I  appreciate  your  recognizing  me. 
This  is  an  area  that,  as  you  know,  you  and  I  both  had  a  long  inter- 
est in  because  I  think  it  is  an  area  that  has  largely  been  neglected. 
In  fact,  in  your  testimony  this  morning,  you  cite  something  that  I 
don't  think  many  people  realize.  You  cite  the  fact  that  on  any  given 
day,  there  are  1.3  million  people  behind  bars,  but  during  the  course 
of  the  year,  11  million  people  are  released  from  our  prisons,  many 
of  them  having  infectious  diseases,  come  back  out  into  the  general 
population.  I  think  that  this  is  something  that  unless  we  continue 
to  support  the  kind  of  efforts  that  you  are  involved  in,  this  country 
could  find  itself  with  some  very  serious  health  problems  as  a  result 
of  this  situation  alone. 

So  I  want  to  commend  you  for  your  testimony  and  express  my 
appreciation  for  the  testimony  that  you  have  given  here  this  morn- 
ing. 

Dr.  Weinstein.  Thank  you  very  much,  Mr.  Stokes. 
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Mr.  Stokes.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you,  Mr.  Stokes.  Thank  you,  Dr.  Weinstein, 
Mr.  Harrison,  Ms.  Johns. 
[The  prepared  statement  of  Henry  C.  Weinstein,  M.D.,  follows:] 
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Mr.  Chairman  and  distinguished  Members  of  the  Subcommittee,  thank  you  for  the 
opportunity  to  appear  before  you  today.  I  am  Henry  Weinstein,  Chairman  of  the  National 
Commission  on  Correctional  Health  Care,  a  not-for-profit  organization  based  in  Chicago, 
Illinois,  which  addresses  issues  relating  to  health  care  within  our  nation's  jails,  prisons,  and 
juvenile  detention  centers.  Also  joining  me  today  are  Krista  Johns,  a  member  of  our  Board 
of  Directors,  and  Edward  Harrison,  President  of  our  organization. 

The  National  Commission  is  supported  by  thirty-six  national  organizations 
representing  the  fields  of  health,  law,  and  corrections,  including  the  American  Medical 
Association;  the  National  Sheriffs  Association;  the  National  Association  of  Counties;  the 
National  Council  of  Juvenile  and  Family  Court  Judges  (of  which  Ms.  Johns  is  a 
representative);  and  the  American  Psychiatric  Association  (which  I  represent  on  the  Board). 
The  National  Commission  offers  a  wide  range  of  programs  and  services  designed  to  help 
correctional  health  care  systems  provide  efficient  health  care  that  meets  criteria  established 
by  the  Supreme  Court  We  establish  standards  for  health  services  in  correctional  facilities; 
operate  a  voluntary  accreditation  program  for  institutions  that  meet  those  standards; 
produce  and  disseminate  resource  information  for  health  care  providers  and  correctional 
facility  administrators;  provide  technical  assistance;  offer  a  quality  review  program;  conduct 
educational  trainings  and  conferences;  and  offer  a  certification  program  for  correctional 
health  care  professionals. 

Our  accreditation  program  provides  correctional  facilities  with  policies  and  procedures 
that  enable  their  health  systems  to  be  both  Constitutionally  and  medically  sound. 
Additionally,  the  program  has  aided  correctional  facilities  in  combating  lawsuits  alleging 
improper  or  inadequate  health  care.  Since  the  program  began  in  the  mid-1970s,  there  has 
been  no  instance  in  which  a  correctional  facility,  while  accredited  by  the  National 
Commission,  has  suffered  an  adverse  judgement  in  any  class  action  litigation  challenging  the 
quality  or  availability  of  health  services. 
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In  my  testimony  today,  I  do  not  want  to  use  your  valuable  time  discussing  the  1.3 
million  who  are  behind  bars  on  any  given  day;  rather,  I  would  like  to  focus  my  testimony  on 
the  nearly  11  million  people  who  are  released  from  prisons  annually  and  the  health  risk  that 
they  pose  to  the  public. 

These  11  million  people  are  generally  part  of  society's  highest  health  risk  groups  and 
are  most  likely  to  have  poor  health  histories  that  make  them  susceptible  to  disease.  For 
example,  according  to  the  latest  available  data,  the  incidence  of  tuberculosis  in  the 
correctional  setting  increased  154%  in  the  two  year  period  from  1990  to  1992.  Tuberculosis, 
and  its  newer,  more  deadly  mutation,  multi-drug  resistant  tuberculosis,  are  airborne  diseases, 
and  highly  communicable.  Other  diseases  and  health  problems  common  among  this 
population  include  sexually  transmitted  diseases,  HIV  and  AIDS,  and  severe  psychiatric 
disorders.  And  the  list  goes  on.  Once  people  with  these  conditions  are  released,  if  their 
health  conditions  have  been  left  untreated,  they  become  a  problem  for  our  community 
health  centers,  our  hospital  emergency  rooms,  our  schools,  our  Medicaid  system,  our  public 
facilities  ...  in  other  words,  they  pose  a  health  risk  and  cost  concern  for  the  rest  of 
America. 

With  the  increase  in  the  prison  population,  there  has  also  been  an  increase  in 
correctional  health  care  needs.  Sheriffs  and  wardens,  doctors  and  nurses,  and  state  and  local 
officials  face  the  daunting  task  of  an  increasingly  complex  correctional  health  care  problem. 
The  problem  is  exacerbated  by  overcrowded  facilities,  the  aging  of  the  inmate  population 
serving  longer  sentences,  a  rise  in  the  percentage  of  pregnant  female  offenders,  and  the 
increasing  violence  of  youthful  offenders. 

Mr.  Chairman,  in  this  vein,  the  National  Commission  on  Correctional  Health  Care 
requests  the  Members  of  this  subcommittee  provide  funding  for  initiatives  to  address 
correctional  health  care  concerns.  NCCHC  is  requesting  that  $3  million  in  funding  be 
allocated  by  the  Centers  for  Disease  Control,  working  in  collaboration  with  the  Department 
of  Justice,  to  support  a  national  study  focusing  on  the  health  care  needs  of  soon-to-be 
released  inmates.  Such  a  study  would  include  a  comprehensive  assessment  of  services 
currently  available  in  jails,  prisons,  and  juvenile  facilities,  including  the  identification  of 
problem  areas,  particularly  as  they  relate  to  health  care  linkages  which  exist  between 
correctional  institutions  and  community  health  resources. 

The  National  Commission  also  requests  the  allocation  of  $300,000  in  support  of  a 
national  conference  to  formulate  an  action  strategy  and  recommendations  for  improvement, 
and  to  encourage  the  involvement  of  more  health  care  officials;  particularly  minorities. 
Participants  m  the  conference  would  be  representatives  of  the  36  professional  organizations 
associated  with  NCCHC,  as  well  as  schools  of  public  health,  minority  health  institutions  of 
higher  learning,  Federal  agency  officials,  and  other  organizations. 
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In  closing,  Mr.  Chairman,  what  is  important  to  note  is  that  certain  characteristics  of 
the  prison  population,  coupled  with  the  uniqueness  of  the  correctional  setting,  suggest  that 
inmates  face  even  greater  risks  of  illness  and  disability  than  the  general  community.  Many 
of  these  inmates,  who  contract  infectious  diseases,  wiH  eventually  return  to  society, 
potentially  exposing  others,  and  placing  additional  burdens  on  our  nation's  health  care 
system. 

Again,  I  appreciate  having  an  opportunity  to  come  before  you,  and  I  will  be  happy 
to  entertain  any  questions  you  may  have. 


National  Commission  on  Correctional  Health  Care 

2105  N.  Southport,  Chicago,  IL  60614-4017 

Phone:   (312)528-0818 

Fax:  (312)528-4915 
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Friday,  January  27,  1995. 

WITNESS 
BRUCE  COHEN,  M.D.,  McLEAN  HOSPITAL 

Mr.  Porter.  Our  next  witness  is  Bruce  Cohen,  M.D.,  McLean 
Hospital,  and  Dr.  Cohen,  I  would  ask  you  first  to  tell  us,  are  you 
speaking  on  behalf  of  McLean  Hospital  or  are  you  speaking  on  be- 
half of  yourself? 

Dr.  Cohen.  Behalf  of  McLean  Hospital,  sir. 

Mr.  Porter.  The  hospital,  all  right. 

Dr.  Cohen.  Mr.  Chairman,  Members  of  the  subcommittee,  I  want 
to  thank  you  for  affording  me  the  opportunity  to  appear  before  you 
today.  I  am  Dr.  Bruce  Cohen,  Senior  Vice  President  for  Research 
and  Training  at  McLean  Hospital  located  in  Belmont,  Massachu- 
setts. 

And  McLean  is  a  not-for-profit  center  for  psychiatric  and  sub- 
stance abuse  treatment,  teaching  and  research  affiliated  with  the 
Harvard  Medical  School  and  the  Massachusetts  General  Hospital. 
The  hospital  affords  a  broad  spectrum  of  programs  and  services 
that  encompass  inpatient,  outpatient,  community  residential,  and 
ambulatory  care.  For  180  years,  McLean  has  served  the  needs  of 
the  mentally  ill  and  their  families. 

Today,  as  one  of  the  largest  and  most  respected  psychiatric  insti- 
tutions in  this  country,  the  hospital  stands  at  the  forefront  of  re- 
search efforts  which  enhance  our  understanding  of  mental  ill- 
nesses. 

Within  our  research  facilities  and  programs,  scientists  and  clini- 
cians from  many  disciplines  collaborate  in  basic  and  clinical  studies 
to  advance  knowledge  about  the  causes  and  potential  cures  for 
these  devastating  disorders.  The  McLean  research  community  in- 
cludes over  270  investigators  and  staff  working  on  more  than  380 
research  projects,  which  we  hope  will  enable  us  to  develop  more  ef- 
fective methods  of  treating  and  preventing  mental  disorders. 

This  morning,  Mr.  Chairman,  I  would  like  to  address  what 
McLean  believes  to  be  areas  of  the  highest  priority  for  Federal  sup- 
port within  the  mental  health  care  field. 

First,  infrastructure  and  instrumentation  needs.  Mental  ill- 
nesses, as  you  know,  affect  over  30  million  Americans,  causing  un- 
told suffering,  and  it  has  been  estimated  over  $300  billion  of  ex- 
pense yearly  in  lost  work  and  the  cost  of  care.  However,  based  on 
powerful  new  technologies,  we  stand  at  the  threshold  of  an  era  of 
rapid  advances  in  understanding  mental  illness  and  developing  bet- 
ter treatments. 

Notably,  the  application  of  molecular  biology  has  recently  led  to 
the  discovery  of  genes  underlying  the  predisposition  to  Hunting- 
ton's chorea  and  Alzheimer's  disease  and  it  has  provided  clues  to 
the  origins  of  manic-depressive  illness.  Modern  imaging  techniques, 
including  positron  emission  tomography  (PET),  single  photon  emis- 
sion computerized  tomography  and  magnetic  resonance  imaging 
have  begun  to  define  specific  changes  in  the  structure,  chemistry, 
and  function  of  the  brain  in  patients  with  schizophrenia,  depres- 
sion, Alzheimer's  disease,  and  substance  abuse. 

Realizing  the  promise  of  this  research  to  improve  the  treatment 
of  mental  illness  is  contingent  on  continued  funding  from  the  agen- 
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cies  which  support  mental  health  research  within  the  National  In- 
stitutes of  Health,  including  the  National  Institute  on  Mental 
Health,  the  National  Institute  on  Drug  Abuse  and  the  National  In- 
stitute on  Alcohol  Abuse  and  Alcoholism. 

Just  as,  however,  available  technology  and  research  opportuni- 
ties are  changing  dramatically,  so  are  the  requirements  for  the  fa- 
cilities and  equipment  which  support  that  research.  To  be  able  to 
adopt  to  these  changes,  there  must  be  a  continuance  of  Federal 
support  for  facilities  and  equipment  for  mental  health  research. 

Research  infrastructure  in  the  United  States  is  generally  quite 
old,  with  many  laboratories  built  soon  after  World  War  II  and  very 
few  built  since  the  1970s.  These  older  facilities  are  often  unsuitable 
for  modern  research  using  molecular  biologic  techniques. 

In  addition,  state  of  the  art  research,  including  brain  imaging 
can  only  be  performed  with  the  use  of  specialized  equipment,  such 
as  laser  confocal  microscopes  and  magnetic  resonance  scanners.  It 
is  difficult,  if  not  impossible  in  most  cases,  for  academic  institu- 
tions to  afford  the  purchase  and  the  continuing  cost  of  these  tech- 
nologies on  their  own. 

Within  the  NIH,  the  National  Center  for  Research  Resources  was 
formed  to  aid  research  centers  in  establishing  and  maintaining 
high  technology  facilities.  These  facilities  represent  both  local  re- 
sources and,  through  the  research  they  perform,  national  resources 
for  advancing  our  understanding  of  the  cause  and  treatment  of 
mental  illnesses. 

Without  resources  available  through  the  NCRR,  investigators 
would  not  be  able  to  take  advantage  of  these  new  technologies  to 
study  mental  illnesses  and  our  progress  will  be  dramatically 
slowed.  In  this  vein,  we  asked  that  additional  funds  be  provided  to 
NCRR  infrastructure  activities  in  fiscal  year  1996. 

Secondly,  Alzheimer's  comprehensive  care  centers.  Another  area 
of  priority  concerns  the  amount  of  attention  given  to  comprehensive 
care  centers  for  older  Americans  with  Alzheimer's  disease  and  re- 
lated disorders.  With  the  population  of  older  Americans  growing, 
the  prevalence  of  disorders  associated  with  age,  including  Alz- 
heimer's disease,  will  also  increase.  Many  of  these  disorders  rob  in- 
dividuals of  their  ability  to  care  for  themselves  and  place  a  great 
burden  both  on  caregivers  and  society  at  large. 

While  we  have  facilities  for  treating  the  elderly,  each  of  these  fa- 
cilities generally  address  a  particular  problem,  such  as  clinics  to 
evaluate  and  treat  patients  with  Alzheimer's  disease,  home  care 
services  to  help  caregivers,  or  nursing  homes  for  those  too  disabled 
to  live  at  home. 

The  separation  of  services  creates  great  inconveniences  and  inef- 
ficiencies for  patients  and  caregivers  alike.  In  addition,  those  who 
study  Alzheimer's  disease  in  an  attempt  to  improve  treatment,  too 
often  have  little  access  to  patients  treated  at  home  or  in  many  of 
these  institutional  settings. 

Many  patients  and  their  relatives  have  expressed  the  need  for 
comprehensive  care  centers  at  which  evaluation  and  treatment  can 
be  provided,  including  day  care  or  institutionalization,  and  through 
which  outreach  and  home  services  can  also  be  obtained.  The  loca- 
tion of  care  centers  at  academic  centers  would  ensure  that  not  only 
the  most  up  to  date  diagnosis  and  treatment  for  patients  are  given, 


439 

but  it  would  also  improve  the  ability  of  clinical  investigators  to 
study  Alzheimer's  disease  and  improve  upon  its  treatment. 

McLean  urges  the  Federal  Government  to  support  mental  health 
professionals  and  the  families  of  persons  afflicted  with  Alzheimer's 
disease  in  an  effort  to  work  together  to  establish  such  centers  to 
advance  our  efforts  to  understand  and  treat  this  disease.  Specifi- 
cally we  would  ask  that  $3  million  be  provided  to  the  administra- 
tion on  aging  or  to  the  National  Institute  on  Aging  to  support  the 
establishment  of  such  centers. 

Lastly,  outcome  research.  There  must  be  continued  support  for 
Treatment  Outcome  Research.  Treatment  for  mental  illnesses  has 
become  markedly  more  effective  in  the  last  few  decades.  Neverthe- 
less, there  is  much  work  to  be  done  on  establishing  the  best  treat- 
ment for  particular  disorders. 

Equally  important  is  establishing  the  best  treatment  for  particu- 
lar individuals  who  may  each  respond  differently  to  standard  treat- 
ments. In  addition,  in  a  time  of  limited  resources,  it  is  crucially  im- 
portant to  know  not  only  what  treatments  are  effective,  but  to  de- 
termine the  comparative  efficacy  of  treatments,  learn  whether 
there  are  synergies  of  applying  multiple  treatments  and  define  in 
what  setting,  whether  inpatient,  outpatient  or  residential,  care  is 
most  effectively  provided. 

Finding  the  answers  to  these  questions  requires  research  as  so- 
phisticated as  that  performed  in  the  laboratory.  Such  research  will 
only  be  successful  if  it  has  its  own  consistent  and  substantial  sup- 
port both  from  institutions  and  the  Federal  Government.  The  out- 
come of  this  support  will  be  the  ability  to  design  more  cost  effective 
and  clinically  effective  systems  of  care. 

Consequently,  we  ask  that  additional  funds  be  appropriated  to 
the  substance  abuse  and  mental  health  service  agency  and  the 
Center  for  Mental  Health  Services  to  support  outcome  research  re- 
lated to  mental  illness  and  substance  abuse. 

I  thank  you  again,  Mr.  Chairman,  for  the  opportunity  to  appear 
before  you  and  the  subcommittee.  I  would  be  pleased  to  answer  any 
questions  you  might  have. 

Mr.  Porter.  Dr.  Cohen,  we  thank  you  for  your  excellent  state- 
ment and  appreciate  your  coming  out  today  to  present  it  to  us. 
Thank  you  so  much. 

[The  prepared  statement  of  Bruce  M.  Cohen,  M.D.,  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  I  want  to  thank  you  for  affording  me  the 
opportunity  to  appear  before  you  today.  I  am  Dr.  Bruce  Cohen,  Senior  Vice  President  for 
Research  and  Training  at  McLean  Hospital,  located  in  Belmont,  Massachusetts. 

BACKGROUND 

McLean  Hospital  is  a  not-for-profit  center  for  psychiatric  and  substance  abuse  treatment, 
teaching  and  research  affiliated  with  Harvard  Medical  School  and  Massachusetts  General 
Hospital.  The  hospital  offers  a  broad  spectrum  of  programs  and  services  that  encompass 
inpatient,  outpatient,  community  residential,  and  ambulatory  care.  For  one  hundred-eighty 
years,  McLean  has  served  the  needs  of  the  mentally  ill  and  their  families.  Today,  as  one  of  the 
largest  and  most  respected  psychiatric  institutions  in  this  country,  the  hospital  stands  at  the 
forefront  of  research  efforts  which  will  greatly  enhance  our  understanding  of  mental  illness. 

Within  our  research  facilities  and  programs,  scientists  and  clinicians  from  many  disciplines 
collaborate  in  basic  and  clinical  studies  to  advance  knowledge  about  the  causes  and  potential 
cures  for  these  often  devastating  illnesses.  The  McLean  research  community  includes  over  270 
investigators  and  staff  working  on  more  than  380  research  projects  that  will  enable  us  to  develop 
more  effective  methods  of  treating  and  preventing  mental  disorders. 

Mr.  Chairman,  this  morning  I  would  like  to  address  what  McLean  believes  to  be  areas  of  the 
highest  priority  for  federal  support  within  the  mental  health  care  field. 

INFRASTRUCTURE  AND  INSTRUMENTATION  NEEDS 

Mental  illnesses  affect  over  30  million  Americans,  causing  untold  suffering  and  over  300  billion 
dollars  of  expense  yearly  in  lost  work  and  the  cost  of  care.  However,  based  on  powerful  new 
technologies,  we  stand  at  the  threshold  of  an  era  of  rapid  advances  in  understanding  mental 
illness  and  developing  better  treatments.  Notably,  the  application  of  molecular  biology  has 
recently  led  to  the  discovery  of  genes  underlying  the  predisposition  to  Huntington's  chorea  and 
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Alzheimer's  disease  and  has  provided  clues  to  the  origins  of  manic-depressive  illness.  Modern 
imaging  techniques,  including  positron  emission  tomogragraphy  (PET),  single  photon  emission 
computerized  tomography  (SPECT)  and  magnetic  resonance  imaging  (MRI),  have  begun  to 
define  specific  changes  in  the  structure,  chemistry  and  function  of  the  brain  in  patients  with 
schizophrenia,  depression,  Alzheimer's  disease  and  substance  abuse.  Realizing  the  promise  of 
this  research  to  improve  the  treatment  of  mental  illness  is  contingent  on  continued  funding  from 
agencies  which  support  mental  health  research  within  the  National  Institutes  of  Health  (NIH), 
including  the  National  Institute  on  Mental  Health  (NIMH),  the  National  Institute  on  Drug  Abuse 
(NIDA),  and  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA). 

Just  as  available  technology  and  research  opportunities  are  changing  dramatically,  so  are  the 
requirements  for  the  facilities  and  equipment  which  support  research.  To  be  able  to  adapt  to 
these  changes,  there  must  be  a  continuance  of  Federal  support  for  facilities  and  equipment  in 
mental  health  research.  Research  infrastructure  in  the  U.S.  is  generally  quite  old,  with  many 
laboratories  built  soon  after  World  War  II  and  few  built  since  the  1970's.  These  older  facilities 
are  often  unsuitable  for  modern  research  using  molecular  biologic  and  molecular  genetic 
techniques.  In  addition,  state  of  the  art  research,  including  brain  imaging,  can  only  be 
preformed  with  the  use  of  specialized  equipment,  such  as  laser  confocal  microscopes  and 
magnetic  resonance  scanners.  It  is  difficult,  if  not  impossible  in  most  cases,  for  academic 
institutions  to  afford  the  purchase  and  continuing  cost  of  these  technologies  on  their  own. 

Within  NIH,  the  National  Center  for  Research  Resources  (NCRR)  was  formed  to  aid  research 
centers  in  establishing  and  maintaining  high  technology  facilities.  These  facilities  represent  both 
local  resources  and  ,  through  the  research  they  perform,  national  resources  for  advancing  our 
understanding  of  the  cause  and  treatment  of  mental  illnesses.  Without  resources  available 
through  the  NCRR,  investigators  will  not  be  able  to  take  advantage  of  new  technologies  to  study 
mental  illnesses  and  our  progress  will  be  dramatically  slowed.  In  this  vein,  we  ask  that 
additional  funds  be  provided  to  NCRR  infrastructure  activities  in  FY'96. 

ALZHEIMER'S  COMPREHENSIVE  CARE  CENTERS 

Another  area  of  priority  concerns  the  amount  of  attention  given  to  comprehensive  care  facilities 
for  older  Americans  with  Alzheimer's  disease  and  related  disorders.  With  the  population  of 
older  Americans  growing,  the  number  of  incidents  of  disorders  associated  with  age,  including 
Alzheimer's  disease,  will  also  increase.  Many  of  these  disorders  rob  individuals  of  their  ability 
to  care  for  themselves  and  place  a  great  burden  both  on  caregivers  and  society  at  large.  While 
we  have  facilities  for  treating  the  elderly,  each  of  these  facilities  generally  address  a  particular 
problem,  such  as  clinics  to  evaluate  and  treat  patients  with  Alzheimer's  disease,  home  care 
services  to  help  caregivers,  and  nursing  homes  for  those  too  disabled  to  live  at  home.  The 
separation  of  services  creates  great  inconveniences  and  inefficiencies  for  patients  and  caregivers 
alike.  In  addition,  those  who  study  Alzheimer's  disease,  in  an  attempt  to  improve  treatment, 
too  often  have  little  access  to  patients  treated  at  home  or  in  institutional  settings. 

Many  patients  and  their  relatives  have  expressed  the  need  for  comprehensive  care  centers  at 
which  evaluation  and  treatment  can  be  provided,  including  day  care  or  institutionalization,  and 
through  which  outreach  and  home  services  can  be  obtained.    The  location  of  care  centers  at 
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academic  centers  would  ensure  not  only  the  most  up-to-date  diagnosis  and  treatment  for  patients, 
but  would  also  improve  the  ability  of  clinical  investigators  to  study  Alzheimer's  disease  and 
improve  upon  its  treatment.  McLean  urges  the  Federal  government  to  support  mental  health 
professionals  and  the  families  of  persons  afflicted  with  Alzheimer's  disease  in  an  effort  to  work 
together  to  establish  such  centers  and  advance  our  efforts  to  understand  this  disease.  Specifically 
we  ask  that  $3  million  be  provided  to  the  Administration  on  Aging  or  to  the  National  Institute 
on  Aging  to  support  the  establishment  of  such  centers. 

OUTCOME  RESEARCH 

Finally,  there  must  be  continued  support  for  Treatment  Outcome  Research.  Treatment  for 
mental  illnesses  has  become  markedly  more  effective  in  the  last  few  decades.  Nevertheless, 
there  is  much  work  to  be  done  on  establishing  the  best  treatment  for  particular  disorders. 
Equally  important,  is  establishing  the  best  treatment  for  particular  individuals  who  may  each 
respond  differently  to  treatment.  In  addition,  in  a  time  of  limited  resources,  it  is  crucially 
important  to  know  not  only  what  treatments  are  effective,  but  to  determine  the  comparative 
efficacy  of  treatments,  learn  whether  there  are  synergies  of  applying  multiple  treatments,  and 
define  in  what  setting,  whether  inpatient,  outpatient  or  residential,  care  is  most  effectively 
provided. 

Finding  the  answers  to  these  questions  requires  research  as  sophisticated  as  that  performed  in 
the  laboratory.  Such  research  will  only  be  successful  if  it  has  its  own  consistent  and  substantial 
support  both  from  institutions  and  the  federal  government.  The  outcome  of  this  support  will  be 
the  ability  to  design  more  cost  efficient  and  clinically  effective  systems  of  care.  Consequentiy 
we  ask  that  additional  funds  be  appropriated  to  the  Substance  Abuse  and  Mental  Health  Service 
Agency  (SAMHSA)  and  the  Center  for  Mental  Health  Services  to  support  outcome  research 
related  to  mental  illness  and  substance  abuse. 

Thank  you  again,  Mr.  Chairman,  for  the  opportunity  to  appear  before  you  and  the  subcommit- 
tee. I  would  be  pleased  to  answer  any  questions  you  may  have  at  this  time. 
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Friday,  January  27,  1995. 

WITNESS 
ROBERT  RICH,  M.D.,  AMERICAN  ASSOCIATION  OF  IMMUNOLOGISTS 

Mr.  Porter.  Robert  Rich,  M.D.,  American  Association  of  Immu- 
nologists.  Dr.  Rich. 

Dr.  Rich.  Mr.  Chairman,  distinguished  Members  of  the  sub- 
committee, my  name  is  Bob  Rich.  I  am  Vice  President  and  Dean 
of  Research  at  Baylor  College  of  Medicine  in  Houston.  I  am  here 
as  the  Chair  of  the  Committee  of  Public  Affairs  on  the  Association 
of  Immunologists. 

A  group  of  6,000  scientists  who  work  in  areas  as  diverse  as  dia- 
betes and  lupus,  all  the  way  to  AIDS  and  tuberculosis. 

I  would  like  to  testify  on  behalf  of  the  fiscal  year  1996  budget 
for  the  National  Institutes  of  Health,  and  begin  by  appreciating, 
Mr.  Chairman,  that  it  is  really  because  of  the  support  of  this  sub- 
committee, of  the  Congress,  and  really  the  American  taxpayer  that 
we  have  the  finest  biomedical  research  facilities,  in  fact,  the  finest 
system  of  health  care  in  the  world  today. 

But  we  have  a  fundamental  problem.  The  fundamental  problem 
is  really  a  lack  of  money  and  that  problem  has  been  addressed  in 
several  ways.  The  first  difficulty  is  really  that  our  peer  review  sys- 
tem has  broken  down.  It  has  become  increasingly  a  lottery  where 
excellent  science  is  not  being  funded  just  because  of  the  roll  of  a 
dice  because  a  peer  review  system  cannot  decide  between  a  large 
number  of  outstanding  proposals  of  equal  merit. 

Recognizing  this,  it  has  really  been  traditional  for  scientists  such 
as  myself  to  come  before  your  subcommittee  and  ask  for  additional 
appropriations  and  in  fact  you  have  heard  from  the  distinguished 
President  of  the  Federation  of  American  Societies  for  Experimental 
Biology  this  week  suggesting  that  NIH  needs  an  increased  appro- 
priation in  fiscal  year  1996  of  10.2  percent.  AAJ  generally,  and  I 
specifically,  are  in  support  very  strongly  of  that  request  and  can  as- 
sure you  that  the  money  is  needed  and  would  be  well  spent. 

But  I  would  like  to  spend  my  brief  time  with  you  today  taking 
another  tack.  That  is  to  say  that  at  a  time  of  extremely  constrained 
resources,  we  believe  that  it  is  important  to  be  sure  that  the  Fed- 
eral dollar  is  actually  returning  the  maximum  amount  of  science 
for  every  dollar  that  is  invested,  and  in  particular  what  I  would 
like  to  suggest  to  you,  that  there  are  earmarks  in  Federal  regula- 
tions that  really  have  become  the  unfunded  mandates  of  science 
that  are  costing  us  money  and  reducing  the  amount  of  research 
that  can  be  accomplished,  and  I  would  like  to  suggest  in  specific 
ways  in  which  we  believe  the — one  can  get  more  science  for  the  ap- 
propriated dollar. 

I  appreciate  that  this  is  an  appropriations  subcommittee,  but  we 
think  there  are  some  things  that  could  be  done  with  report  lan- 
guage that  would  help  us  solve  some  of  these  problems.  I  am  going 
to  give  you  three  specific  examples  of  what  I  am  talking  about  that 
in  three  different  ways  adversely  impact  on  our  available  scientific 
funding. 

The  first  is  a  congressional  earmark,  and  specifically  I  am  going 
to  talk  about  the  Small  Business  Innovation  Research  program. 
The  second,  runaway  animal  rules  and  regulations  that  increase 
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the  direct  costs  of  research,  and  third,  recent  changes  in  Federal 
audit  requirements  that  have  driven  up  the  indirect  cost  of  re- 
search. 

So  in  summary  what  I  am  going  to  suggest  to  you  that  both  with 
earmarks  and  with  rules  and  regulations,  we  are  getting  less 
science  for  the  money  than  might  be  otherwise  available. 

Now,  let  me  be  more  specific.  The  Small  Business  Innovation  Re- 
search program  is  really  a  tax  established  by  another  congressional 
committee  on  dollars  intended  for  research.  Between  fiscal  year 
1994  and  fiscal  year  1995  this  tax  rose  from  1.5  percent  to  2.1  per- 
cent for  the  Federal  R&D  dollars,  a  37  percent  rate  of  growth  in 
a  year. 

During  that  same  time,  NIH  funding  rose  4.02  percent.  So  we  are 
comparing  a  37  percent  increase  in  funding  as  the  tax  on  NIH 
funds  at  4.02  percent  increase  in  NIH  money  it  receives.  With  that 
SBIR  money,  we  could  have  funded  an  additional  500  ROl  grants 
and  we  believe  that  money  would  have  been  better  invested.  Let 
me  move  to  my  second  point. 

Over  the  past  decade,  the  increasing  rules  and  regulations  that 
govern  animal  care  and  research  have  become  an  inordinate  bur- 
den on  the  taxpayer  and  on  the  scientist  in  efforts  to  carry  out  re- 
sponsible research.  It  is  now  not  uncommon  for  single  ROl  grant 
to  have  $50,000  a  year  in  animal  care  costs,  and  in  fact  many  have 
several  times  that  amount.  One  of  my  colleagues,  Dr.  Paul  Kincade 
at  the  Oklahoma  Medical  Research  Foundation,  just  sent  me  this 
week  his  list  of  regulations  that  govern  his  use  of  mice  in  his  lab- 
oratory, and  this  is  the  list.  It  covers  all  such  kinds  of  things  as 
the  size  of  the  cages  that  animals  have  to  be  housed  in,  the  rate 
of  ventilation  of  the  cages,  but  it  also  goes  on  to  all  kinds  of  more 
surprising  and  arcane  things. 

Let  me  give  you  one  specific  example.  We  are  now  required  by 
OSHA  to  carry  out  complete  medical  histories  and  physical  exami- 
nations on  all  of  our  employees  who  work  with  laboratory  animals. 
I  will  have  to  tell  you  that  I  had  difficulty  keeping  a  straight  face 
this  week  when  one  of  my  colleagues  came  up  to  me  and  asked  me 
why  it  was  he  had  to  have  a  prostate  examination  before  he  could 
work  with  these  laboratory  rats.  I  am  all  for  him  having  the  pros- 
tate exam,  but  I  don't  think  it  ought  to  be  charged  as  a  cost  of 
doing  research  in  this  country. 

Finally,  let  me  talk  about  cost  accounting  problems.  We  agree 
that  researchers  and  universities  must  be  accountable  to  the  tax- 
payers for  the  research  funds  they  expend,  but  the  accounting  re- 
quirements during  the  past  several  years  have  really  become  ab- 
surd. 

Just  during  this  past  year,  Baylor  College  of  Medicine  has  had 
to  hire  three  additional  accountants  pursuant  to  OMB  Circular 
133.  Between  fiscal  years  1990  and  1993  audits  rose  from  8.7  per- 
cent of  our  total  audit  activity  to  45.2  percent.  This  increased  audit 
activity  covered  367,000  transactions,  totaling  over  $317  million  of 
Federal  funds.  The  audit  cost  $577,986.  The  grand  result  of  all  of 
this  was  a  finding  of  $9,613.28  in  expenditures  that  were  chal- 
lenged on  technical  grounds  because  somebody  wrote  a  check  a  few 
days  late. 
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I  submit  to  you,  Mr.  Chairman,  that  spending  $600,000  to  find 
less  than  $10,000  in  disallowed  costs  is  not  a  good  return  on  your 
investment. 

In  conclusion,  Mr.  Chairman,  United  States  scientific  accomplish- 
ments are  limited  not  by  the  reach  of  our  imagination  but  by  the 
availability  of  adequate  funds  to  support  that.  We  at  the  American 
Association  of  Immunologists  strongly  believe  that  the  Congress  is 
entitled  to  the  most  efficient  use  of  those  funds.  We  need  more 
bang  for  our  research  buck.  We  ask  you  to  consider  freeing  us  from 
the  unfunded  mandates  of  earmarks  and  unnecessary  rules  and 
regulations. 

Thank  you  very  much. 

[The  prepared  statement  of  Robert  R.  Rich,  M.D.,  follows:] 
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Mr.  Chairman,  distinguished  members  of  the  Subcommittee,  I  am  Robert  R  Rich,  M.D.,  Vice 
President  and  Dean  of  Research  at  Baylor  College  of  Medicine.   I  testify  before  you  today  as 
Chairman  of  the  Committee  on  Public  Affairs  of  the  American  Association  of  Immunologists  ( AAI). 
AAI  represents  nearly  6,000  scientists  who  study  the  human  immune  system  and  its  dysfunctions  and 
diseases.   Many  of  us  are  in  the  front  lines  of  the  scientific  effort  to  find  cures  and  therapies  for 
diseases  ranging  from  diabetes  and  lupus  to  ADDS  and  tuberculosis. 

We  appreciate  the  opportunity  to  testify  before  your  Subcommittee  this  morning  about  the  Fiscal 
Year  1996  appropriation  for  biomedical  research  that  is  supported  by  the  National  Institutes  of 
Health. 

Mr.  Chairman,  at  a  time  of  unprecedented  scientific  opportunity,  the  basic  problem  is  insufficient 
funding.   Important  medical  advances  are  being  slowed  or  missed  altogether  because  outstanding 
scientists,  with  excellent  ideas,  spend  an  inordinate  amount  of  their  time  preparing  grant  applications 
that  are  unlikely  to  receive  the  support  necessary  to  carry  them  out  The  peer  review  system  has 
broken  down.   It  is  simply  incapable  of  distinguishing  between  three  applications  of  apparently  equal 
merit  when  there  is  funding  to  support  but  one.  Consequently,  the  prospect  of  NTH  funding  becomes 
increasingly  like  playing  a  lottery,  where  lucky  scientists  continue  their  work  and  their  unlucky 
colleagues  may  be  lost  to  science  despite  the  enormous  societal  investment  in  their  training  and 
career  development 

Because  of  this  fundamental  inadequacy  of  funds,  it  has  become  typical  for  scientists  like  me  to  sit 
before  you  and  ask  for  more  money.   Already  this  week  you  have  heard  from  distinguished 
witnesses,  such  as  the  President  of  the  Federation  of  American  Societies  for  Experimental  Biology, 
of  which  AAI  is  a  member.   AAI  and  I  emphatically  endorse  FASEB's  recommendation  of  a  10.2% 
increase  in  funding  for  the  National  Institutes  of  Health.   I  assure  you  that  the  need  for  this 
additional  funding  is  real,  and  that  the  money  would  be  well-spent 

While  we  strongly  favor  this  funding  recommendation,  and  the  reasoning  behind  it,  I  would  like  to 
take  my  short  time  before  you  today  to  make  a  slightly  different  recommendation.  At  a  time  of 
severely  limited  resources,  I  believe  it  essential  that  the  public  receive  a  maximal  return  of  important 
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science  for  every  dollar  invested.  There  are  important  things  mat  can  be  done  both  by  Congress  and 
the  Administration  to  make  better  use  of  your  research  dollars.   In  particular,  at  a  time  of  flat 
appropriations  for  research  conducted  by  NIH,  regulations  and  earmarks-the  unfunded  mandates  of 
biomedical  research,  significantly  erode  the  amount  of  funding  that  finds  its  way  into  new  and 
original  science. 

I  suggest  that  the  members  of  this  Subcommittee  examine  the  unreasonable  or  unnecessary  federal 
regulations  that  dictate  the  treatment  of  research  materials  and  facilities,  including  the  extraordinarily 
complex  and  expensive  animal-use  regulations.   Congress  and  this  Subcommittee  would  see  that  the 
time,  effort  and  funding  that  scientists  waste  in  complying  with  federal  rules  and  regulations  result  in 
dramatically  less  actual  scientific  research.  I  advocate  that  the  Subcommittee  and  the  Congress  seek 
ways  to  get  more  science  for  the  appropriated  dollar.  There  are  several  steps  the  Subcommittee 
could  take,  using  report  language,  that  would  accomplish  this  objective. 

First  I  advocate  that  NIH  be  freed  from  research  earmarks.  In  this  era  of  tight  federal  budgets. 
Congress  and  the  Administration  have  taken  to  earmarking  funds  for  specific  activities  or  lines  of 
research  without  providing  the  additional  funding  to  support  these  new  efforts.   From  Congress  such 
earmarks  include  a  large  number  of  specific  set-asides,  some  of  which  are  of  sufficient  size  to  impact 
significantly  the  overall  NIH  research  effort.  The  example  I'd  like  to  discuss  today  is  the  Small 
Business  Innovation  Research  program. 

Small  Business  Innovation  Research  (SBIR),  An  Unfunded  Mandate 

The  law  creating  SBIR  requires  that  each  federal  agency  with  an  annual  R&D  portfolio  in  excess  of 
$100  million  set  aside  a  percentage  of  that  funding  to  support  research  and  development  and 
stimulate  commercialization  of  research  by  small  companies.  According  to  the  Congressional 
Research  Service,  the  SBIR  program  has  four  goals: 

These  include  stimulation  of  technological  innovation  in  the  small  business 
community;  increased  use  of  the  small  business  community  to  meet  the  R&D  needs  of 
the  Government;  augmentation  of  minority  and  disadvantaged  individuals  in  the 
process;  and  expanded  commercialization  of  the  results  of  federally  funded  R&D. 

When  it  was  reauthorized  in  1993,  SBIR's  claim  on  research  funding  rose  from  a  1.5%  set-aside  in 
Fiscal  Year  1994  to  2.1%  in  Fiscal  Year  1996.  This  "ramping  up"  of  SBIR  funding  has  translated 
into  a  37%  rate  of  growth  in  one  year  within  SBIR  at  a  time  when  NIH  funding  has  risen  at  only 
4.02%. 

In  Fiscal  Year  1994,  811  SBIR  grants  were  awarded  at  a  cost  of  $118.5  million.   In  Fiscal  Year 
1995,  984  SBIR  grants  (R43s,  R44s)  will  be  awarded  at  a  total  cost  of  $162.6  million.  This  $162.6 
million  will  be  taken  out  of  funding  that  was  originally  intended  for  investigator-initiated  research 
grants  (ROls).  At  a  typical  cost  of  $234,000  per  grant  year  for  an  R01,  the  funding  spent  on  SBIR 
could  fund  nearly  500  additional  research  grants. 
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I  am  personally  skeptical  about  the  merit  and  efficacy  of  having  the  federal  government  function  as  a 
source  of  venture  capital  for  small,  high-tech  firms-however  deserving.  Nevertheless  the  way  that 
SBIR  is  funded,  through  a  tax  on  basic  research  dollars,  reduces  the  amount  of  research  that  is  done. 
I  also  realize  that  the  SBIR  program  is  authorized  and  funded  according  to  statute.  But  this 
Subcommittee  and  the  Congress  should  recognize  that,  at  the  very  least,  SBIR  should  be  funded  with 
its  own,  up-front  and  straightforward  appropriation  and  not  skim  its  funding  "off  the  top"  from 
already  scarce  research  dollars. 

Internal  Earmarks:  Research  by  RFA 

The  creeping  growth  of  research  by  Requests  for  Application  (RFAs)  is  an  example  within  NIH  of 
turning  good  intentions,  and  frequently  specific  Congressional  requests,  into  science  that  less  than 
outstanding.  We  acknowledge  the  need  for  targeting  some  fraction  of  NIH  research  toward  particular 
objectives    But  it  should  be  recognized  that  such  research  is  intrinsically  less  likely  to  lead  to 
breakthroughs  of  fundamental  importance,  as  it  is  driven  by  administrative  or  political  forces  rather 
than  the  imagination  of  our  finest  scientists. 

Our  views  on  this  issue  lead  us  to  applaud  the  recent  efforts  of  the  Office  of  AIDS  Research  to  shift 
funds  from  targeted,  internally  "earmarked"  research  to  a  new  emphasis  on  basic  understanding  of 
HIV  and  AIDS.  We  believe  that  this  approach  is  far  more  likely  to  lead  to  the  cure  or  control  of  this 
terrible  epidemic,  and  we  wish  to  encourage  further  similar  efforts  in  support  of  AIDS  research. 

Regulations  that  Cost  More  to  Buy  Less 

Allow  me  to  turn  now  to  a  point  of  particular  frustration  in  the  scientific  community:  the  growing 
intrusion  of  federal  regulations  into  the  conduct  of  research.  In  no  segment  of  our  work  has  this 
problem  become  greater  than  in  the  rules  that  continually  drive  up  the  cost  of  animal  research. 

The  use  of  animals  such  as  mice  as  models  for  the  human  organism  is  governed  by  an  imperative 
that  some  people  outside  of  research  do  not  understand:  you  don't  get  good  research  if  you  don  t 
treat  your  research  subjects  weU.  If  a  mouse  in  the  laboratory  isn't  treated  properly  and  humanely,  it 
is  not  going  to  produce  valid  or  worthwhile  research  results. 

Despite  this  imperative,  and  the  lack  of  even  anecdotal  data  about  the  mistreatment  of  research 
animals,  federal  rules  and  regulations  governing  laboratory  animals  have  multiplied,  and  the  cost  to 
research  institutions,  federal  facilities,  and  ultimately,  the  taxpayer  has  soared.  In  many  institutions 
the  expense  of  mandated  regulations  of  little  or  no  demonstrable  benefit  has  driven  total  costs  of 
animal  care  to  several  times  the  actual  cost  of  high  quality  husbandry.  For  example,  we  now  must 
catalog  and  store  blood  serum  on  all  animal  researchers  for  their  period  of  employment  plus  thirty 
years,  at  substantial  cost  but  with  little,  if  any,  added  benefit 

We  also  now  face  mandates  that  may  require  expensive  institutional  investments  relating  to  such 
issues  as  size  of  an  individual  mouse  cage  and  its  rate  of  ventilation.  More  surprisingly  OSHA  now 
asks  us  to  provide  complete  medical  histories  and  physical  examinations  to  all  our  employees  who 
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work  with  animals,  despite  the  lack  of  any  cost-benefit  analysis  of  such  requests.  I  found  it  difficult 
to  respond  with  a  straight  face  when  one  of  my  colleagues  earlier  this  week  asked  why  he  was 
required  to  have  a  prostate  exam  in  order  to  work  with  lab  rats.  Don't  misunderstand  me,  I  think  that 
the  prostate  exam  was  a  good  idea,  but  it  shouldn't  be  a  required  cost  of  doing  research  on 
experimental  animals. 

Another  of  my  colleagues,  Dr.  Paul  Kincade  of  the  Oklahoma  Medical  Research  Foundation  in 
Oklahoma  City,  has  sent  me  a  partial  sample  of  the  rules  and  regulations  that  govern  his  use  of 
animals  in  his  research.  This  is  the  stack.  The  cost  of  mouse  care  on  individual  NIH  ROl  grants  now 
frequently  exceeds  $50,000,  and  can  be  several  times  that  These  rules  represent  a  large  portion  of 
that  cost 

Costs  of  Managing  Research  Dollars 

Mr.  Chairman,  there  must  be  accountability  wherever  taxpayer  dollars  are  spent   However,  in  the 
past  few  years,  the  regulations  and  costs  associated  with  audit  activities  have  become  absurd. 

For  example,  during  the  past  year  Baylor  College  of  Medicine  has  hired  three  additional  auditors  to 
handle  the  audit  requirements  under  OMB  Circular  A-133.  In  Fiscal  Year  1990  federal  A-133  audits 
required  8.7%  of  Baylor's  total  internal  audit  effort;  in  Fiscal  Year  1993  that  number  had  increased 
more  than  five-fold,  to  45.2%.   As  a  consequence  of  this  increased  audit  activity  from  Fiscal  Years 
1991-93  we  found  a  total  of  $9,613.28  in  questioned  costs.  This  related  to  a  single  technically 
disallowed  transaction  in  a  total  audit  pool  of  367,000  transactions  covering  $317,469,300  in 
expenditures  of  federal  dollars.  The  total  cost  of  our  internal  and  independent  external  A-133  audits 
during  this  period  was  $577,986.  Mr.  Chairman,  spending  nearly  $600,000  to  find  less  than  $10,000 
in  disallowed  costs  is  not  a  good  return  on  your  investment 

Recently  Congress  has  been  very  concerned  about  the  "indirect  costs"  of  research.  That's  largely 
what  I've  been  talking  about  as  well.  I  submit  that  one  way  to  reduce  indirect  costs  is  to  eliminate 
unnecessary  rules  and  regulations.  That  would  make  more  sense  to  me  than  the  imposition  of 
arbitrary  caps.  The  bottom  line  is  that  there  are  major  costs  associated  with  these  federal  mandates. 

NIH  and  Reinventing  Government 

Finally,  Mr.  Chairman,  I'd  like  to  address  an  issue  that  may  seem  paradoxical  in  this  plea  for  more 
efficient  research.  Last  year,  at  the  request  of  this  Subcommittee,  an  NIH  Intramural  Review  Group 
produced  a  study  of  NIH  and  made  recommendations  about  how  best  to  get  more  of  a  return  from 
the  funding  NIH  receives.  The  recommendations  made  by  the  Marks-Cassell  Committee  were 
favorably  received,  and  many  of  the  report's  recommendations  are  being  implemented. 

In  the  course  of  streamlining  NIH  and  reducing  the  number  of  managerial  and  supervisory  personnel 
government-wide,  a  problem  has  cropped  up  that  was  alluded  to  in  the  Marks-Cassell  Report  and  has 
grown  more  severe  since.  I  refer  to  the  enforced  reduction  of  civil  servants  at  the  rank  of  GS-14  and 
above.   Although  this  policy  has  resulted  in  the  elimination  of  administrative  and  bureaucratic 
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duplication  and  waste  throughout  government,  at  NIH  it  has  targeted  M.D.  and  Ph.D.  researchers 
who,  because  of  their  academic  credentials  and  production  of  world-class  biological  research,  are 
typically  GS-14s  and  above. 

Productive  laboratories  are  curtailing  research  or  even  shutting  down  because  GS-14  personnel  are 
being  forced  to  leave,  or,  if  leaving  voluntarily,  are  not  replaced.  This  loss  of  the  best  NIH  personnel 
is  a  classic  example  of  being  "penny-wise  and  pound-foolish."  Last  year,  the  Senate  Labor-HHS 
Subcommittee  recognized  this  problem  on  page  1 14  of  its  report  language: 

The  NIH  Intramural  Program  has  suffered  unduly  in  the  mandated  reductions  of 
administration  costs  and  personnel  in  the  GS-14  and  above  ranks.  Bench  scientists 
have  attained  their  grade  status  based  on  scientific  and  technical  expertise,  rather  than 
as  a  result  of  supervisory  or  managerial  responsibilities. 

Between  Fiscal  Years  1994  and  1996,  NIH  will  have  to  cut  some  739  (16,805  to  16,066)  positions, 
the  majority  of  which-because  of  the  GS-14  requirement- will  have  come  from  the  ranks  of  Ph.D. 
and  M.D.  researchers. 

If  the  Subcommittee  could  find  some  way  to  exempt  the  NIH  from  these  cuts  of  GS-14  personnel, 
even  by  setting  an  amount  by  which  payroll  at  the  NIH  must  be  reduced  to  meet  the  streamlining 
goals,  it  would  allow  the  NIH  Director  to  recruit  and  keep  the  best  scientific  talent  available— not 
protect  bureaucrats.  This  is  not  a  plea  against  savings,  but  a  request  that  NIH  be  given  the  flexibility 
to  meet  such  caps  rationally. 

Conclusion 

Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  to  be  sure,  NIH  and  biomedical 
research  need  greater  funding.  In  a  time  of  tight  budgets.  Congress  can  also  do  much  to  ensure  that 
the  funds  that  are  appropriated  are  used  wisely.  We  simply  cannot  afford  the  unfunded  mandates  of 
research,  earmarks  without  dollars  and  costly  and  unnecessary  regulation. 

The  scientific  research  that  is  performed  by  U.S.  researchers  and  supported  by  the  NIH  is  the  finest 
in  the  world.  But  we  are  now  in  the  frustrating  position  of  seeing  scientific  accomplishments  limited 
not  by  the  reach  of  our  imaginations,  but  by  the  availability  of  funds.  The  peer-review  mechanism 
cannot  operate  rationally  in  a  situation  in  which  there  are  insufficient  funds  to  support  the  best 
science:   funding  research  becomes  an  irrational  and  arbitrary  choice  among  equally  excellent 
research  proposals.  We  run  the  risk  that,  instead  of  expanding  our  scientific  reach,  our  research 
establishment  and  our  society  will  have  to  content  itself  with  only  the  lowest-hanging  fruit,  the 
easiest  science  to  perform. 

Thank  you  for  your  time. 
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Mr.  Porter.  Well,  Dr.  Rich,  we  appreciate  your  candid  testimony 
and  you  know  how  to  reach  us,  unfunded  mandates,  too  high  taxes, 
and  too  much  regulation.  That  sounds  like  what  we  have  been  say- 
ing, and  we  do  very  much  appreciate  your  coming  here  and  bring- 
ing these  matters  to  our  attention,  and  while  we  don't  have  direct 
jurisdiction  over  them,  we  do  interface  with  the  other  committees 
and  we  do  have  a  way  of  addressing  them  in  our  own  bill.  So  we 
thank  you  very  much. 

Mr.  Miller.  Mr.  Chairman,  I  want  to  also  commend  Dr.  Rich — 
we  only  have  five  minutes,  but  to  be  able  to  address  issues  of  the 
broad  range  of  our  concern,  which  is  efficiency,  the  best  use  of  our 
dollar,  and  rather  spending  all  your  time  on  immunology  issues,  I 
really  commend  you  for  that.  I  am  looking  forward  to  reading  in 
more  detail  your  ideas  and  suggestions  because  as  we  move  toward 
a  balanced  budget,  as  we  proved  last  night,  we  have  difficult 
choices  to  make  and  I  commend  you  for  that. 

Thank  you  very  much. 

Mr.  Porter.  Thank  you,  Mr.  Miller.  Thank  you,  Dr.  Rich. 


Friday,  January  27,  1995. 

WITNESS 

TRACY  HIGGERSON,  NATIONAL  ASSOCIATION  OF  ANOREXIA  NERVOSA 
AND  ASSOCIATED  DISORDERS 

Mr.  Porter.  Tracy  Higgerson,  National  Association  of  Anorexia 
Nervosa  and  Associated  Disorders,  which  happens  to  be 
headquartered  in  Highland  Park,  Illinois,  in  the  10th  Congres- 
sional District.  Tracy,  nice  to  see  you. 

Ms.  HlGGERSON.  I  didn't  come  all  the  way  from  Illinois,  by  the 
way.  I  came  from  Richmond.  My  name  is  Tracy  Higgerson,  and  I 
am  a  recovered  bulimic  and  active  member  of  the  National  Associa- 
tion of  Anorexia  Nervosa  and  Associated  Disorders,  otherwise 
known  as  AN  AD.  As  a  community  resource  person  for  AN  AD,  I 
educate  people  in  groups  about  the  causes  and  dangers  of  eating 
disorders. 

We  are  deeply  grateful  to  you,  Chairman  Porter,  and  the  Mem- 
bers of  the  subcommittee  for  inviting  ANAD  to  testify  on  the  need 
for  expanded  programs  for  education,  prevention,  treatment,  and 
research  programs  to  combat  eating  disorders. 

These  illnesses,  which  include  anorexia  nervosa,  bulimia  nervosa, 
and  compulsive  overeating,  are  devastating  illnesses  which  afflict 
more  than  seven  million  women  and  one  million  men  in  America. 
They  produce  psychological  anguish  for  victims  and  their  families, 
cause  dangerous  medical  complications,  and  have  a  high  mortality 
rate. 

Funded  in  1976,  ANAD  has  reached  millions  of  people  through 
its  multifaceted  programs,  including  a  nationwide  network,  free 
support  groups,  education  prevention  outreach  efforts,  advocacy 
campaigns,  professional  training  conferences,  and  a  national  hot- 
line. 

We  are  here  today  to  request  that  $5  million  be  appropriated  for 
programs  and  services  to  prevent  the  deadly  disease.  In  addition, 
we  request  that  research  on   eating  disorders   receive   increased 
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funding,  especially  research  evaluating  the  effectiveness  of  dif- 
ferent prevention,  treatment  and  self-help  support  strategies. 

To  date,  public  health  agencies  have  almost  completely  ignored 
the  need  for  programs  and  services  to  prevent  eating  disorders. 
Funding  for  such  programs  has  been  virtually  nonexistent,  espe- 
cially when  compared  to  the  enormous  resources  devoted  to  the 
prevention  and  treatment  of  other  serious  public  health  problems, 
such  as  alcohol  and  drug  abuse.  Similarly,  research  on  eating  dis- 
orders receives  far  less  funding  than  does  research  on  other  serious 
psychiatric  and  medical  disorders. 

We  believe  that  expanded  prevention  efforts  are  particularly  crit- 
ical. These  illnesses  are  extremely  difficult  and  expensive  to  treat 
once  they  take  hold.  This  is  one  of  those  cases  where  we  feel  an 
ounce  of  prevention  is  truly  worth  a  pound  of  cure. 

Based  on  our  18  years  of  experience,  we  believe  that  there  is  a 
far  greater  need  for  primary  prevention  programs  than  there  is  for 
secondary  prevention  programs.  While  secondary  prevention  pro- 
grams seek  only  to  prevent  specific  illnesses,  primary  prevention 
programs  seek  to  build  a  foundation  of  emotional  health  and  can 
prevent  a  wide  range  of  emotional  illnesses  and  high-risk  behav- 
iors. 

We  know  that  a  variety  of  factors  contribute  to  development  of 
eating  disorders,  including  low  self-esteem,  psychological  problems, 
inappropriate  dieting,  and  societal  and  cultural  influences.  To 
counter  these  root  causes  of  eating  disorders,  we  need  both  to  edu- 
cate people  about  nutrition,  body  development,  growth,  and  to  help 
them  build  self-esteem  and  develop  emotionally  healthy  responses 
to  success,  failures,  and  life's  changes. 

ANAD's  studies  show  that  86  percent  of  people  who  had  eating 
disorders  report  that  they  developed  their  illness  by  the  age  of  20, 
so  it  is  particularly  important  to  target  prevention  efforts  to  adoles- 
cents and  young  adults.  Schools  and  colleges  can  reach  youths  by 
incorporating  education  on  eating  disorders  in  their  existing  curric- 
ula for  health  education  classes.  We  also  assist  families  and  help 
them  play  important  roles  in  prevention  of  early  detection  of  eating 
disorders. 

The  many  successful  programs  and  services  of  ANAD  show  that 
prevention  programs  and  support  services  need  not  be  expensive  to 
be  effective.  As  a  large  and  effective  grassroots  network  of  lay  and 
professional  people,  ANAD  would  welcome  the  opportunity  to  work 
in  partnership  with  the  government  agencies  and  schools  to  de- 
velop, implement,  and  evaluate  the  kinds  of  education,  prevention, 
and  treatment  programs  needed  to  combat  eating  disorders. 

Ultimately,  the  financial  savings  from  implementing  effective 
prevention  programs  will  be  enormous,  as  fewer  people  will  need 
expensive  and  lengthy  medical  and  psychiatric  care  required  to 
treat  serious  eating  disorders.  In  human  costs,  the  savings  will  be 
immeasurable. 

In  the  interest  of  the  fiscal  responsibility,  and  recognizing  that 
the  funds  for  the  prevention  of  eating  disorders  will  be  limited,  we 
urge  that  the  subcommittee  be  required — require  government  agen- 
cies seeking  such  funds  to  provide  detailed  information  for  their 
proposed  programs.  In  addition,  we  ask  that  such  agencies  be  re- 
quired to  provide  a  strict  accounting  for  the  use  of  these  funds, 
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both  to  the  subcommittee  and  ANAD  and  other  organizations  work- 
ing in  the  field  of  eating  disorders. 

This  concludes  our  verbal  report.  And  we  hope  that  you  will  con- 
sider the  remainder  of  our  written  testimony  which  addresses  sev- 
eral important  issues. 

Mr.  Porter.  Ms.  Higgerson,  we  very  much  appreciate  your  com- 
ing before  the  subcommittee  to  testify.  We  will  take  your  written 
statement  into  consideration,  and  thank  you  for  being  here. 

Ms.  Higgerson.  Thank  you. 

[The  prepared  statement  of  Tracy  Higgerson  follows:] 
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UNITED  STATES  HOUSE  OF  REPRESENTATIVES  ,  M 

COMMITTEE  ON  APPROPRIATIONS  |M?  ?   -f   f   1-'  I 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION  AND 
RELATED  AGENCIES 


NATIONAL  ASSOCIATION  OF  ANOREXIA  NERVOSA 
AND  ASSOCIATED  DISORDERS— ANAD 
BOX  7,  HIGHLAND  PARK,  ILLINOIS  60035 
(708)  831-3438 


TRACY  HIGGERSON 

ANAD  RESOURCE  PERSON  AND  STATE  OF  VIRGINIA  BOARD  MEMBER 

HEARING  DATE  AND  TIME; 

JANUARY  27,  1995     10:00  a.m. 


My  name  is  Tracy  Higgerson.  I  am  a  recovered  bulimic  and  an  active 
member  of  the  National  Association  of  Anorexia  Nervosa  and 
Associated  Disorders — ANAD.  As  a  Community  Resource  Person  for 
ANAD,  I  educate  people  and  groups  about  the  causes  and  dangers  of 
eating  disorders. 

He  are  deeply  grateful  to  Chairman  John  Porter  and  the  members  of 
this  Subcommittee  for  inviting  ANAD  to  testify  on  the  need  for 
expanded  programs  education,  prevention,  treatment  and  research 
programs  to  combat  eating  disorders. 

These  illnesses — which  include  anorexia  nervosa,  bulimia  nervosa 
and  compulsive  overeating — are  devastating  illnesses  which  afflict 
more  than  seven  million  women  and  one  million  men  in  America.  They 
produce  psychological  anguish  for  victims  and  their  families,  cause 
dangerous  medical  complications,  and  have  a  high  mortality  rate. 
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Founded  in  1976,  ANAD  has  reached  millions  of  people  through  its 
multifaceted  programs  including  a  nationwide  network  of  free 
support  groups,  education/prevention  outreach  efforts,  advocacy 
campaigns,  professional  training  conferences  and  a  national 
hotline. 

We  are  here  today  to  request  that  $5,000,000  be  appropriated  for 
programs  and  services  to  prevent  these  deadly  illnesses.  in 
addition,  we  request  that  research  on  eating  disorders  receive 
increased  funding,  especially  research  evaluating  the  effectiveness 
of  different  prevention,  treatment  and  self-help  support 
strategies. 

To  date,  public  health  agencies  have  almost  completely  ignored  the 
need  for  programs  and  services  to  prevent  eating  disorders. 
Funding  for  such  programs  has  been  virtually  nonexistent, 
especially  when  compared  to  the  enormous  resources  devoted  to  the 
prevention  and  treatment  of  other  serious  public  health  problems 
such  as  alcohol  and  drug  abuse.  Similarly,  research  on  eating 
disorders  receives  far  less  funding  than  does  research  on  other 
serious  psychiatric  and  medical  disorders. 

We  believe  that  expanded  prevention  efforts  are  particularly 
critical.  These  illnesses  are  extremely  difficult  and  expensive  to 
treat  once  they  take  hold,  so  this  may  be  a  case  where  an  ounce  of 
prevention  is  truly  worth  a  pound  of  cure. 
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Based  on  our  18  years  of  experience,  we  believe  that  there  is  a 
far  greater  need  for  primary  prevention  programs  than  there  is  for 
secondary  prevention  programs.  While  secondary  prevention  programs 
seek  only  to  prevent  specific  illnesses,  primary  prevention 
programs  seek  to  build  a  foundation  of  emotional  health  which  can 
prevent  a  wide  range  of  emotional  illnesses  and  high-risk 
behaviors . 

We  know  that  a  variety  of  factors  contribute  to  the  development  of 
eating  disorders,  including  low  self-esteem,  psychological 
problems,  inappropriate  dieting,  and  societal  and  cultural 
influences.  To  counter  these  root  causes  of  eating  disorders,  we 
need  both  to  educate  people  about  nutrition,  body  development  and 
growth  and  to  help  them  to  build  self-esteem  and  develop 
emotionally  healthy  responses  to  successes,  failures  and  life 
changes . 

ANAD  studies  show  that  86  percent  of  the  people  who  have  eating 
disorders  report  that  they  developed  their  illness  by  the  age  of 
20,  so  it  is  particularly  important  to  target  prevention  efforts  to 
adolescents  and  young  adults.  Schools  and  colleges  can  reach 
youths  by  incorporating  education  on  eating  disorders  and  related 
prevention  issues  into  their  existing  curricula  for  health 
education  classes.  We  can  also  assist  families  and  help  them  play 
important  roles  in  the  prevention  and  early  detection  of  eating 
disorders . 
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The  many  successful  programs  and  services  of  ANAD  show  that 
prevention  programs  and  support  services  need  not  be  expensive  to 
be  effective.  As  a  large  and  effective  grass  roots  network  of  lay 
and  professional  people,  ANAD  would  welcome  the  opportunity  to  work 
in  partnership  with  government  agencies  and  schools  to  develop, 
implement  and  evaluate  the  kinds  of  education,  prevention  and 
treatment  programs  needed  to  combat  eating  disorders. 

Ultimately,  the  financial  savings  from  implementing  effective 
prevention  programs  will  be  enormous,  as  fewer  people  will  need  the 
expensive  and  lengthy  medical  and  psychiatric  care  required  to 
treat  serious  eating  disorders.  In  human  costs,  the  savings  will 
be  immeasurable. 

In  the  interest  of  fiscal  responsibility — and  recognizing  that 
funds  for  the  prevention  of  eating  disorders  will  be  limited — we 
urge  this  Subcommittee  to  require  government  agencies  seeking  such 
funds  to  provide  detailed  information  on  their  proposed  programs. 
In  addition,  we  ask  that  such  agencies  be  required  to  provide  a 
strict  accounting  of  the  use  of  these  funds  both  to  the 
Subcommittee  and  to  ANAD  and  other  organizations  working  in  the 
field  of  eating  disorders. 

This  concludes  our  verbal  report.  We  hope  you  also  will  consider 
the  remainder  of  our  written  testimony,  which  addresses  several 
other  important  issues. 
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OTHER  IMPORTANT  ISSUES 

Several  other  issues  also  must  be  addressed  if  we  are  to  eradicate 
the  deadly  illnesses  of  eating  disorders.  Other  key  priorities 
include: 

1)  Improving  patients'  access  to  quality,  affordable  treatment 
through  insurance  reform  and  other  measures;  and 

2)  Improving  the  training  health  care  professionals  receive  on 

recognizing  and  treating  of  eating  disorders;  and 

3)  Encouraging  research  which  evaluates  the  effectiveness  of 
different  prevention  and  self-help  support  strategies. 

Each  of  these  issues  is  summarized  below.  Where  appropriate,  we 
have  included  ANAD  recommendations  on  how  to  best  address  these 
issues. 

Access  to  Treatment; 

High-quality  treatment  for  eating  disorders  ia  available. 
Unfortunately,  most  victims  of  eating  disorders  are  unable  to 
actually  access  this  treatment. 

Victims  of  eating  disorders  who  have  private  insurance  routinely 
are  refused  reimbursement  for  the  treatment  they  require.  People 
seeking  treatment  through  Community  Mental  Health  Centers  often 
fare  no  better,  though  for  different  reasons. 
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Typically,  people  who  have  eating  disorders  require  specialized 
medical  and  psychiatric  treatment.   But,  because  insurers  often 
treat  eating  disorders  only  as  a  mental  illness,  patients  are 
both  denied  the  medical  treatment  they  require  and  subjected  to  the 
extremely  low  caps  on  benefits  for  treatment  of  mental  illnesses. 

For  example,  patients  with  serious  eating  disorders  often  require 
extensive  medical  treatment  to  restore  the  weight  they  have  lost. 
Ideally,  this  weight  restoration  should  occur  concurrently  with  the 
provision  of  psychological  services  and  behavior  modification.  Yet 
most  insurance  companies  will  not  cover  medical  services  and 
psychological  services  concurrently —  making  it  hard  for  patients 
to  receive  comprehensive  treatment. 

People  seeking  treatment  through  Community  Mental  Health  Centers 
often  find  it  difficult  to  obtain  the  multidisciplinary  treatment 
they  require.  This  is  due,  in  large  part,  to  the  budget 
constraints  under  which  these  centers  operate.  Because  they  must 
focus  their  limited  resources  on  the  treatment  of  mental  illnesses 
such  as  schizophrenia,  bipolar  disorder,  and  depression,  they  often 
are  not  equipped  to  provide  the  multidisciplinary  program  of 
medical  monitoring,  nutritional  counseling  and  therapy  that 
patients  with  eating  disorders  require. 

Action  must  be  taken  on  many  different  fronts  to  improve  patients' 
access  to  treatment  for  their  illnesses.  On  the  legislative  front, 
proposals  for  insurance  reform  and  health  care  reform  must  ensure 
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that  patients  with  eating  disorders  can  receive  reimbursement  for 
both  medical  treatment  and  mental  health  care.  Government-funded 
mental  health  centers,  meanwhile,  should  be  encouraged  to  develop 
multidisciplinary  approaches  to  the  treatment  of  eating  disorders, 
perhaps  by  working  in  partnership  with  others  in  the  community  who 
are  addressing  various  aspects  of  the  problems  of  eating  disorders. 

Training  Health  Care  Professionals  to  Recognize  and  Treat  Eating 
Disorders; 

Because  eating  disorders  are  complicated  illnesses  requiring 
multidisciplinary  treatment,  it  is  also  important  to  educate  health 
care  professionals  from  all  disciplines  on  the  recognition  and 
treatment  of  these  illnesses.  We  believe  it  is  particularly 
important  to  provide  this  training  to  internists,  pediatricians  and 
other  health  care  professionals  who  are  not  specialists  in  eating 
disorders,  because  these  are  the  health  care  professionals  most 
likely  to  first  come  in  contact  with  a  person  who  has  an  eating 
disorder.  In  many  cases — especially  in  managed  care  systems — these 
are  also  the  doctors  who  are  responsible  for  authorizing  referrals 
and  specific  treatments,  so  it  is  critical  that  they  know  as  much 
as  possible  about  these  illnesses. 

Research  Evaluating  prevention  and  Self -Help  Support  strategies; 

We  also  need  to  encourage  and  fund  research  evaluating  which 
prevention  and  self-help  support  strategies  are  most  effective.  We 
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do  want  to  emphasize,  however,  that  it  is  urgent  to  begin 
implementing  promising  strategies  for  primary  prevention  now.  If 
we  hold  off  on  implementing  primary  prevention  programs  until  the 
value  of  each  and  every  prevention  strategy  has  been  thoroughly 
documented,  it  will  be  years  before  we  can  adequately  address  the 
dangerous — and  growing — problem  of  eating  disorders  in  America. 
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COMPELLING  REASONS  TO  INTENSIFY  AND  EXPAND  EATING  DISORDERS 
PREVENTION  AND  EDUCATION  PROGRAMS 

FATING  DISORDERS  ARE  WIDESPREAD  AND  DESTRUCTIVE 

►  Eating  disorders  cause  immeasurable  suffering  for  victims  and  families. 

►  Eating  disorders  have  reached  epidemic  levels  in  America.    Children  and  adults,  in  all 
segments  of  society  suffer  from  eating  disorders. 

►  Seven  million  women 

►  One  million  men 

►  Victims  lose  the  ability  to  function  effectively  —  great  personal  loss,  and  loss  to  society. 

ACE  AT  ONSET  OF  ILLNESS 

A      ►  86  percent  report  onset  of  illness  by  the  age  of  20:* 

10  percent  report  onset  at  10  years  or  younger. 
33  percent  report  onset  between  the  ages  of  1 1-15. 
43  percent  report  onset  between  the  ages  of  16-20 

DURATION  OF  ILLNESS/MORTALITY 

►  77  percent  report  duration  of  illness  from  one  to  15  years:* 

30  percent  report  duration  from  one  to  five  years. 

31  percent  report  duration  from  six  to  10  years. 
16  percent  report  duration  from  11  to  IS  years. 

It  is  estimated  that  six  percent  of  serious  cases  die. 

Only  50  percent  report  being  cured. 

COST  OF  TREATMENT 


Treatment  for  anorexia  nervosa  and/or  bulimia  is  often  extremely  expensive.  Large  numbers  of 

victims  require  extensive  medical  monitoring  and  treatment,  and  therapy  generally  extends  over 

two  years  or  more. 

Cost  of  inpatient  treatment  can  be  $30,000  or  more  a  month.    Many  patients  need  repeated 

hospitalizations. 

The  cost  of  outpatient  treatment,  including  therapy  and  medical  monitoring  can  extend  to 

$100,000  or  more. 

Eating  disorders  are  rampant  in  our  society,  yet  no  state  in  the  nation  has  an  adequate  program  to  combat  anorexia 
nervosa  and  bulimia.  Very  few  schools  or  colleges  have  programs  to  educate  our  youth  about  the  dangers  of  eating 
disorders. 

Every  state  in  our  nation  and  thousands  of  schools  have  extensive  programs  aimed  to  prevent  alcoholism  and  drug  abuse. 
The  value  of  such  programs,  especially  education  programs,  has  been  proven  and  accepted  into  school  curricula. 

The  immense  suffering  surrounding  eating  disorders,  the  high  cost  of  treatment  and  the  longevity  of  these  illnesses  make 
it  imperative  that  vastly  expanded  education  programs  be  implemented  to  prevent  anorexia  nervosa  and  related  disorders. 

Since  86  percent  of  victims  report  the  onset  of  their  illness  by  age  20,  education  programs  should  focus  on  these  ages 
in  order  to  maximize  preventive  efforts. 

ANAD  education/early  detection/prevention  programs  provide  models  for  low  cost  outreach  services  that  benefit  hundreds 
of  thousands  of  our  youth.  ANAD  has  urged  federal  and  state  governments  to  undertake  and  develop  education  programs 
for  our  citizens. 

*  ANAD  Ten  Year  Study 


NATIONAL  ASSOCIATION  OF  ANOREXIA  NERVOSA  AND  ASSOCIATED  DISORDERS  -  ANAD 
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1      aia^mm  i 

/              AN  ASSOCIATION  OF  IAY  AND  PROFESSIONAL  PEOPLE  DEDICATED  TO  \ 

/                           ALLEVIATING  THE  PROBLEMS  OF  EATING  DISORDERS  X 

/a          ANADsenres  the  nation,  tod  Increasingly  the  world,  as  to  AuocUlloo  cooceraed  with  and  providing  programs  for  the  entire  A 

/            tiling  disorders  field.  Eighteen  years  after  Its  Inception  on  March  4 ,1976,  ANAD  leads  the  light  In  the  battle  against  deadly  eating  \ 

£           d borders  with  a  multi-faceted  program.  O 

f          COUNSEL:  Thnut h  its  hot  Jim  and  response  to  mail  inquiries.  ANAD  provides  counsel  and  information  to  thousands  of  \ 

/          anorexics,  bulimics,  their  families,  and  to  heal th  professionals  from  all  parts  of  the  gloat.  O 

/           REFERRAL  LIST:  A/UU>'s  rtfeml  list  includes  over  2,000  therapists,  hospitals  and  clinics  in  the  VS.,  Canada  and  other  \ 

*/          countries  which  treat  eating  disorders.  Ot 

/           EARLY  DETECTION:  This  program  alerts  parents,  teachers  and  the  general  public  to  the  dangers  ol  eating  disorders  and  a  \ 

*  /          the  oalue  ol  early  detection  and  treatment  O 

/           EDUCATION:  ANAD  distributes  information  about  toting  disorders  to  health  professionals  and  interested  people  to  ini'orm  them  V 

'V           on  the  oonous  aspects  of  eating  disorders.  Libraries,  schools,  universities  and  other  institutions  use  ANAD  as  a  resource  center.  O 

/           PUBLICITY:  Through  ANAD's efforts,  articles  on  eating  disorders  have  appeared  in  hundreds  of  newspapers  and  magazines.  V* 

*A          ANAD  has  participated  in  numerous  national  and  community  radio  and  television  programs.  Oi 

/           SUPPORT  GROUPS:  ANAD  assists  in  the  formation  of  chapters  and  self-help  groups  so  that  victims  and  their  families  may  V 

*A          meet  others  with  similar  problems.  There  are  now  programs  in  aU  Tifty  states  and  in  ten  foreign  countries.  A 

M         NATIONAL  NEWSLETa-LR:  ANAD  distributes  the  newsletter  to  thousands  of  anorexia,  bulimics,  and  concerned  family  V 

members,  health  professionals  and  schools  to  provide  educational  information  and  an  exchange  of  reelings  and  ideas.  A 

K          RESEARCH:  ANAD  research  projects  have  helped  significantly  to  increase  the  understanding  of  eating  disorders  in  the  United  "O 

States,  especially  in  demonstrating  that  anorexia  nervosa,  bulimia  nervosa  and  compulsive  eating  are  at  epidemic  levels  and  strike  A 

every  segment  of  American  society.  The  Association  has  encouraged  and  participated  in  numerous  other  research  projects  designed  to  \ 

£           better  understand  eating  disorders.  \ 

i           INSURANCE  DISCRIMINATION: /tA^u^rt/zv  to  halt  widespread  discrimination  against  me  sufTerm  of  anorexia  \ 

ff          nervosa  and  bulimia.  O 

[/]          CONSUMER  ADVOCACY:  ANAD  has  successfully  prevented  dangerous  slogans  such  as  you  can  never  be  too  nch  or  too  \ 

Mlhin"  from  appearing  in  national  ads.  ANAD  continues  to  monitor  advertisers,  and  has  initiated  a  campaign  against  the  sale  of  over-  Vs 

Che-counter  diet  products  such  as  diet  pills,  laxatives,  diuretics,  and  emetics  to  adolescents.  A 

M          PRESENTATION  AT  CONGRESSIONAL  HEARINGS:  ANAD  representatives  have  appeared  at  congressional  A 

hearings  to  testify  on  the  dangers  of  adolescent  dieting  and  potentially  dangerous  diet  products,  to  promote  sound  governmental  A 

II            programs  and  consumer  protection  in  the  eating  disorders  field  \ 

f            CONFERENCES/SEMINARS:  ANAD  provides  national  and  community  education  and  training  conferences,  seminars  and  V 

/             lectures  for  health  professionals  and  lay  people.  | 

V  V 

/                                                 ALL  SERVICES  ARE  FREE.  \^ 

[£}                                  ANAD  •  Box  7  •  Highland  Park,  Illinois  60035  •  708/83 1-3438  A 
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NATIONAL  ASSOCIATION  OF  ANOREXIA  NERVOSA  AND  ASSOCIATED  DISORDERS 
ANAD  PREVENTION/EDUCATION  PROGRAMS 


A  primary  purpose  and  program  thrust  of  the  National  Association  of  Anorexia  Nervosa 
ANAD  is  I 


Prevention  programs  are  continuous  and  are  carried  through  in  the  following  manner: 

Each  year,  ANAD  prevention/education  packets  are  sent  to  thousands 
of  primary  and  secondary  schools,  colleges  and  universities,  groups  and 
associations  to  alert  professionals,  students,  parents  and  other  concerned 
people  to  the  dangers  of  anorexia  nervosa,  bulimia  and  compulsive  eating, 
to  educate  them  regarding  the  symptoms  of  these  epidemic  illnesses  and 
to  enlist  their  participation  in  helping  others  to  understand  and  support 
efforts  to  prevent  eating  disorders.  Materials  are  sent  throughout  the 
United  States  and  to  several  foreign  countries. 

Thousands  of  talks,  lectures,  workshops  and  seminars  on  understanding  and 
preventing  eating  disorders  are  made  each  year  by  ANAD  group  leaders, 
trained  volunteers  and  staff.  These  presentations  are  made  to  students, 
school  counselors,  athletic  directors,  health  professionals,  parent  groups, 
professional  associations,  sororities,  hospitals,  etc.   Hundreds  of  speakers 
are  located  in  most  states  and  in  several  foreign  countries.  Printed  materials 
on  preventing  and  coping  with  eating  disorders  are  made  available  to  those 
who  attend  these  presentations. 

ANAD  is  represented  at  hundreds  of  health  fairs  each  year. 

Video  tapes  representing  the  dangers  and  problems  of  eating  disorders  are 
used  in  many  lectures  and  workshops.  These  tapes  are  made  by  network 
and  community  companies  and  are  used  with  their  permission. 

ANAD  officers,  staff,  volunteers,  Advisory  Board  members,  and  affiliated 
health  professionals  have  appeared  on  numerous  national  and  local  television 
and  radio  programs  directed  toward  preventing  and  coping  with  anorexia 
nervosa  and  bulimia. 

Through  ANAD's  efforts,  articles  warning  of  the  destructive  nature  of  eat- 
ing disorders  have  appeared  in  hundreds  of  newspapers  and  magazines. 

The  Association  actively  fights  against  the  production,  marketing  and  dis- 
tribution of  potentially  dangerous  diet  programs  and  diet  products  and  the 
use  of  misleading  advertising. 

The  National  Eating  Disorders  Conference  April  22  -  25, 1993  covered  ex- 
tremely important  issues  and  helped  train  health  professionals  and  lay  people 
to  treat  eating  disorders  and  to  cope  with  and  prevent  eating  disorders. 
This  is  one  of  many  national  and  local  seminars  and  meetings  the  Association 
has  developed.  Our  next  national  conference  is  April  28  -  30, 199S. 

An  important  aspect  of  the  Association's  education  programs  relates  to  early  detection 
and  to  emphasizing  the  significant  value  of  recognition  and  early  treatment. 
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Friday,  January  27,  1995. 

WITNESS 
JOHN  W.  SUTTIE,  PH.D.,  AMERICAN  INSTITUTE  OF  NUTRITION 

Mr.  Porter.  John  W.  Suttie,  Ph.D.,  American  Institute  of  Nutri- 
tion. Dr.  Suttie. 

Dr.  Suttie.  Chairman  Porter  and  Members  of  the  subcommittee, 
I  am  John  Suttie,  Professor  and  Chairman  of  Nutritional  Sciences 
at  the  University  of  Wisconsin.  I  am  testifying  here  on  behalf  of  the 
American  Institute  of  Nutrition,  which  unites  more  than  3,000  nu- 
tritional researchers  across  the  country.  We  appreciate  this  oppor- 
tunity to  present  our  views  to  your  subcommittee. 

Congressional  funding  and  support  of  both  NIH  and  USDA  has 
allowed  nutritional  scientists  to  supply  the  American  public  with 
the  information  they  need  to  help  them  select  diets  that  contain 
adequate  amounts  of  those  nutrients  that  are  fundamental  to 
growth  and  development.  Today's  field  of  innovative  nutritional  re- 
search goes  beyond  this  and  seeks  to  move  into  new  areas. 

Funding  of  nutritional  research  in  the  following  areas  will  be  of 
benefit  to  all  Americans:  First,  a  definition  of  the  relationship  be- 
tween nutrition  and  gene  regulation;  second,  a  definition  of  the  role 
of  nutrition  in  preventing  cancer,  cardiovascular  disease,  diabetes, 
hypertension,  and  renal  disease;  third,  the  development  of  effective 
treatments  for  a  major  U.S.  nutritional  problem,  obesity;  and  fi- 
nally, a  better  understanding  of  nutrition's  role  in  treating  the 
critically  ill  and  in  maintaining  the  health  of  the  elderly. 

I  would  like  to  briefly  elaborate  on  these  research  needs. 

Expanded  scientific  investigations  at  the  molecular  and  cellular 
levels  will  help  to  explain  the  relationship  between  nutrition  and 
gene  regulation  that  will  be  required  to  identify  those  diets  that 
sustain  optimal  health  and  improve  disease  outcome  for  specific  in- 
dividuals. This  recommendation  for  an  increased  thrust  in  what 
has  most  recently  been  called  "bionutrition"  received  favorable  con- 
sideration in  the  current  congressional  budget  and  has  been  sup- 
ported by  a  number  of  studies.  These  efforts  will  require  a  strong 
NIH  budget  based  on  individual  investigator-initiated  research  and 
will  also  require  a  coordinated  approach  by  the  various  institutes 
which  comprise  the  NIH. 

The  role  of  nutrition  in  preventing  illness  is  increasingly  impor- 
tant as  health  care  costs  continue  to  rise.  It  costs  less  to  prevent 
disease  than  to  treat  it.  It  is  hard  to  overstate  the  importance  of 
nutrition  in  preventing  disease.  The  major  causes  of  disease  and 
death  in  our  population,  cancer,  cardiovascular  disease,  renal  dis- 
ease, and  hypertension,  are  all  strongly  influenced  by  nutrition, 
and  additional  studies  are  needed  to  help  improve  the  diet  of  our 
population. 

Obesity  is  a  risk  factor  for  many  chronic  diseases.  Research  into 
the  causes  of  obesity  will  provide  the  key  to  effective  weight  control 
and  weight  reduction.  The  numbers  of  elderly  and  critically  ill  are 
increasing  as  our  population  ages  and  newer  technologies  extend 
the  lives  of  the  critically  ill.  It  will  require  a  commitment  within 
the  NIH,  both  to  investigator-initiated  nutrition  research  and  to 
more  clinically  related  approaches.  Continued  funding  of  existing 
clinical  nutrition  research  units  and  obesity  centers  and  an  expan- 
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sion  of  their  scope  are  needed.  These  funding  mechanisms,  which 
combine  basic  research  and  clinical  nutrition,  are  of  particular  in- 
terest to  the  clinical  division  of  our  society,  the  American  Society 
for  Clinical  Nutrition. 

To  realize  the  goals  I  have  described,  the  American  Institute  of 
Nutrition  supports  the  broad  recommendations  for  Federal  re- 
search funding  developed  by  the  Federation  of  American  Societies 
for  Experimental  Biology.  The  AIN  supports  the  FASEB  rec- 
ommendation for  a  $12.5  billion  budget  for  NIH  in  1996.  This 
would  permit  the  NIH  to  fund  a  larger  percentage  of  meritorious 
proposals  that  it  receives,  which  for  new,  unsolicited  research 
grants,  has  fallen  to  an  all  time  low  of  15  percent. 

In  concluding  my  testimony,  the  AIN  hopes  this  Congress  will  ex- 
amine the  NIH's  overall  commitment  to  nutrition  research.  We 
would  particularly  ask  that  Congress  recognize  the  need  for  in- 
creased research  directed  towards  an  understanding  of  the  relation- 
ship between  nutrition  and  gene  regulation  and  the  role  of  nutri- 
tion in  preventing  chronic  diseases,  including  obesity. 

We  would  also  ask  that  your  report  direct  the  NIH  to  continue 
to  examine  the  mechanisms  by  which  nutrition  research  can  best 
be  coordinated  among  its  institutes.  The  nutrition  research  commu- 
nity believes  that  some  type  of  central  office  of  nutrition  research 
should  be  considered  as  an  approach  to  bring  more  focus  to  nutri- 
tion research  within  the  NIH.  We  realize  that  a  number  of  admin- 
istrative frameworks  are  possible,  and  we  would  ask  that  the  NIH 
involve  representatives  of  the  nutritional  sciences  community  in  a 
continuing  dialogue  regarding  the  most  appropriate  mechanism  to 
achieve  the  proper  recognition  for  nutrition. 

Mr.  Chairman,  thank  you  for  allowing  the  American  Institute  of 
Nutrition  to  present  its  views  at  these  hearings. 

[The  prepared  statement  of  Dr.  J.  W.  Suttie  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Dr.  John  W.  Suttie,  Professor  of  Biochemistry  and  Professor  and  Chairman  of 
Nutritional  Sciences  at  the  University  of  Wisconsin  at  Madison,  testifying  on  behalf 
of  the  American  Institute  of  Nutrition. 

The  American  Institute  of  Nutrition  ~  AIN  —  unites  more  than  3,000  nutrition 
researchers  in  major  research,  educational,  and  clinical  institutions  across  the 
United  States.   I  appreciate  this  opportunity  to  present  our  views  on  nutrition 
research  to  this  Subcommittee. 

The  National  Institutes  of  Health  (NIH)  and  the  U.S.  Department  of  Agriculture 
(USDA)  are  the  principal  Federal  agencies  supporting  nutrition  research.   The 
cooperative  efforts  of  these  two  agencies  have  produced  a  dependable  knowledge 
base  upon  which  the  Federal  government's  nutrition  policy  has  been  built. 
American  citizens  have  benefited  from  the  past  Congressional  funding  support  of 
these  nutrition  programs.   That  support  has  allowed  nutritional  scientists  to  supply 
the  American  public  with  the  information  they  need  to  select  diets  that  contain 
adequate  amounts  of  those  nutrients  that  are  fundamental  for  growth  and 
development. 

Today's  field  of  innovative  nutritional  research  goes  beyond  this  and  is  seeking  to 
understand  the  importance  of  diet  in  the  expression  of  an  individual's  full  genetic 
potential,  to  understand  the  importance  of  diet  in  the  prevention  of  chronic 
diseases,  and  to  use  the  science  of  clinical  nutrition  to  influence  the  course  of 
diseases. 

Bipartisan  support  for  these  new  and  evolving  research  goals  could  benefit  every 
American.   Funding  of  nutritional  research  can  be  expected  to  bring  -  over  time  - 
advances  in  our  understanding  of  the  following  nutritional  problems: 

1)  A  definition  of  the  relationship  between  nutrition  and  gene  regulation; 

2)  A  definition  of  the  role  of  nutrition  in  preventing  cancer,  cardiovascular 
diseases,  diabetes,  hypertension,  and  renal  diseases; 

3)  The  development  of  effective  treatments  for  a  major  United  States  nutrition 
problem,  obesity;  and, 

4)  Nutrition's  role  in  treating  the  critically  ill  and  in  maintaining  the  health  of 
the  elderly. 

I  would  like  to  give  a  brief  description  of  the  research  needs  in  each  of  these  four 
areas  of  nutrition  research: 


Expanded  scientific  investigations  at  the  molecular  and  cellular  levels  would  help  to 
explain  the  relationship  between  nutrition  and  gene  regulation.   This  effort  in  basic 
nutritional  science  will  be  required  to  identify  those  diets  that  will  sustain  optimal 
health  and  improve  disease  outcome  for  individuals.    This  recommendation  for  an 
increased  thrust  in  what  has  recently  been  called  "Bionutrition"  received  favorable 
consideration  in  the  current  congressional  budget.    The  Bionutrition  initiative  and 
promotion  of  studies  of  nutrition  and  gene  regulation  were  strongly  supported  by 
the  nutrition  community  in  a  recent  National  Academy  study  of  "Opportunities  in 
the  Food  and  Nutrition  Sciences."   Last  fall's  National  Science  and  Technology 
Council  (NSTC)  meeting  dealing  with  a  national  food  and  nutrition  initiative  also 
supported  an  expansion  in  this  area  of  research.  These  efforts  will  require  a  strong 
NIH  budget  based  on  individual  investigator-initiated  research  and  will  require  a 
coordinated  approach  by  the  various  institutes  comprising  the  NIH. 

The  role  of  nutrition  in  preventing  illness  is  increasingly  important  as  health  care 
costs  continue  to  rise.  It  costs  less  to  prevent  disease  than  to  treat  it.  And  it  is  hard 
to  overstate  the  importance  of  nutrition  in  preventing  disease.   The  major  causes  of 
disease  and  death  in  our  population  (cancer,  cardiovascular  diseases,  renal  diseases, 
and  hypertension)  are  all  strongly  influenced  by  nutrition.   There  is  no  more 
effective  scientific  strategy  in  medicine  than  increasing  funding  in  the  basic 
nutritional  sciences,  and  applying  newly  gained  conclusions  to  help  improve  the 
diet  of  our  population. 

Obesity  is  a  risk  factor  for  many  chronic  diseases,  as  well  as  for  many  age,  race,  and 
income  segments  of  American  society.   Scientific  research  to  understand  the  causes 
of  obesity  is  the  answer  for  Americans  affected  by  this  serious  health  problem,  and  it 
will  provide  the  key  to  effective  weight  control  and  weight  reduction. 

Regarding  the  elderly  and  critically  ill,  their  numbers  are  increasing  as  our 
population  ages  and  newer  technologies  extend  the  lives  of  the  critically  ill. 
Nutritional  principles  generated  by  solid  research  will  improve  the  care  of  these 
citizens. 

Advances  in  our  understanding  of  the  relationships  between  nutrition  and  chronic 
diseases,  including  obesity  and  the  role  of  nutrition  in  the  care  of  the  critically  ill 
and  the  elderly,  require  a  commitment  within  the  NIH  to  investigator-initiated 
nutritional  research  and  to  more  clinically  related  approaches.   Continued  funding 
of  existing  clinical  nutrition  research  units  (CNRU's)  and  obesity  centers  and  an 
expansion  of  their  scope  are  needed.   These  funding  mechanisms  which  combine 
basic  research  and  clinical  nutrition  are  of  particular  interest  to  the  clinical  division 
of  our  society,   the  American  Society  for  Clinical  Nutrition. 
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To  realize  the  goals  I  have  described,  the  AIN  supports  the  broad  recommendations 
for  Federal  research  funding  developed  by  the  Federation  of  American  Societies  for 
Experimental  Biology   (FASEB).  The  AIN  has  long  been  a  member  of  this  federation 
which  includes  42,000  biomedical  and  biological  scientists.  After  debate  and 
discussion,  the  FASEB  recommended  an  increase  in  U.S.  spending  on  research  and 
development  from  the  current  2.6%  of  gross  domestic  product  (GDP)  to  3%,  with  a 
significant  portion  of  the  additional  funds  devoted  to  basic  and  applied  research  in 
biology  and  the  medical  sciences.   The  main  force  behind  American  biomedical 
research  is  that  which  we  are  dealing  with  today,  the  National  Institutes  of  Health, 
the  AIN  supports  the  FASEB  recommendation  for  a  $12.5  billion  budget  for  NIH  in 
FY  1996  -  a  10%  increase.  This  increase  would  permit  the  NIH  to  fund  a  larger 
percentage  of  the  meritorious  proposals  that  it  receives,  which  for  new,  unsolicited 
research  grants  has  fallen  to  an  all-time  low  of  15%. 

As  does  FASEB,  the  AIN  supports  the  R&D  Policy  recommendations  advanced  by 
the  National  Science  and  Technology  Council  (NSTC),  particularly  the  first  three: 
emphasis  on  peer  review,  investment  in  human  resources,  and  investment  in 
fundamental  science. 

I  have  already  addressed  the  areas  of  fundamental  science  that  are  of  particular 
importance  to  the  science  of  nutrition.  With  regard  to  peer  review,  we  support  the 
peer-review  system  utilized  by  the  NIH  and  applaud  recent  attempts  to  improve  the 
process  of  grant  review.   We  oppose  Congressional  earmarking  of  monies  for  special 
projects  and  for  the  construction  of  research  facilities.   We  believe  that  Federal  funds 
should  be  awarded  through  competitive,  peer-reviewed  grant  programs.   The  AIN 
also  recommends  continuation  of  NIH  training  programs  at  the  Ph.D.  and 
postdoctoral  level,  and  an  expansion  of  the  number  of  training  grant  slots  in 
nutritional  sciences  programs.   This  increase  is  needed  to  provide  the  trained 
investigators  needed  for  the  new  thrusts  in  nutritional  research,  and  to  insure  that 
the  goal  of  an  adequate  investment  in  human  resources  is  met. 

This  Congress  is  dedicated  to  making  the  Federal  government  more  efficient  than 
ever.   In  the  process  of  developing  a  more  effective  government,  investment  of 
public  monies  that  result  in  long-term  savings  should  receive  bipartisan  support. 
Nutrition  research  within  NIH  has  long  received  Congressional  support  from  both 
parties,  and  the  AIN  believes  it  is  an  investment  worthy  of  continued  bipartisan 
support.    The  community  of  nutritional  investigators  believes  that  enhanced 
funding  J;or  nutritional  sciences  is  cost  effective  and  will  benefit  every  American. 

In  concluding  my  testimony,  the  AIN  hopes  this  Congress  will  examine  the  NIH's 
overall  commitment  to  nutrition  research.    We  would  particularly  ask  that 
Congress  recognize  the  need  for  increased  research  directed  toward  an 
understanding  of  the  relationship  between  nutrition  and  gene  regulation,  and  the 
role  of  nutrition  in  preventing  chronic  diseases,  including  obesity,  and  in  treating 


471 


the  critically  ill  and  the  elderly.   We  would  also  ask  that  the  NIH  continue  to 
examine  the  mechanism  by  which  nutrition  research  can  best  be  coordinated  among 
its  institutes.   The  nutrition  research  community  believes  that  some  type  of  central 
office  of  nutrition  research  should  be  considered  as  an  approach  to  bring  more  focus 
to  nutrition  research  at  the  NIH.   We  realize  that  a  number  of  administrative 
frameworks  are  possible,  and  we  would  ask  that  the  NIH  involve  representatives  of 
the  nutritional  sciences  community  in  a  continuing  dialog  regarding  the  most 
appropriate  mechanism  to  achieve  the  proper  recognition  for  nutrition. 

Mr.  Chairman,  thank  you  for  allowing  the  American  Institute  of  Nutrition  to 
present  its  views  at  these  hearings. 
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Mr.  Porter.  Dr.  Suttie,  you  remind  us  that  much  of  our  prob- 
lems in  human  health  in  the  United  States  are  due  to  life-style,  im- 
proper diet,  lack  of  exercise,  use  of  tobacco,  overuse  of  alcohol,  and 
the  like. 

Recently  there  was  a  front  page  cover  story  in  Time  Magazine 
about  Americans  becoming  overweight  at  a  time  when  everyone 
thought  we  were  living  a  better  life-style.  Do  you  want  to  comment 
on  that  for  us? 

Mr.  Suttie.  Well,  a  large  percentage  of  our  population  are  over- 
weight. A  large  percentage  of  our  population  would  have  a 
healthier  life  outcome  if  they  lost  some  weight.  It  is  a  critical  prob- 
lem, one  that  does  require  a  lot  of  additional  research. 

I  think  most  of  you  are  aware,  a  couple  of  months  ago  there  were 
big  reports  in  the  newspapers  of  cloning  of  an  obesity  gene.  That 
was  not  in  a  person.  That  was  in  a  laboratory  animal,  but  that  is 
the  kind  of  approach  that  is  needed  when  we  talk  about  what  is 
now  called  bionutrition. 

Basic  nutritional  scientists  have  to  do  those  type  of  studies  that 
will  later  be  directed  towards  clinical  studies  in  looking  ahead  to 
the  time  when  we  are  able  to  look  at  an  individual,  not  a  popu- 
lation, and  identify  the  particular  needs  of  that  particular,  and  I 
think  we  are  well  on  the  way  to  doing  that. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony,  Dr. 
Suttie.  We  appreciate  it  very  much.  Thank  you. 


Friday,  January  27,  1995. 

WITNESS 
BARBARA  WHITE,  M.D.,  AMERICAN  COLLEGE  OF  RHEUMATOLOGY 

Mr.  Porter.  Barbara  White,  M.D.,  American  College  of 
Rheumatology.  Dr.  White. 

Dr.  White.  Thank  you,  Mr.  Porter,  Members  of  the  subcommit- 
tee. I  am  a  practicing  rheumatologist.  I  take  care  of  patients  and 
I  do  medical  research.  I  am  here  as  a  rheumatologist  on  behalf  of 
our  professional  organization,  the  American  College  of 
Rheumatology,  and  I  am  here  to  ask  for  your  support  of  the  Na- 
tional Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases. 
That  is  the  arm  of  the  government  that  is  responsible  for  investiga- 
tion in  arthritis. 

I  would  like  to  start  by  educating  you  about  arthritis,  what  is  it. 
You  may  think  of  some  older  person  with  a  knee  that  aches  when 
they  walk,  but  arthritis  is  a  far  more  widespread  enormous  prob- 
lem. Arthritis  is  a  generic  term.  It  just  means  something  is  wrong 
with  your  joints.  They  may  be  swollen.  They  may  be  red.  They  may 
not  move  well.  Arthritis  is  a  generic  term. 

There  are  more  than  100  diseases  that  have  arthritis  as  part  of 
them.  These  include  diseases  of  joints  primarily,  such  as  osteo- 
arthritis, degenerative  joint  disease.  These  include  diseases  in 
which  arthritis  is  just  a  part  of  what  happens  to  people.  For  exam- 
ple, rheumatoid  arthritis  where  people  clearly  have  major  joint  dis- 
ease, these  patients  also  may  have  problems  with  their  lungs,  with 
their  skin,  with  inflammation  of  their  blood  vessels.  People  that 
have  lupus  also  have  joint  pains,  but  they  may  have  problems  with 
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their  brains,  their  lungs,  their  kidneys,  or  their  nervous  systems 
So  there  are  many  diseases. 

There  are  also  diseases  in  which  the  joints  aren't  even  involved 
yet  we  call  them  arthritis  and  types  of  arthritis.  These  include  dis- 
eases such  as  fibromyalgia  and  osteoporosis. 

F5i?JlyA  T^hlitis  is  a  part  of  many  other  diseases,  diseases  such 
as  HIV,  AIDS,  hepatitis,  tuberculosis,  and  psoriasis,  so  arthritis  is 
a  generic  term  that  encompasses  an  enormous  number  of  diseases 
It  is  estimated  that  40  million  people  in  this  country  have  arthritis 
of  some  form  or  another. 

It  is  estimated  that  a  quarter  of  a  million  children  do.  It  is  esti- 
mated that  50  percent  of  people  over  age  65  have  arthritis  The 
cost  to  our  country  is  approximately  $55  billion.  This  will  increase 
as  our  population  ages. 

It  is  estimated  that  for  rheumatoid  arthritis  alone,  at  least  2  mil- 
lion workdays  are  lost  each  year.  So  the  economic  costs  of  arthritis 
are  enormous. 

The  personal  costs  can't  even  begin  to  be  estimated.  For  example 
I  would  like  to  tell  you  about  a  couple  patients  that  I  have  in  the 
hospital  right  now.  One  is  a  young  student.  He  has  inflammation 
of  the  blood  vessels  in  his  brain.  He  is  on  a  respirator  because  his 
brain  is  so  involved,  it  doesn't  know  to  breathe.  He  doesn't  breathe 
without  a  respirator. 

I  have  a  patient  who  has  rheumatoid  arthritis.  She  is  a  grand- 
mother, she  is  a  mother,  and  she  is  a  wife.  She  cannot  cook,  she 
can't  open  the  refrigerator,  she  can't  use  knives,  she  can't  get  in 
and  out  of  a  car.  She  has  ulcers  on  her  leg.  She  is  in  constant  pain 
She  has  a  broken  shoulder  because  of  thin  bones  from  the  con- 
sequences of  her  medication.  She  has  an  enormous  personal  cost  of 
her  disease. 

So  I  wanted  to  start  with  the  enormity  of  arthritis.  How  do  we 
deal  with  this  disease?  It  was  asked  earlier  in  the  testimony  in  the 
conversations,  can  we  do  anything?  Are  we  making  any  progress? 
Truly  we  are.  While  we  don't  know  what  causes  many  of  these  dis- 
eases, what  we  can  do  in  science  now  is  phenomenal.  What  we  can 
do  now  that  we  couldn't  do  five  years  ago  allows  us  to  begin  to  pur- 
sue what  causes  these  diseases.  That  is  what  my  patients  want  to 
know.  Why  do  I  have  this  disease?  Can  you  cure  it  or  at  least  can 
you  help  my  pain? 

We  can't  address  any  of  those  questions  without  research.  We 
need  basic  research  to  look  and  find  what  causes  these  diseases. 
We  need  to  know  what  makes  cells  work,  what  makes  them  mal- 
function, how  they  talk  to  each  other,  how  to  regulate  their  activ- 
ity. That  is  basic  research. 

We  need  clinical  research.  This  is  where  the  knowledge  that  is 
learned  in  the  basic  research  is  applied  to  people.  This  helps  us 
translate  the  knowledge  that  we  have  into  reduced  suffering,  re- 
duced economic  costs  for  our  patients.  We  need  both  basic  research 
and  we  need  clinical  trials.  Both  are  equally  important.  One  alone 
without  the  other  is  stupid. 

I  ask  you  to  support  research  for  NIAMS.  NIAMS  is  the  govern- 
ment agency  that  sponsors  research  in  arthritis.  NIAMS  also  has 
within  its  mandate  musculoskeletal  diseases  and  skin  diseases,  so 
arthritis  is  only  a  small  part  of  this  institute.  It  has  one  of  the 


474 

broadest  mandates  in  NIH,  yet  it  has  one  of  the  smallest  budgets. 
We  ask  that  you  consider  an  increase  in  the  budget  to  NIAMS  to 
help  deal  with  the  enormity  of  this  problem. 

What  should  you  expect  in  return?  You  should  expect  economic 
savings.  It  has  been  shown,  for  example,  in  trials  of  lupus,  that  for 
$9  million  spent,  $90  million  was  saved  in  terms  of  better  treat- 
ment of  kidney  disease,  so  you  should  expect  economic  savings.  You 
should  certainly  expect  reduced  suffering  for  your  patients,  and  you 
should  also  expect  stimulation  of  the  economy  just  from  the  bio- 
technology industries.  Our  basic  research,  our  health  care  industry, 
stimulates  our  economy. 

So  in  summary,  I  would  like  you  to  remember  the  enormity  of 
arthritis.  It  is  not  just  what  you  may  have  thought  it  is.  I  would 
like  you  to  remember  40  million  Americans,  $55  billion,  and  all  the 
personal  costs.  Thank  you. 

[The  prepared  statement  of  Barbara  White,  MD,  follows:] 


475 


American  College  of  Rheumatology 

Specialists  In  Arthritis  Care  isf  Research 


TESTIMONY  OF  BARBARA  WHITE,  M.D. 

ON  BEHALF  OF  THE 

AMERICAN  COLLEGE  OF  RHEUMATOLOGY 

BEFORE  THE 

APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HHS, 
EDUCATION,  AND  RELATED  AGENCIES 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

CONCERNING 

FISCAL  YEAR  96  APPROPRIATIONS  FOR  THE 

NATIONAL  INSTITUTE  OF  ARTHRITIS  AND  MUSCULOSKELETAL  AND  SKIN  DISEASES 

(NIAMS) 

JANUARY  27,  1995 


Park  South,  Suite  150,  Atlanta,  Georgia  30329  •  404-633-3777  •  Fax  404-633-1870 


476 


Arthritis  means  swelling,  pain  and  loss  of  motion  in  the  joints  of  the  body.  There  are  more  than 
1 00  diseases  that  cause  this  condition-which  can  sometimes  be  fatal— in  both  children  and  adults 
of  all  ages.  These  diseases,  which  affect  nearly  forty  million  Americans,  are  typically  chronic 
conditions  that  require  ongoing  care  and  impose  a  significant  economic  burden  on  the  individual 
and  society. 

o     A  quarter  of  a  million  of  our  nation's  children  suffer  from  juvenile  arthritis, 
o     Half  of  our  country's  population  will  have  some  form  of  arthritis  by  the  time  they  reach  age  65. 
o     Total  costs  of  all  types  of  arthritis  and  related  diseases  amount  to  over  $55  billion  each  year. 
o     The  high  costs  associated  with  arthritis  are  likely  to  increase  in  the  future  due  to  the  aging  of 
our  population. 

The  American  College  of  Rheumatology  is  the  professional  organization  of  rheumatologists.  It 
includes  practicing  physicians  and  research  scientists  who  are  dedicated  to  preventing  disability, 
healing  and  eventually  curing  more  than  100  types  of  arthritis  and  related  disabling  and 
sometimes  fatal  disorders  of  the  joints,  muscles,  and  bones.  We  believe  that  through  an 
Increased  Investment  In  research,  better  treatments  and  management  strategies  can  be 
developed,  which  will  In  tur.-i  lead  to  reductions  In  the  costs  of  arthritis  and  related  diseases. 
Moreover,  the  high  burden  exacted  by  these  diseases  in  terms  of  reduced  quality  of  life  will 
also  be  addressed  by  increasing  our  federal  funding  commitment.  The  National  Institute  of 
Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  within  the  National  Institutes  of  Health, 
is  the  government  agency  responsible  for  investigating  arthritis  and  related  rheumatic  diseases,  as 
well  as  diseases  of  the  musculoskeletal  system  and  the  skin.  The  NIAMS  has  also  assumed  a 
leadership  role  in  the  areas  of  women's  health  and  minority  health. 
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Our  budget  request  for  NIAMS-an  increase  from  $231  to  $270  million  for  FY  96-is  a  relatively 
small  amount  compared  to  the  good  it  will  do,  not  only  in  terms  of  direct  support  of  research  but 
also  by  stimulating  cutting  edge  research  in  the  private  sector.   However,  knowing  of  the  severe 
financial  constraints  that  the  Appropriations  committees  are  likely  to  face,  we  understand  that  we 
should  not  focus  on  the  level  of  funds  needed  to  support  the  optimal  amount  of  research  under 
MAMS'  purview,  but  instead  on  finding  a  way  to  take  a  small  step  (during  times  of  fiscal 
constraint)  toward  an  ultimate  long-term  goal  to  increase  the  NIAMS'  budget  consistent  with  actual 
research  needs.  An  increase  in  funding  for  NIAMS  is  justified  for  the  following  reasons: 

I.  Arthritis  research  as  economic  stimulus 

NIH-supported  research  is  largely  responsible  for  the  growth  of  the  American  biotechnology  and 
pharmaceutical  industries.  One  study  has  shown  that  sales  of  biotechnology  products  can  be 
expected  to  increase  more  than  ten-fold  to  over  $50  billion  in  the  decade  of  the  90's.  In  fact, 
American  firms  dominate  most  of  the  businesses  that  employ  leading  edge  technologies, 
(including  pharmaceuticals  and  biotechnology)  according  to  recent  economic  findings.  Although 
this  is  good  news,  investment  in  these  areas  by  the  federal  government  must  be  maintained-and 
increased-rf  we  are  to  expect  the  'public-private  partnership"  to  continue  to  yield  such  results. 
This  is  especially  important  in  terms  of  investment  in  the  basic  research  that  serves  as  a 
necessary  'precursor*  to  clinical  research  on  drugs,  and  vaccine  development,  and  in  developing 
new  treatments  that  directly  benefit  patients. 

In  addition  to  the  role  of  research  as  economic  stimulus  in  the  general  sense,  research  advances 
can  contribute  to  reducing  health  care  costs.  For  certain  disease  treatments  and  therapies,  the 
cost-savings  are  already  well-documented:  systemic  lupus  erythematosus  (lupus)  is  an 
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autoimmune  disease  characterized  by  excessive  production  of  antibodies  against  the  body's  own 
tissues,  often  including  the  kidneys.  A  new  drug  therapy  for  kidney  disease  resulting  from  lupus 
has  been  found  to  save  $93.1  million  in  health  care  costs  in  the  U.S.  each  year.  This  is  all  the 
more  impressive  since  this  drug  regimen  cost  a  total  of  only  $9.8  million  to  develop.  Thus,  nearly 
a  ten-fold  return  is  being  reaped  by  this  investment  in  research. 

In  addition,  long-term  positive  outcomes  were  achieved  in  chronically  ill  patients  who  participated 
in  the  NIAMS-sponsored  Arthritis  Self-Management  Program.  The  Program  improved  patients' 
perceptions  of  their  own  self-efficacy.  Unrelated  to  perception  of  level  of  pain,  these 
improvements  nonetheless  reduced  the  frequency  of  doctor  visits  by  at  least  once  a  year,  on 
average.  Extrapolated  to  all  patients  with  arthritis,  this  program  could  represent  a  significant 
savings  in  health  care  costs  attributable  to  office  visits. 

II.  Arthritis  research  to  improve  patients'  quality  of  life 

Rheumatoid  arthritis  (RA),  which  affects  more  than  two  million  Americans,  is  a  chronic  disease 
that  causes  pain,  swelling  and  loss  of  function  in  the  joints  and  inflammation  in  other  organs.  RA 
often  attacks  people  in  the  very  prime  of  life-between  ages  20  and  45,  and  it  affects  women  more 
frequently  than  men.  Currently,  more  than  two  million  work  days  are  being  lost  each  year  due  to 
this  < 


Treatment  starting  with  aspirin  and  non-steroidal  anti-inflammatory  drugs  has  been  the  traditional 
approach  for  management  of  RA  for  many  years,  with  "second-line  treatments"  (potent  anti- 
rheumatic drugs)  reserved  for  those  patients  whose  RA  does  not  respond  to  the  more 
conservative  regimen.  Research  published  just  last  fall  showed  that  a  combination  of  two  drugs, 


479 


one  used  in  chemotherapy  to  fight  cancer,  (methotrexate)  and  the  other  used  to  prevent  rejection 
of  transplanted  organs,  (cyclosporin)  shows  promise  for  the  treatment  of  RA.  Although 
methotrexate  has  provided  relief  for  many  people  with  RA,  it  has  not  worked  well  in  all  patients. 
This  study  showed  that  used  in  combination  with  cyclosporin,  methotrexate  becomes  more 
effective. 

Other  research  has  showed  that  aggressive  drug  therapy  is  more  effective  when  introduced  early 
in  the  course  of  an  individual's  disease.  More  than  half  of  people  who  had  RA  for  less  than  2 
years  showed  major  improvement  on  more  aggressive  therapy,  while  the  percentage  showing 
such  improvement  dropped  to  29%  for  people  in  the  5th  to  10th  year  of  the  disease.  With  such 
early  intervention,  improvements  in  quality  of  life  and  reduction  in  costs  associated  with  lost  work 
days  and/or  avoidable  hospitalizations  can  be  achieved. 

Results  of  a  NIAMS-sponsored  clinical  trial  have  shown  that  the  antibiotic  drug  minocycline  is 
another  drug  that  can  be  added  to  the  arsenal  of  treatments  for  RA.  In  this  study,  patients 
receiving  minocycline  in  this  clinical  trial  experienced  reduction  in  joint  pain  and  swelling,  with 
only  mild  side  effects.  How  effective  minocycline  is-compared  to  other  treatments  for  RA- 
remains  to  be  determined,  however.  In  addition,  more  research  must  be  conducted  to  begin  to 
explain  how  minocycline  works,  something  this  clinical  trial  did  not  address. 

Significant  research  opportunities  exist  in  research  relating  to  other  forms  of  arthritis  and  related 
diseases,  as  well.  For  example,  more  research  needs  to  be  done  on  osteoarthritis  (the  most 
common  form  of  the  disease)  to  understand  agents  which  may  prevent  progression  of  the 
disease.  Innovative  immunosuppressive  and  hormonal  therapies  must  be  studied,  aimed  at 
improving  our  ability  to  treat  lupus,  (also  called  SUE),  an  autoimmune  disease  which  affects 
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women  nine  times  more  frequently  than  men,  and  black  women  three  times  more  often  than  white 
women.  Scleroderma,  which  literally  means  "hard  skin,"  is  potentially  life-threatening  due  to 
damage  that  occurs  to  internal  organs  from  excessive  accumulation  of  the  protein,  collagen: 
research  on  immunosuppressive  therapy  of  this  disease  in  the  lungs  is  just  one  example  of  an 
important  area  for  further  study. 

Basic  research  also  has  direct  implications  for  finding  new  approaches  to  treatment  and 
prevention  of  disease:  For  example,  researchers  have  succeeded  in  hindering  arthritis 
inflammation  in  the  knee  joints  of  rabbits,  by  genetically  modifying  the  cells  that  line  these  joints. 
These  results  in  animals  provide  strong  basis  for  real  optimism  that  genetic  therapy  might  one  day 
be  available  to  combat  arthritis. 

III.         Arthritis  research  as  a  reasoned  choice  for  our  country's  future 

It  is  very  clear  that  citizens  across  the  country  understand  the  role  of  biomedical  research  in 
maintaining  economic  competitiveness,  and  in  improving  health.  In  a  1992  poll  of  public  opinion, 
91  %  of  adults  surveyed  favored  higher  spending  on  medical  research.  The  high  level  of 
public  interest  in  rheumatic  diseases  that  affect  children  provides  an  even  more  specific  example: 
Over  the  last  few  years  especially,  constituents'  expressions  of  concern  to  their  legislators  about 
juvenile  arthritis  have  contributed  to  increasing  the  national  focus  on  pediatric  rheumatic  disease 
research,  including  initiation  of  a  fall,  1994  Workshop  on  the  current  status  and  future  directions  of 
pediatric  rheumatology,  sponsored  by  the  NIAMS,  as  well  as  a  $1 .5  million  request-for- 
applications  on  pediatric  rheumatic  diseases  issued  by  the  NIAMS  last  November.  As  Members  of 
Congress  strive  to  find  points  of  commonality  with  their  constituents,  these  examples  demonstrate 
that  expanding  funding  for  cost-effective  medical  research,  and  increasing  the  focus  on  arthritis 


481 


research  in  particular,  are  issues  that  are  ripe  for  legislators  to  champion.   This  is  perhaps  true 
this  year  more  so  than  in  the  past,  given  the  especially  strong  sense  of  serving  the  people's  will 
that  is  so  firmly  in  place  in  the  minds  of  both  new  and  returning  members. 

One  mechanism  that  is  particularly  critical  in  any  effort  to  respond  to  public  interest  in  bolstering 
medical  research  is  clinical  trials.  Clinical  research  is  the  linchpin  of  technology  transfer  from 
laboratory  findings  to  improved  patient  care.  In  addition  to  clinical  research,  our  membership  is 
strongly  committed  to  efforts  to  highlight  the  role  of  basic  research  and  to  elucidate  the 
connection  and  interrelation  between  basic  research  and  clinical  applications.  For  example,  basic 
research  aimed  at  finding  a  specific  gene  or  genes  that  may  be  responsible  for  some  people's 
predilection  for  developing  autoimmune  disease  is  a  top  priority  which  could  ultimately  lead  to 
breakthroughs  in  understanding  and  ultimately  treating  or  even  curing  lupus,  RA,  scleroderma  and 
other  autoimmune 


Another  area  of  critical  concern  to  us  is  support  for  training  new  scientists.  The  ACR  believes  that 
we  have  an  overwhelming  need  to  provide  for  the  renewal  and  expansion  of  the  intellectual 
capital  that  is  essential  to  the  biomedical  research  enterprise.  Because  the  likelihood  of  an 
approved  research  grant  being  funded  (the  "success  rate")  has  declined  for  research  supported 
by  NIAMS  (33%  in  fiscal  year  1991  to  an  estimated  19.9%  in  fy95)  some  of  the  brightest  new 
scientists  may  be  discouraged  from  pursuing  research  careers.  We  believe  that  in  order  to 
actively  encourage-rather  than  disillusion-young  scientists,  steps  must  be  taken  to  increase  the 
likelihood  that  a  highly-rated  grant  can  be  funded  by  NIAMS,  and  to  bring  the  NIAMS'  success 
rate  into  line  with  the  higher  success  rates  found  across  other  institutes,  NIH-wide. 
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Conclusion 

Despite  the  NIAMS'  extensive  research  mandate-covering  research,  training,  and  information 
dissemination  relating  to  the  diseases  and  normal  function  of  all  the  human  body's  fundamental 
structures  (the  skeleton,  muscles,  joints  and  skin)-the  NIAMS  ranks  among  the  smallest  of  the 
institutes.  We  therefore  ask  for  the  subcommittee's  assistance  in  bolstering  the  budget  for  the 
NIAMS  to  a  level  that  is  more  consistent  with  research  needs,  while  recognizing  the  importance  of 
fiscal  restraint.  Because  the  extent  of  opportunities  is  so  great,  we  feel  that  fiscal  year  96  should 
be  looked  on  as  a  critical  year  for  arthritis  research.  Given  the  long  term  cost  savings  to  society 
and  the  improvements  in  quality  of  life  that  can  be  achieved,  we  believe  that  limiting  funding  for 
NIAMS  this  year  would  be  "penny-wise  but  pound-foolish." 

As  providers  of  health  care  to  the  millions  of  Americans  who  have  arthritis  and  related  diseases, 
we  hope  we  have  given  Congress  some  insight  in  its  effort  to  answer  an  important  question  about 
investment-one  that  individuals  ask  themselves  as  they  weigh  their  own  investments,  although  on 
a  larger  scale:   What  investment  reaps  the  biggest  'bang  for  the  buck"?  Based  on  the  content  of 
this  testimony,  you  will  not  be  surprised  that  the  ACR  states  resoundingly,  the  best  investment  is 
In  biomedical  research.  Federal  dollars  can  always  be  dumped  into  remedial  measures  and  into 
federal  subsidies  for  an  increasing  disabled  and  dependent  population.  There  is  a  better  way, 
however,  through  a  strengthening  of  our  nation's  commitment  to  biomedical  research.  The  ACR 
asks  that  appropriators  seriously  consider  this  approach. 
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Mr.  Porter.  Dr.  White,  I  seem  to  remember  reading  recently 
about  the  possible  use  of  antibiotics  in  treating  rheumatoid  arthri- 
tis. Is  this  something  that  you  are  familiar  with? 

Dr.  WHITE.  Yes,  thank  you  very  much  for  raising  that.  I  think 
that  is  an  important  point.  It  shows  how  basic  research  and  clinical 
science  tie  together  to  help  patients.  It  is  known  that  these  anti- 
biotics, in  fact,  have  effects  in  addition  to  their  antibiotic  activity. 
They  can  cut  down  inflammation,  and  the  drugs  that  you  are  talk- 
ing about  in  particular  cut  down  the  development  of  a  bony  break- 
down, tissue  destruction  that  works  against  certain  enzymes  in  the 
body  called  metallopropoesis. 

So  it  was  for  these  other  effects  of  commonly  used  drugs  that  it 
was  thought  maybe  they  would  have  a  role  in  clinical  trials.  They 
were  applied  in  a  clinical  trial.  A  good  clinical  trial  in  many  of 
these  diseases  requires  many  institutions.  This  was  six  institu- 
tions; many  patients,  a  long  period  of  time.  This  costs  a  lot  of 
money.  But  the  result  is  we  now  have  a  drug  that  looks  promising 
that  may  provide  some  relief  in  early  mild  to  moderate  rheumatoid 
arthritis  with  little  side  effect  to  the  patients.  This  is  important 
progress  made  possible  by  funding  to  NIAMS. 

Mr.  Porter.  Gee,  I  am  glad  I  asked  the  right  question. 

Dr.  White,  thank  you  very  much  for  your  testimony. 


Friday,  January  27,  1995. 

WITNESS 
JAY  LEEUWENBURG,  JUVENILE  DIABETES  FOUNDATION 

Mr.  Porter.  Jay  Leeuwenburg,  representing  the  Juvenile  Diabe- 
tes Foundation.  And  I  have  to  say,  Mr.  Schmidt,  that  bringing  a 
member  of  the  Chicago  Bears  to  influence  the  Chairman  is  pretty 
effective. 

Mr.  Leeuwenburg.  Thank  you,  Chairman  Porter,  and  other  dis- 
tinguished subcommittee  Members. 

I  would  like  to  begin  by  introducing  myself,  even  though  you  al- 
ready did.  I  am  Jay  Leeuwenburg  and  I  am  the  starting  right 
guard  for  the  Chicago  Bears,  and  I  have  juvenile  diabetes. 

My  wife,  Ingher,  and  I  currently  reside  in  Lake  Bluff,  Illinois, 
and  I  am  here  today  speaking  to  you  on  behalf  of  the  Juvenile  Dia- 
betes Foundation  and  the  millions  of  families  whose  lives  each  day 
are  affected  by  juvenile  diabetes,  and  they  have  to  live  with  that 
disease  every  day,  much  as  my  family  and  I  do.  But  I  am  here 
today  as  the  exception.  I  am  healthy  and  can  proudly  say  that  I 
have  never  had  any  complications  related  to  diabetes. 

With  me  today  are  the  tools  for  my  success:  My  body,  my  mind 
and  what  I  like  to  call  my  little  black  bag.  In  here  are  the  keys 
to  my  survival:  a  one-touch  blood  glucose  meter,  test  strips,  and 
two  different  kinds  of  humulin  insulin.  These  are  the  tools  to  keep 
my  blood  sugar  levels  in  tight  control. 

As  we  know  from  the  10-year  study  of  the  control  and  complica- 
tions trial,  funded  in  large  part  by  the  Federal  Government,  tight 
control  of  blood  sugar  levels  is  crucial  to  the  prevention  or  delaying 
of  devastating  complications  associated  with  diabetes,  such  as 
heart  disease,  blindness,  kidney  failure,  stroke,  and  amputations. 
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When  I  was  diagnosed  13  years  ago,  these  tools,  my  one-touch 
and  my  humulin  insulin,  were  not  available.  Your  funding  of  re- 
search through  the  National  Institutes  of  Health  has  been  an  inte- 
gral part  in  the  development  of  such  advances.  Thirteen  years  ago, 
I  had  to  rely  on  a  urine  test  to  determine  my  sugar  levels  and  an 
impure  mixture  of  beef  and  pork  insulin.  Today,  I  rely  on  my  blood 
glucose  monitor  and  a  genetically  engineered  insulin  called 
humulin.  Thirteen  years  ago,  I  would  have  struggled  greatly  to  be 
a  productive  and  successful  person  on  as  well  as  off  the  NFL  play- 
ing field.  Today,  I  am  enjoying  a  very  productive  and  successful  life 
and  have  great  hope  for  the  strides  in  diabetes  research. 

Let  me  stress  to  you  the  importance  of  just  these  two  advances 
to  which  you  have  contributed.  My  blood  sugar  level  dictates  my 
life,  and  I  have  to  work  to  control  them  by  adjusting  my  diet,  exer- 
cise, and  insulin.  However,  stress,  environmental  conditions,  and 
even  my  own  body  can  affect  my  glucose  levels.  These  I  have  little 
control  over. 

Thirteen  years  ago,  the  urine  test  I  relied  on  would  produce  a 
glucose  reading  that  occurred  in  my  body  two  to  three  hours  ear- 
lier. In  my  profession,  three  hours  is  a  whole  game.  My  body  will 
have  had  to  encounter  and  react  to  different  influences  that  would 
affect  my  blood  sugar  in  that  two  to  three  hour  time  period.  Now, 
in  45  seconds  with  my  one  touch,  I  have  a  reading  that  dictates  my 
next  course  of  action.  In  45  seconds,  I  know  if  I  have  a  high  or  a 
low  blood  sugar  and  can  take  the  proper  steps,  which  are  different 
for  each  condition. 

A  test  I  could  not — excuse  me.  A  test  that  could  not  identify  a 
low  blood  sugar  before  the  game,  like  the  urine  test  I  mentioned, 
could  potentially  be  life  threatening  for  me.  Diabetes  control  is  so 
important  that  during  a  typical  game  day,  I  will  take  upwards  of 
25  sugar  tests  before  and  during  a  game.  This  helps  me  perform 
at  my  optimum  level  on  the  field  physically. 

One  aspect  I  have  no  control  over,  however,  is  the  stress,  and  it 
is  different  for  each  game.  Imagine  preparing  for  a  game  in  my 
case,  not  feeling  well  or  having  an  upset  stomach,  not  knowing  if 
it  is  because  I  have  a  high  blood  sugar  and  I  need  insulin  or  it  is 
a  low  blood  sugar  and  I  am  having  an  insulin  reaction. 

Before  the  current  technology,  I  would  have  risked  severe  dehy- 
dration, great  stress  to  my  heart  and  kidneys,  or  worse,  risked 
going  into  a  coma  because  of  insulin  shock.  Now  with  my  one 
touch,  I  am  able  to  take  a  sugar  and  rectify  the  situation  imme- 
diately. 

The  humulin  insulin  I  use  is  another  advancement  that  has  had 
a  great  impact  on  my  life.  Before  humulin  was  discovered,  I  in- 
jected an  impure  mixture  of  beef  and  pork  insulin  that  took  45 
minutes  to  an  hour  to  be  absorbed  into  my  bloodstream.  In  con- 
trast, the  genetically  engineered  insulin  called  humulin  is  absorbed 
into  my  body  in  15  minutes  or  less.  Again,  for  me,  that  is  particu- 
larly important.  This  reduced  time  allows  me  to  fine  tune  my  sug- 
ars to  keep  them  closer  to  normal  at  all  times.  As  a  result,  I  am 
not  only  a  better  football  player  but  I  am  living  a  healthier  life, 
which  in  turn  helps  me  be  a  positive  member  of  society. 

I  have  been  fortunate  enough  to  avoid  these  complications  so  far 
with  my  diabetes,  but  I,  again,  am  the  exception  rather  than  the 
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rule.  Unfortunately,  millions  of  people  with  diabetes  are  hospital- 
ized yearly  for  complications.  Back  home  in  Illinois,  I  try  and  have 
worked  very  hard  to  be  a  mentor  for  kids  with  diabetes.  It  makes 
them  feel  good  to  see  a  295  pound  guy  that  goes  out  there  on  the 
front  line  in  the  NFL  and  does  well.  It  is  a  real  struggle  for  a  lot 
of  these  kids  and  their  parents.  I  know  that  their  futures,  as  well 
as  mine,  are  uncertain  and  it  is  a  terrible  burden  for  these  kids  to 
handle.  I  v/ill  tell  you  one  thing  for  sure,  though,  facing  complica- 
tions like  kidney  failure,  heart  disease,  and  gangrene  are  far  tough- 
er opponents  than  facing  Reggie  White  on  the  field. 

I  am  here  to  ask  the  subcommittee  to  increase  the  diabetes  re- 
search funding  so  that  we  can  promise  all  people  with  diabetes  a 
level  playing  field.  I  want  to  go  back  home  and  tell  those  brave  kids 
and  their  parents  that  you  care  about  them  and  are  working  hard 
to  find  a  cure.  We  can  promise  our  children,  as  long  as  there  is 
funding,  there  will  be  a  cure.  Without  that  funding,  there  is  no 
hope. 

Thank  you,  Mr.  Chairman,  for  allowing  me  to  present  this  testi- 
mony. The  Juvenile  Diabetes  Foundation's  detailed  statement  on 
appropriations  for  the  Federal  diabetes  research  programs  will  be 
submitted  separately. 

[The  prepared  statement  of  Jay  Leeuwenburg  follows:] 
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The  Juvenile  Diabetes  Foundation  International  (JDF)  is  grateful  for  this  opportunity  to 
present  its  views  regarding  fiscal  year  (FY)  1996  appropriations  for  the  National  Institutes 
of  Health  and  the  Centers  for  Disease  Control.  JDF  is  a  voluntary  health  organization 
comprised  of  over  1 10  chapters  and  affiliates  throughout  the  U.S.  and  the  world 
dedicated  to  the  discovery  of  a  cure  for  diabetes  and  prevention  of  its  complications 
through  the  funding  of  basic  and  applied  medical  research. 


The  Impact  of  Diabetes 

Diabetes  is  a  major  public  health  problem  which  affects  approximately  14  million 
Americans.  An  estimated  650,000  new  cases  of  diabetes  will  be  diagnosed  this  year 
alone.  A  recent  study  conducted  by  Lewin-VHI,  Inc.  concluded  that  the  total  annual 
health  care  costs  attributable  to  diabetes  exceed  $105  billion.  In  other  words,  this  study 
found  that  health  care  expenditures  for  people  with  diabetes  constituted  about  one  in 
seven  health  care  dollars  spent.  In  1992,  while  people  with  diabetes  constituted  about  4.5 
percent  of  the  U.S.  population,  they  accounted  for  14.6  percent  of  total  national  health 
care  expenditures.  Clearly,  a  cure  for  diabetes  could  result  in  massive  savings  in  health 
care  spending  in  this  country. 

In  addition  to  the  economic  costs,  diabetes  has  tremendous  human  costs.  Consider  the 
following: 

•  Diabetes  is  the  fourth  leading  cause  of  death  by  disease  in  the  U.S.,  and  studies  have 
shown  that  it  reduces  life  expectancy  by  up  to  30  percent.  This  year  alone,  more  than 
160,000  Americans  will  die  from  the  disease  and  its  complications. 

•  Diabetes  is  the  number  one  cause  of  new  blindness  in  people  between  the  ages  of  20 
and  74.  Each  year,  between  15,000  and  39,000  people  lose  their  sight  because  of 
diabetes. 

•  Ten  percent  of  all  people  with  diabetes  develop  kidney  disease   Nearly  30  percent  of 
all  new  dialysis  patients  have  diabetes.  Treatment  costs  for  these  patients  are  in 
excess  of  $1  billion  per  year. 

•  People  with  diabetes  are  2  to  4  times  more  likely  to  die  from  heart  disease   People 
with  diabetes  are  5  times  more  likely  to  have  a  stroke 

•  Diabetes  is  the  leading  cause  of  non-traumatic  amputations.  Over  54,000  diabetes- 
related  amputations  are  performed  each  year  at  a  cost  of  over  $500  million. 

•  Approximately  40,000  babies  are  bom  each  year  to  women  with  overt  or  gestational 
diabetes.  These  infants  experience  a  disproportionately  high  rate  of  mortality,  birth 
defects  and  other  anomalies,  respiratory  distress,  prematurity  and  other  serious 
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medical  problems.  The  estimated  costs  of  these  complications  range  from  $10,000  for 
the  first  week  of  life  to  $1  million  for  lifetime  care. 

•  Diabetes  is  a  leading  risk  factor  for  premature  development  of  heart  disease  in  wnmen. 

•  The  prevalence  of  diabetes  is  50-60  percent  higher  in  African  Americans  than  in 
whites.  African  American  women  are  twice  as  likely  to  be  afflicted  with  diabetes  than 
white  women. 

•  Americans  of  Latin  ancestry,  the  fastest  growing  minority  in  the  U.S.,  are  about  three 
times  as  likely  to  develop  diabetes  than  non-Latins. 

•  Native  Americans  have  a  33-50  percent  higher  chance  of  developing  diabetes;  43.4 
percent  of  Pima  Indians  develop  diabetes. 


Research  Progress 

Fortunately,  these  grim  facts  and  figures  do  not  tell  the  entire  story  of  diabetes  over  the 
past  twenty-five  years.  Since  publication  of  the  first  Long  Range  Plan  to  Combat 
Diabetes  in  1975,  the  federal  government  ~  as  the  result  of  congressional  appropriations  - 
-  has  invested  over  $3  billion  in  diabetes  research.  We  are  pleased  to  report  that  this  huge 
investment  has  led  to  tremendous  advances  in  the  treatment  of  this  devastating  illness. 
Moreover,  many  scientists  today  are  optimistic  that  we  are  within  reach  of  preventing, 
and  ultimately  curing,  diabetes. 

Indeed,  all  of  the  following  research  advances  have  been  made  through  the  federal 
investment  in  medical  research: 

•  Results  of  the  10-year  Diabetes  Control  and  Complications  Trial  (DCCT)  indicate  that 
very  tight  control  of  blood  glucose  levels,  something  which  is  very  difficult  to 
accomplish  with  existing  methods,  dramatically  reduces  the  risk  of  developing  the  life- 
threatening  complications  of  diabetes. 

•  Development  of  laser  photocoagulation  procedures  has  reduced  the  risk  of  blindness 
from  diabetic  eye  disease. 

•  Researchers  recently  discovered  that  a  drug  currently  used  to  treat  high  blood 
pressure,  Captopril,  also  reduces  the  risk  of  kidney  failure  in  persons  with  diabetes  by 
as  much  as  50  percent. 

•  Antibody  tests  have  been  developed  that  can  identify  individuals  at  high  risk  of 
developing  Type  I  diabetes. 
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Type  I  diabetes  in  animals  has  been  prevented  or  delayed  by  injection  of  several  target 
antigens,  including  insulin  and  the  enzyme  glutamic  acid  decarboxylase  (GAD),  which 
interferes  with  the  immune  destruction  of  pancreatic  islet  cells 

Six  genetic  markers  involved  in  the  development  of  Type  I  diabetes  have  been 
discovered. 

Micro  encapsulation  is  being  studied  as  a  way  of  preventing  the  rejection  and 
autoimmune  destruction  of  transplanted  human  islet  cells  in  people  with  Type  I 
diabetes. 


JDF's  Public-Private  Partnerships 

While  JDF  has  been  a  long-time  advocate  of  federal  support  for  biomedical  research,  the 
organization  has  attempted  to  do  its  part  to  promote  research  towards  a  cure.  JDF  views 
medical  research  as  the  collaborative  responsibility  of  both  the  public  and  private  sectors. 
Toward  this  end,  JDF  has  been,  over  its  25  year  history,  the  largest  non-governmental 
contributor  to  diabetes  and  diabetes-related  research  in  the  world.  In  addition  to  these 
efforts,  JDF  is  in  the  midst  of  a  Capital  Campaign  to  raise  $100  million  directed  toward 
funding  of  large  interdisciplinary  research  programs.  This  approach  arose  out  of  a 
recommendation  from  the  1987  National  Diabetes  Advisory  Board  Long  Range  Plan  to 
Combat  diabetes. 

As  part  of  this  effort,  JDF  has  entered  into  innovative  joint  research  partnerships  with  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NTDDK),  the  National 
Eye  Institute,  the  National  Heart,  Lung,  and  Blood  Institute  and  most  recently  the 
National  Institute  of  Allergy  and  Infectious  Diseases.  JDF  is  currently  finalizing  a  similar 
partnership  with  the  Department  of  Veterans  Affairs.  These  jointly  funded  Centers  of 
Excellence  bring  together  basic  scientists—cell  biologists,  molecular  biologists,  and 
geneticists—with  diabetes  researchers  and  clinicians  for  an  interdisciplinary  approach  to 
basic  and  applied  diabetes  research. 


The  Critical  Role  of  the  NM 

During  the  current  effort  to  reduce  the  federal  budget  deficit,  it  is  important  that  policy 
makers  understand  the  numerous  economic  benefits  of  medical  research.  Indeed,  an 
investment  in  medical  research  must  be  an  integral  component  of  any  effort  to  contain 
federal  spending  in  the  future.  There  is  a  good  deal  of  data  suggesting  that  an  investment 
in  health  research  yields  substantial  savings  in  costs  of  health  treatment.  For  example, 
experts  estimate  that  for  every  $1  invested  in  medical  research,  $8  is  saved  in  health  care 
costs. 
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Yet  the  value  of  biomedical  research  goes  far  beyond  our  ability  to  cure  devastating 
diseases  and  achieve  savings  in  health  care  costs.  The  American  biotechnology  industry  is 
one  of  the  fastest  growing  components  of  the  U.S.  economy,  and  is  critical  to  our  status 
as  a  global  leader  and  a  competitive  player  in  the  exploding  technological  field.  But  a  lack 
of  adequate  federal  funding  for  biomedical  research  jeopardizes  the  viability  of  this 
promising  sector  of  our  economy. 

Finally,  much  of  the  medical  research  currently  funded  through  the  NIH  would  not  be 
conducted  with  a  diminished  federal  commitment.  Private  industry,  which  currently  funds 
a  great  deal  of  applied  and  clinical  research,  would  find  basic  research  far  too  risky  an 
enterprise  since  there  are  no  assurances  that  such  research  will  produce  a  marketable  and 
profitable  product  or  procedure.  We  know  from  experience  that  the  precise  path  of 
medical  discovery  cannot  be  predicted;  research  leads,  which  must  be  pursued  as  they 
develop,  occasionally  result  in  dead  ends  but  more  often  create  new  lines  of  inquiry  to  be 
explored.  Basic  research  in  one  area  can  fortuitously  lead  to  addvances  in  others,  and 
must  be  advanced  through  federal  support. 


FY  1996  Recommendations  for  NIH 

If  we  are  to  truly  capitalize  on  existing  research  opportunities,  the  federal  commitment  to 
NIH  must  be  enhanced.  In  this  regard,  JDF  played  a  leadership  role  in  legislative  efforts 
last  year  to  establish  a  Medical  Research  Fund,  which  would  have  enhanced  support  for 
the  NIH  by  over  60  percent. 

•  While  we  believe  that  the  nation  would  benefit  from  a  much  greater  increase  in 
funding  for  NIH,  JDF  recommends  that,  at  a  minimum,  Congress  fund  NIH  overall  at 
a  level  of  $12.2  billion,  an  8  percent  increase  over  last  year's  amount.  We 
acknowledge  the  difficulty  the  new  Congress  faces  in  attempting  to  balance  the  federal 
budget.  However,  for  the  reasons  stated  previously,  we  hope  that  the  Congress  will 
continue  the  progress  that  has  already  been  made  at  the  NIH. 

•  For  NIDDK,  JDF  recommends  an  appropriation  of  $827  million,  which  represents  an 
increase  of  12  percent.  This  level  represents  the  amount  that  NIDDK's  leadership 
believes  the  Institute  could  spend  in  FY  1996  on  scientifically  meritorious  research, 
and  would  result  in  a  success  rate  of  28  percent  for  research  grant  applications 
submitted  to  the  Institute. 

•  JDF  also  urges  Congress  to  continue  the  current  level  of  support  for  research  into  the 
genes  that  cause  diabetes. 

•  Finally,  along  with  the  American  Diabetes  Association,  JDF  recommends  a  funding 
level  of  $60  million  for  the  CDC  Division  of  Diabetes  Translation. 
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Mr.  PORTER.  Jay,  thank  you  for  that  really  good  statement.  I 
have  to  say  that  I  can't  tell  you  how  important  it  is  for  people  like 
yourself,  and  you  just  said  this  in  a  way,  people  like  yourself  who 
are  in  the  public  eye  and  known,  to  take  a  leadership  position  like 
this  is  really  wonderful,  and  we  very  much  appreciate  your  coming 
here  to  testify  and  being  that  kind  of  leader. 

Also,  yesterday  I  had  mentioned  that  people  that  testify  before 
our  subcommittee  may  somehow  think  that  they  are  testifying  in 
a  vacuum.  But  the  fact  is  that  people  who  sit  up  here  often  have 
some  of  the  experiences  of  illness  in  their  families  or  themselves 
that  they  have  an  understanding  of  what  you  are  saying. 

Just  in  the  last  year,  my  wife,  Kathryn,  has  been  diagnosed  as 
diabetic.  She  uses  a  one  touch  at  least  four  times  a  day.  It  has  be- 
come a  part  of  our  lives  too,  and  for  that  reason,  your  testimony 
means  a  great  deal  more  to  me  perhaps  now  than  it  would  have 
a  year  ago.  You  gain  an  understanding  by  being  close  to  something, 
and  so  we  very  much  appreciate  your  coming  here  to  testify. 

Do  you  want  to  tell  us  what  happened  in  the  49ers  game? 

Mr.  Leeuwenburg.  No. 

Mrs.  Lowey.  Mr.  Chairman. 

Mr.  Porter.  Nita  Lowey. 

Mrs.  Lowey.  I  just  wanted  to  thank  you  too  because  at  this  time 
of  competing  needs  for  all  our  funds,  hearing  your  vivid  story  and 
your  active  support  of  research  funds  for  juvenile  diabetes  is  so 
critical  to  our  decision-making  process,  and  I  know  that  this  Chair- 
man has  been  such  a  strong  supporter  of  the  NIH  and  investments 
in  research  and  I  have  shared  that  concern,  but  there  may  be  other 
people  in  the  Congress,  in  their  haste  to  encourage  us  to  cut,  may 
not  share  the  commitment,  the  enthusiasm  of  this  committee.  So 
your  public  identification  with  this  issue  is  really  of  critical  impor- 
tance, public  service. 

I  remember  very  clearly,  Mr.  Chairman,  the  person  who  testified 
last  year  telling  us  how  fortunate  it  was  that  she  was  employed  at 
the  time  when  her  youngster  was  going  through  the  tests,  and  I 
was  particularly  impressed  with  the  number,  $25,000  was  the  cost 
that  she  went  through,  and  she  had  said  if  she  had  not  been  em- 
ployed, she  doesn't  know  how  they  would  have  paid  for  that. 

So  investments  in  research,  identifying  answers  to  the  cure  and 
hopefully  elimination  of  diseases  such  as  juvenile  diabetes  is  the 
focus  of  so  many  of  us  on  this  committee.  We  just  want  to  express 
to  you  again  our  appreciation  for  someone  like  yourself  that  is  out 
front  on  this  issue,  and  I  want  to  thank  you  and  I  hope  we  look 
forward  to  the  time  when  you  and  Mrs.  Porter  and  others  we  love 
and  know  so  well  won't  have  to  have  those  kits,  and  we  commit 
ourselves  once  again  to  that  effort  and  we  thank  you. 

Mr.  Leeuwenburg.  Thank  you  very  much. 

Mr.  Porter.  Thank  you,  Mrs.  Lowey.  Mr.  Stokes. 

Mr.  Stokes.  Mr.  Chairman,  I  want  to  join  with  both  you  and 
Mrs.  Lowey  in  commending  Mr.  Leeuwenburg  for  his  testimony 
here  today.  I  happen  to  know  something  about  diabetes  because  I 
had  a  father  who  had  diabetes  and  I  have  a  brother  who  has  diabe- 
tes, and  so  I  know  how  debilitating  this  disease  can  be. 

I  certainly  want  to  commend  you  for  taking  time  out  of  your  busy 
schedule  to  come  here  and  give  us  the  kind  of  testimony  that  you 


492 

have  given  us  here  today.  But  I  also  would  like  to  ask  if  you  would 
care  to  give  us  a  prediction  on  Sunday's  game? 

Mr.  Leeuwenburg.  Well,  being  from  the  NFC,  I  definitely  want 
the  49ers  to  win,  but  hopefully  next  year,  most  importantly,  we  will 
be  in  the  game  so  I  won't  have  the  opportunity,  at  the  same  time 
you  have  to  move  the  meeting  back  another  week  next  year. 

Mr.  Stokes.  Thank  you. 

Mr.  Porter.  If  you  are  in  the  Super  Bowl  next  year,  we  will  ac- 
commodate your  schedule. 

Mr.  Leeuwenburg.  If  you  want  any  other  Senate  Members  or 
House  Members,  rather,  for  me  to  go  and  persuade,  I  would  be 
more  than  happy  to. 

Mr.  Porter.  Thanks,  Jay. 

Mr.  Leeuwenburg.  Thank  you. 


Friday,  January  27,  1995. 

WITNESS 
JIM  BERG,  TEXAS  PUBLIC  RADIO 

Mr.  Porter.  Jim  Berg.  Texas  Public  Radio.  Mr.  Berg. 

Mr.  Berg.  Thank  you,  Mr.  Chairman. 

I  was  contemplating  a  name  change  today  to  David  Robinson  but 
I  didn't  think  you  would  believe  me.  My  name  is  Jim  Berg,  Mr. 
Chairman,  and  I  am  here  from  San  Antonio.  I  am  an  unpaid  board 
member  of  Texas  Public  Radio,  which  owns  two  public  radio  sta- 
tions, one  for  classical  music  and  the  other  for  news  and  public  af- 
fairs. I  am  here  today  on  behalf  of  NPR  and  Texas  Public  Radio 
requesting  an  appropriation  of  $315  million  for  fiscal  year  1998 
which  represents  a  hard  freeze  from  the  1997  funding  level. 

Permit  me  a  few  introductions  as  well.  I  am  a  former  marine 
pilot  from  the  Vietnam  era.  I  founded  my  own  newspaper  business 
in  1975  and  20  years  later  this  small  business  thrives  and  employs 
20  people.  Your  basic  small  businessman. 

I  have  four  children,  one  wonderful  wife,  and  a  dog.  I  am  a  seri- 
ous Christian  and  I  am  a  registered  Republican.  I  voted  in  the  last 
election  and  am  delighted  with  the  results.  I  am  also  happy  that 
this  discussion  is  occurring  so  that  the  question  of  the  independ- 
ence and  modest  funding  of  public  radio  can  be  established  and 
sustained. 

Nothing  said  on  NPR  obviously  has  affected  my  politics.  But  be- 
cause of  NPR,  I  am  a  more  informed  citizen.  I  am  also  what  Rich- 
ard Nixon  spoke  of,  that  vast  silent  majority,  except  today  I  choose 
not  to  be  silent. 

I  have  been  on  the  board  of  Texas  Public  Radio  since  its  begin- 
nings in  1982.  I  have  solicited  funds  from  the  community  and  sup- 
ported the  stations  on  the  air  and  in  person.  Incidentally,  raising 
money  is  tough. 

So,  here  is  the  big  question,  should  the  Federal  Government  or 
the  American  taxpayer  fund  public  radio?  My  answer  is  yes.  The 
Corporation  for  Public  Broadcasting  was  crucial  in  establishing 
Texas  Public  Radio  and  is  an  important — and  is  very  important  in 
its  continued  operations.  Before  1982,  there  was  a  classical  musical 
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and  public  affairs  void  in  south  Texas.  Our  city  is  better  served 
today  because  of  Texas  Public  Radio  and  NPR  and  we  hear  that 
from  our  100,000  listeners  and  we  also  read  it  in  our  daily  news- 
paper. 

But  I  am  not  here  to  discuss  the  radio  programs  or  the  personal- 
ities at  NPR.  We  should  all  agree,  I  hope,  that  they  are  well  pre- 
pared, reported  by  professionals.  Some  of  those  reporters  carry  an 
obvious  bias  and  I  want  to  ask  you  what  print  or  broadcast  organi- 
zation lacks  any  bias. 

Last  week  you  were  addressed  by  a  lady  from  Arkansas  public 
television  who  sat  where  I  am  right  now.  She,  like  me,  detested 
some  of  the  stories  reported  on  her  station,  but  she  was  ready  to 
resist  any  attempt  to  discard  the  baby  with  the  bath  water,  and 
yes,  I  heard  her  on  NPR  when  I  was  driving  in  the  Texas  hill  coun- 
try far  from  TV  or  C-SPAN. 

So,  should  the  American  taxpayer  fund  public  radio?  Yes.  For  the 
same  reason  that  Congress  set  aside  certain  lands  as  public  na- 
tional parks,  so  too  Congress  must  preserve  public  frequencies.  A 
USA  Today  poll  from  last  week  indicated  that  about  70  percent  of 
Americans  of  both  political  persuasions  agreed  on  this  very  impor- 
tant point. 

Second,  for  the  same  reason  that  I  pay  taxes,  knowing  that  I  am 
going  to  be  paying  taxes  on  Federal  interstate  roads,  on  roads  in 
which  I  will  not  travel,  so  too  the  Federal  Government  must  protect 
and  fund  this  common  heritage,  our  airwaves.  I  am  happy  to  pay 
taxes  for  the  public  infrastructure  and  that  is  what  public  radio  is, 
public  air  wave  infrastructure. 

Am  I  another  constituent  here  to  argue  for  a  program  of  his  lik- 
ing? No.  I  am  another  constituent  here  to  plead  for  Congress  to  do 
its  job,  facilitating  the  education  of  America  on  America's  public 
airwaves.  But  there  is  a  catch  with  public  radio. 

I  know  a  commercially  viable  product  when  I  see  one  because  I 
still  advertise  them  for  a  living.  Public  radio  is  useful  and  it  is  con- 
venient, but  it  is  not  commercially  viable.  Texas  Public  Radio  and 
most  NPR  affiliates  would  be  ill-suited  as  commercial  stations. 
Without  some  level  of  Federal  support,  the  result  would  be  predict- 
able. The  demise  of  the  small  stations  which  are  the  heart  of  public 
radio's  network  and  the  health  of  larger  stations  is  vital  because 
they  provide  the  lion's  share  of  the  funding  for  the  national  pro- 
gram or  our  product. 

In  other  words,  we  are  all  in  this  together,  and  with  that  demise 
would  go  the  programs  which  no  one  would  broadcast.  Without  a 
cable  or  a  TV  in  your  car,  you  missed  it.  Break  up  the  network  and 
you  have  a  bad  decision  which  can't  be  reversed.  If  frequencies  on 
this  network  are  prized  quantities,  remove  them  from  the  public 
domain  and  they  are  gone  forever. 

Other  broadcasters  are  licking  their  radio  chops  over  these  lim- 
ited frequencies.  NPR  stories  may  provoke  debate.  NPR  stories 
may  inform  and  infuriate.  NPR  stories  may  enlighten  those  seeking 
enlightenment,  but  NPR  stories  change  few  minds. 

I  don't  listen  to  NPR  to  have  my  mind  changed.  I  listen  to  NPR 
to  learn,  and  what  can  I  recall  learning?  I  can  recall  learning  for 
the  first  time  what  it  was  like  with  life  in  Romania  from  Andre 
Codrescu    as    he    walked    around    his    country    after    the    fall    of 


494 

Ceaucescu.  It  took  me  a  lot  of  time  to  figure  out  how  to  spell  both 
those  names,  by  the  way. 

I  learned  of  Dawn  Upshaw's  lovely  voice,  unknown  then  in 
Texas,  and  my  children  learned  of  the  ASWAAN,  a  Halloween 
scary  ghost  story,  but  we  all  learned  from  Garrison  Keillor,  Ameri- 
ca's 20th  Century  Mark  Twain.  In  short,  if  my  kids  and  I  don't 
hear  these  stories  on  NPR,  who  is  going  to  provide  them?  If  Con- 
gress chooses  to  abandon  public  radio,  the  decision  sets  adrift  the 
Nation's  commuters  and  normal  road  traffic  to  Howard  Sterns. 

I  know  there  is  a  lot  of  talk  about  restructuring  public  broadcast- 
ing, phasing  out  funding,  privatizing  it.  Mr.  Chairman,  I  am  here 
to  suggest  to  you  that  San  Antonians  are  very  concerned  about  that 
proposal.  We  have  come  too  far  with  a  lot  of  volunteers  to  roll  the 
dice  on  a  yet  unproven  theory. 

To  those  disturbed  by  bias,  I  argue  that  some  of  our  dead  listen- 
ers in  Maryland's  Governor's  race  had  more  effect  in  the  voting 
booth  than  Daniel  Shore.  Speaker  Gingrich  is  a  historian  and  a  dis- 
ciple of  the  importance  of  telling  the  American  experience  and 
teaching  Americans  of  their  culture. 

Only  NPR,  for  radio's  purposes  now,  only  NPR  can  relate  our  his- 
tory on  the  radio  and  tell  of  our  American  experience.  So  ladies  and 
gentlemen,  to  remove  funding  muzzles  the  only  nationwide  radio 
voice  able  to  relate  instantaneously,  coast  to  coast,  and  in  depth 
our  great  national  agenda  and  experience.  Therefore,  I  urge  you  to 
fund  public  radio  and  fund  it  knowing  that  it  is  money  well  spent 
in  the  national  interest  and  thank  you  for  your  time  and  attention. 

[The  prepared  statement  of  Jim  Berg  follows:] 
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January  26,  1995 

Prepared  remarks  of  Jim  Berg,  President  of  Jim  Berg  Publications,  Inc.  of  San 
Antonio,  TX.  Mr.  Berg  is  an  unpaid  volunteer  board  member  of  Texas  Public 
Radio,  the  umbrella  organization  ofKPAC-FM:  a  100,000  watt  24  hour  classical 
music  broadcasting  radio  station;  and  KSTX-FM,  a  100,000  watt  24  hour  public 
radio  station  which  rebroadcasts  National  Public  Radio  and  Public  Radio 
International  Programs. 

My  name  is  Jim  Berg.  I  am  from  San  Antonio,  Texas  and  am  an  unpaid 
volunteer  board  member  of  Texas  Public  Radio,  the  umbrella  organization  of 
KPAC-FM:  a  100,000  watt  24  hour  classical  music  broadcasting  radio  station;  and 
KSTX-FM,  a  100,000  watt  24  hour  public  radio  station  which  rebroadcasts  National 
Public  Radio  and  Public  Radio  International  programs. 

I  am  here  today  on  behalf  NPR  and  Texas  Public  Radio  requesting  an 
appropriation  of  $315  million  for  FY  1998  which  represents  a  hard  freeze  from  the 
1997  funding  level. 

Permit  me  a  few  more  introductions  as  well.  I'm  a  former  US  Marine 
helicopter  pilot  from  the  1969  Viet  Nam  era  who  left  honorably  in  1972  to  enter 
business.  I  founded  my  own  small  newspaper  publishing  business  in  1975  with  no 
employees  and  few  assets.  My  first  deposit  was  $80.  Twenty  years  later,  the  small 
business  thrives  and  employs  20  persons. 

I  have  4  children,  one  wonderful  wife,  one  dog,  lots  offish,  one  hamster  and 
one  gerbil.  I'm  a  serious  Christian  and  a  registered  Republican.  I  voted  in  the  past 
election  and  am  simply  delighted  with  the  results.  I  am  also  happy  this  discussion  is 
occurring  so  that  the  question  of  the  independence  and  modest  funding  of  PUBLIC 
RADIO  can  be  established  and  sustained. 

Obviously,  nothing  said  on  NPR  has  affected  my  politics.  But  because  of 
NPR,  I'm  a  more  informed  citizen.  I'm  what  Richard  Nixon  spoke  of  "...that  vast 
silent  majority."  Except  today,  I  choose  not  to  be  silent. 

Therefore,  thank  you  for  the  opportunity  to  discuss  funding  for  PUBLIC 
RADIO  with  you.  I  have  been  on  the  Board  of  the  Texas  Public  Radio  since  it  was 
founded  in  1989,  and  its  predecessor  organization,  the  Classical  Broadcasting 
Society  of  San  Antonio  since  its  founding  in  1982.  During  those  years  I  have 
actively  solicited  funds  from  the  community  in  support  of  the  stations,  asking  for 
cash  and  gifts  in  kind  -  both  on  the  air  and  in  person.  Our  Board  of  Directors  is 
filled  with  volunteers  who  share  our  mission:  preservation  of  public  radio.  Having 
said  this,  why  am  I  here?  To  answer  the  following  question: 
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Should  the  Federal  Government  or  the  American  taxpayer  fund  public 
radio? 

I  am  here  to  argue:  yes. 

Over  the  span  of  the  past  13  years,  I  have  had  the  opportunity  to  see  the  birth 
and  maturation  of  two  public  radio  stations.  Corporation  for  Public  Brooadcasting 
funding  was  crucial  in  establishing  Texas  Public  Radio  and  is  important  for 
continued  operations.  Where  there  was  a  classical  musical  and  public  affairs  void  on 
the  radio  horizon  in  South  Texas,  now  there  is  no  void.  There  is  wide  consensus  in 
San  Antonio  that  our  city  is  better  served  because  of  Texas  Public  Radio  and  NPR. 
We  hear  that  support  from  our  8,000  members  and  100,000  listeners.  We  read  it  in 
editorials  in  our  local  daily  newspaper:  the  San  Antonio  Express  News.  But,  before  I 
argue  why  our  community  likes  and  needs  public  radio,  let's  agree  on  some 
elementary  points:  I'm  not  here  to  discuss  radio  programs  or  personalities  from 
NPR.  We  should  all  agree  that  they  are  well  prepared,  reported  by  professional 
journalists,  some  of  whom  carry  a  bias  one  way  or  the  other.  What  print  or 
broadcast  organization  lacks  any  bias  one  way  or  the  other?  In  fact  I  recall  fondly 
the  lady  from  an  Arkansas  public  television  station  who  testified  before  this  panel 
last  week.  She,  like  me,  detests  some  of  the  stories  reported  on  her  station.  But  she 
stood  ready  to  resist  any  attempt  to  discard  'the  baby  with  the  bath  water.'  And, 
yes,  I  heard  her  on  NPR  while  driving  in  the  Texas  hill  country,  far  from  a  TV  or 
CSPAN. 

So  to  repeat:  Should  the  Federal  Government  or  the  American  taxpayer 

fund  public  radio? 

Last  week  I  debated  this  very  point  on  public  television  with  this  answer. 

1 .  For  the  same  reason  that  the  Federal  Government  has 
chosen  to  set  aside  certain  pristine  lands  as  National  Parks 
and  to  preserve  them  for  future  generations,  so  too  the 
Federal  Government  must  preserve  its  governance  over 
certain  public  frequencies  on  the  radio  dial.  A  USA  Today 
poll  from  last  week  indicated  that  70%  of  America  of  all 
political  persuasions  agreed  on  this  important  point. 

2.  Second,  for  the  same  reason  that  I  pay  taxes  knowing  that  it  funds 
Federal  Interstate  roads  on  which  I  will  not  travel,  so  too  the  Federal 
Government  must  protect  and  help  to  fund  this  common  heritage  as 
important  as  roads,  our  airwaves,  which  helps  to  inform  and  bind  the 
nation.  I'm  happy  to  pay  taxes  for  the  public  infrastructure,  and  that's 
what  PUBLIC  RADIO  is...  public  airwave  infrastructure. 
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Gosh,  you  say.  Another  constituent  here  to  argue  for  a  program  of  his  liking 
at  the  federal  trough.  No.  I'm  another  constituent  here  to  plead  for  Congress  to  do 
its  job... facilitating  the  education  of  America  on  Americas  public  air  waves.  I'm 
here  for  all  Americans  who  value  information  delivered  in  a  timely  fashion. 
Information  and  music  delivered  by  a  source  that  is  not  a  commercially  viable 
product.  Information  for  those  who  Washington  might  consider  is  outside  the  loop. 
CSPAN,  CNN,  and  public  radio  have  done  more  to  keep  the  nation  focused  on 
national  agendas  than  any  other  forums  I  can  think  of. 

But  here's  the  catch  with  public  radio.  It's  useful,  it's  handy  to  have  nearby, 
it's  conveniently  located  on  the  radio  dial  in  the  same  manner  across  the  nation,  but 
it's  not  commercially  viable.  In  Austin,  Texas  and  in  many  communities,  NPR  is  a 
feature  on  a  University  campus.  In  other  communities  it  is  carrying  information 
carried  no  where  else  on  radio. 

I  sell  advertising  for  a  living.  Advertising  is  becoming  increasingly  harder  to 
sell  for  any  media.  There  are  lots  of  choices  and  to  some  media  buyers,  public  radio 
doesn't  carry  the  numbers  that  a  commercial  station  can  offer.  But  our 
demographics  show  us  that  our  listeners  vote  and  are  the  hard  working  Americans 
of  which  this  country  can  be  proud. 

I  know  a  commercially  viable  product  when  I  see  one.  Texas  Public  Radio 
and  most  NPR  affiliates  would  be  ill  suited  as  commercial  stations.  Without  some 
level  of  federal  support  the  result  would  be  predictable:  the  demise  of  the  small 
stations  which  are  the  heart  of  the  public  radio  network.  Larger  stations  which 
provide  the  lions  share  for  the  funding  for  national  programming  would  also  be 
affected. 

And  with  that  demise  would  go  the  programs  which  no  one  would  broadcast; 
programs  which  we  run  because  its  the  right  thing  to  do:  Desert  Storm  news 
conferences  only  covered  on  PUBLIC  RADIO  (this  was  very  popular  in  San 
Antonio,  military  city  USA) ,  important  confirmation  hearings,  state  of  the  union 
addresses  and  responses.  The  list  is  long.  And  without  cable  or  a  TV  in  the  car,  you 
missed  it. 

Let  me  emphasize  in  the  strongest  terms:  any  decision  to  abandon  public 
radio  to  the  private  domain  would  be  short  sighted  and  doomed  to  dimmish  the  size 
and  impact  of  NPR  in  particular  and  PUBLIC  RADIO  in  general.  Without  the 
network  of  private  stations  such  Texas  Public  Radio,  NPR  is  emasculated  and 
denuded  of  its  informative  impact.  It  is  a  decision  which  can't  be  reversed.  The 
frequencies  and  this  network  are  a  prized  quantity.  Remove  them  from  the  public 
domain,  and  they're  gone  for  all  time.  Other  broadcasters  are  licking  their  radio 
chops  over  these  limited  frequencies. 
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The  political  impact  of  NPR  in  the  country  is  not  what  one  so  close  to 
the  seat  of  power  in  the  nation's  capital  thinks.  NPR  stories  may  provoke 
debate,  NPR's  stories  may  inform  and  infuriate,  NPR  stories  may  enlighten 
those  seeking  enlightenment,  but  NPR  stories  change  few  minds.  I  don't 
listen  to  NPR  to  have  my  mind  changed.  I  listen  so  as  to  learn. 

And  what  can  I  recall  learning:  I  recall  hearing  for  the  first  time 
what  life  was  really  like  in  Romania  from  Andre  Codrescu  as  he  walked 
around  his  country  after  the  fall  of  the  dictator,  Ceaucescu.  Andre  is  now  a 
professor  in  Louisiana.  I  recall  waking  to  the  sound  of  Dawn  Upshaw's 
lovely  voice,  unknown  then  in  Texas,  singing  Barber's  "Knoxville,  Summer 
of  1912."  The  CD  subsequently  won  a  Grammy  that  year.  I  remember 
delighting  my  children  with  a  ghost  story  told  on  NPR  during  the  Halloween 
season  3-4  years  ago  of  the  ASWAAN.  The  story  was  poetic  and  real. 
Every  strange  noise  they  hear  today  they  humorously  ascribe  to  the 
ASWAAN.  Then  there  is  Garrison  Keillor,  a  twentieth  century  Mark  Twain. 

In  short,  if  my  kids  and  I  don't  hear  these  stories  from  NPR,  who's 
going  to  provide  them?  Remember,  Congressmen  and  women,  these  are  not 
commercially  viable  stories  because  of  their  length  or  subject  matter.  If  the 
Federal  Government  chooses  to  abandon  Public  Radio,  the  decision  sets 
adrift  the  nation's  commuters  and  normal  road  traffic  to  more  of  the  same  talk 
radio  or  Howard  Stern,  God  forbid. 

I  know  there  is  a  lot  of  talk  about  restructuring  public  broadcasting, 
phasing  out  funding,  or  privatizing  it.  Mr.  Chairman,  I  am  here  to  suggest  to 
you  that  San  Antonians  are  concerned  about  this  proposal.  We  have  come 
too  far  to  roll  the  dice  on  this  yet  unproved  theory. 

The  American  voter  is  smart  and  pretty  adept  at  identifying  phonies 
and  false  prophets.  NPR's  supposed  politically  left  wing  bias  didn't  seem  to 
have  an  effect  on  November  8.  In  fact  some  of  our  dead  listeners  in 
Maryland's  governor's  race  had  more  effect  on  the  ballot  booth  than  Daniel 
Schorr.  But  Dan  told  it  as  he  saw  it. 

Speaker  Gingrich  is  a  historian  and  disciple  of  the  importance  of  telling 
the  American  experience  and  teaching  other  Americans  of  the  value  of  their 
culture.  Only  NPR  can  relate  our  history  and  tell  of  our  American 
experience.  Ladies  and  gentlemen,  to  remove  funding  muzzles  the  only 
nationwide  radio  voice  able  to  relate  instantaneously,  coast  to  coast,  and  in 
depth  our  great  national  agenda  and  experience. 

Therefore,  I  urge  you  to  fund  Public  Radio  and  fund  it  knowing  that  it 
is  money  well  spent  in  the  national  interest.     - 

Thank  you  for  your  time  and  attention. 
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Mr.  Porter.  Mr.  Berg,  can  I  ask  you  a  factual  question?  There 
are  two  stations  that  your  company  owns? 

Mr.  Berg.  Yes.  That  is  right. 

Mr.  Porter.  Were  both  of  them  created  in  1982? 

Mr.  Berg.  No,  1982  for  the  classical  music  station  and  then  a 
group  was  trying  to  put  the  NPR  station  on  the  air  and  it  finally 
came  on  the  air  in  1989.  They  came  to  us,  they  had  gone  through 
the  rigmarole  of  putting  a  public  radio  station  on  the  air  and  said 
we  are  unable  to  do  it,  you  do  it. 

Mr.  Porter.  How  much  of  its  gross  revenue  does  the  classical 
music  station  derive  from  grants  from  NPR? 

Mr.  Berg.  How  much  does  the  classical?  We  get  grants — from 
CPB.  Yes,  approximately,  both  stations,  because  we  mix  revenues, 
we  get  25  percent  of  our  total  revenues  from  CPB. 

Mr.  Porter.  And  is  the  75 

Mr.  Berg.  In  both  stations. 

Mr.  Porter.  Where  do  you  get  the  rest  of  the  75%? 

Mr.  Berg.  I  am  on  a  microphone  in  a  radio  studio  where  40  per- 
cent of  it  comes  from  our  on-air  listeners  and  the  rest  of  it  comes 
from  businesses  and  corporate  underwriting  and  grants. 

Mr.  Porter.  Is  there  any  State 

Mr.  Berg.  May  I  just  say  one  caveat?  That  the  25  is  high  and 
it  is  high  because  we  are  relatively  new  with  the  public  radio  sta- 
tion. That  I  see  as  the  radio  audience  gets  larger  with  NPR  bring- 
ing the  overall  funding  down. 

Mr.  Porter.  And  is  there  any  State  of  Texas  money  in  these  at 
all? 

Mr.  Berg.  No,  sir. 

Mr.  PORTER.  Well,  as  you  know,  we  are  looking  extensively  into 
this  issue.  We  very  much  appreciate  your  coming  to  tell  us  your 
views  on  it  and  your  testimony  was  excellent,  I  would  say,  and  I 
appreciate  your  doing  that. 

Mrs.  Lowey.  Mr.  Chairman. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  Yes,  I  too  want  to  thank  you,  Mr.  Berg,  and  just 
for  the  record,  could  you  clarify  once  again,  if  funding  for  the  larg- 
est stations  were  cut,  how  would  that  impact  the  viability  and  the 
future  of  the  smaller  stations? 

Mr.  Berg.  Well,  the  large  stations  give  us  our  product  on  NPR, 
the  New  Yorks,  the  Bostons,  the  Chicagos  and  Los  Angeles  sta- 
tions. This  is  where  the  heart  of  the  funding  comes  from.  So  if  they 
get  crippled,  you  have  just  shot  the  animal  that  gave  us,  those 
small  stations,  us,  our  product.  So  we  are  all  in  it  together,  the  big 
and  the  small. 

Yes,  do  they  have  a  better  effort  in  New  York?  By  the  way,  I  am 
from  Scarsdale  before  I  went  to  Texas  and  found  the  light.  Do  they 
have  an  ability  to  raise  funds  better  in  New  York  City  than  we  do? 
Well,  WNYC  went  down  the  tubes  and  it  is  tough  out  there  raising 
money.  Yes,  we  appreciate  it.  I  can't  emphasize  enough  that  I  don't 
think  NPR  changes  minds,  but  I  do  think  it  provokes,  infuriates  in 
my  case  sometimes,  but  provokes  thought  and  without  it,  it  is  gone. 
Those  frequencies  get  into  the — let's  just  say  religious  broadcasting 
system,  they  are  gone  from  public — from  the  public  domain  forever, 
and  I  caution  you  guys. 
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Mr.  Porter.  Thank  you,  Mr.  Berg. 
Mr.  BERG.  Thank  you. 


Friday,  January  27,  1995. 

WITNESS 
ALVINA  McHALE,  ARTHRITIS  FOUNDATION 

Mr.  PORTER.  Alvina  McHale,  the  Arthritis  Foundation. 

Ms.  McHale.  Mr.  Chairman,  Members  of  the  subcommittee,  my 
name  is  Alvina  McHale,  as  you  indicated.  With  your  permission,  I 
am  going  to  submit  my  written  statement  for  the  record. 

I  am  an  active  volunteer  with  the  local  chapter  of  the  Arthritis 
Foundation  here  in  Washington  and  I  am  on  the  national  govern- 
ment affairs  committee  of  the  Arthritis  Foundation.  My  involve- 
ment with  the  foundation  is  for  very  selfish  reasons.  I  have  had 
rheumatoid  arthritis  for  15  years,  so  being  a  member  of  the  founda- 
tion helps  me  stay  in  touch  with  the  information  that  is  out  there 
about  the  latest  research  information,  news  about  more  effective 
medicines  and  treatments. 

I  would  like  to  mention  a  few  things  about  arthritis.  I  hope  I 
don't  say  too  much  of  the  same  things  that  Dr.  White  did  earlier. 
She  was  very  eloquent  with  the  American  College  of  Rheumatology. 

Arthritis  is  widespread.  If  you  look  at  the  arthritis  statistics  for 
all  the  States  in  the  Nation,  they  are  right  up  there  around  15,  16 
percent.  In  the  State  of  Illinois,  it  is  16  percent.  By  the  year  2020, 
arthritis  will  affect  60  million  Americans,  one  in  five  people.  Right 
now  it  affects  50  percent  of  the  people  over  65;  300,000  children 
under  18;  and  lots  of  people  like  myself  who,  when  I  came  down 
with  this  disease,  were  really  in  their  prime  of  life. 

The  second  point  is  it  is  a  very  serious  disease.  It  is  not  just 
something  you  pop  a  pill  and  go  running  or  play  golf.  For  seven 
million  Americans,  it  limits  the  ability  to  do  things  other  people 
take  for  granted:  dress,  bathe,  walk.  It  has  been  years  since  I 
opened  a  jar,  turned  a  door  knob  or  knelt  on  one  knee  without  as- 
sistance. There  were  times  in  the  last  15  years  when  I  couldn't 
dress  myself,  get  out  of  a  chair,  or  even  get  out  of  bed. 

The  third  point  I  would  like  to  mention  to  you  is  that  research 
is  producing  results.  Thanks  to  the  National  Institute  on  Arthritis 
and  Musculoskeletal  Diseases,  we  have  made  progress  in  determin- 
ing the  causes  of  some  forms  of  arthritis.  We  know  there  is  a  ge- 
netic susceptibility.  Some  people  are  more  susceptible  to  getting  ar- 
thritis than  others  and  a  bacteria  then  triggers  the  disease.  Once 
we  know  what  specific  bacteria  does  it  and  how  they  do  it,  we  will 
be  better  able  to  treat  arthritis  and  prevent  it.  NIAMS  research 
has  made  great  progress  in  terms  of  answering  these  kinds  of  ques- 
tions in  the  areas  of  lupus,  osteoarthritis,  rheumatoid  arthritis,  and 
osteoporosis. 

Arthritis  is  a  very  expensive  disease.  It  is  expensive  personally. 
I  have  wonderful  health  insurance  and  it  costs  me  over  $5,000  out 
of  pocket  every  year  to  pay  for  my  treatment,  and  that  is  in  a  year 
when  I  didn't  have  major  surgery. 

But  it  is  also  expensive  to  this  country.  As  Dr.  White  indicated, 
$50  billion  a  year  in  direct  medical  costs,  45  million  days  of  work 
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for  people  out  of  arthritis,  but  the  major  point  I  would  like  to  make 
today  is  that  arthritis  is  the  number  one  cause  of  disability  in  this 
country.  The  number  one  cause. 

Last  night  I  was  doing  my  tax  return  and  I  paid  about  $9,000 
in  Federal  income  tax  last  year.  My  first  year  on  medical  disability, 
if  that  ever  happens,  is  going  to  cost  government  $40,000  the  first 
year,  $30,000  for  every  year  thereafter.  I  am  hoping  I  never  get  to 
that  point,  but  believe  me,  Mr.  Chairman,  I  know  a  lot  of  people 
who  have  reached  that  point  in  the  15  years  in  the  course  of  my 
disease,  and  it  is  an  expensive  disease,  as  I  said,  personally,  but 
it  is  a  tremendously  expensive  disease  for  the  government  when 
the  treatment  doesn't  work  and  the  medicine  isn't  there  and  the 
people  don't  have  the  kind  of  support  systems  that  I  have  had. 

Recognizing  that  the  Appropriations  Committee  charter  is  always 
to  find  ways  to  make  government  more  efficient  but  less  expensive, 
I  believe  this  message  from  the  Arthritis  Foundation  is  an  impor- 
tant message  to  deliver.  Every  dollar  invested  in  NIAMS  above  the 
1995  appropriated  level  of  $231  million  is  an  investment  in  keeping 
people  like  me  on  their  feet  and  working. 

I  would  like  to  put  a  plug  in  for  the  women  of  the  Nation.  At  a 
time  when  the  Nation  is  trying  to  provide  special  attention  to  dis- 
eases that  primarily  affect  women,  it  is  important  to  note  that  ar- 
thritis affects  a  disproportionately  high  number  of  women;  more 
than  7  out  of  10  with  rheumatoid  arthritis,  my  disease,  an  even 
higher  ratio.  For  older  people's,  osteoarthritis,  8  out  of  10  with  os- 
teoarthritis are  women,  but  it  is  the  men  and  women  with  this  dis- 
ease who  want  to  continue  to  stay  on  their  feet  so  we  can  continue 
to  be  productive  members  of  society;  part  of  this  country's  much 
needed  solutions  to  its  problems,  instead  of  a  monumental  drain  on 
the  Nation's  resources.  We  hope  you  can  help  us  a  little  bit  with 
that,  and  I  thank  you,  Mr.  Chairman. 

[The  prepared  statement  of  Alvina  McHale  follows:] 
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My  name  is  Alvina  McHale  and  I  have  had  rheumatoid  arthritis  for  15  years.  I  serve  on 
the  Board  of  Directors  of  the  Metropolitan  Washington,  D.C.-area  chapter  of  the  Arthritis 
Foundation  and  I  chair  the  Metropolitan  chapter's  Government  Affairs  Committee.  In  addition, 
I  am  a  member  of  the  National  Government  Affairs  Committee  of  the  Arthritis  Foundation.  I 
am  pleased  to  have  the  opportunity  to  present  testimony  to  the  House  Appropriations  Committee 
Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education  on  the  need  for  increased 
funding  for  the  National  Institute  for  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS). 

The  Arthritis  Foundation  is  a  national  voluntary  health  organization  with  69  chapters 
across  the  U.S.,  representing  a  source  of  help  and  hope  for  the  nearly  40  million  Americans  who 
have  arthritis.  The  Arthritis  Foundation  supports  research  to  find  a  cure  for  and  prevention  of 
arthritis,  and  seeks  to  improve  the  quality  of  life  for  those  affected  by  arthritis.  It  is  the  only 
national  voluntary  health  organization  that  works  for  all  people  affected  by  any  of  the  100  forms 
of  arthritis  or  related  diseases.  Volunteers  in  chapters  help  support  research,  professional  and 
community  education  programs,  services  for  people  with  arthritis,  government  advocacy,  and 
fund-raising  activities. 

Arthritis  refers  to  more  than  100  different  diseases  which  affect  areas  around  joints  but 
can  also  affect  other  parts  of  the  body,  including  important  supporting  structures  such  as  muscles, 
tendons,  and  ligaments.  Arthritis  causes  pain  and  the  loss  of  movement.  For  most  individuals 
suffering  from  arthritis  the  condition  is  chronic,  meaning  that  the  pain  and  discomfort  of  arthritis 
will  never  go  away. 

Arthritis  affects  approximately  50  percent  of  those  aged  65  and  older,  and  the  prevalence 
of  the  disease  increases  rapidly  after  age  45.  The  disease  affects  more  women  than  men  ~ 
almost  23  million  women  suffer  from  arthritis.  In  addition,  some  285,000  children  under  the  age 
of  18  are  affected. 

Examples  of  the  most  common  forms  of  arthritis  are  osteoarthritis,  rheumatoid  arthritis, 
fibromyalgia  and  osteoporosis.  Osteoarthritis,  in  which  the  cartilage  that  covers  and  cushions 
joints  breaks  down,  is  the  most  common  form  of  arthritis  and  affects  an  estimated  15.8  million 
people,  mostly  after  the  age  of  45.  Fibromyalgia,  which  affects  muscles  surrounding  joints, 
affects  an  estimated  5  million  Americans,  mostly  women.  Rheumatoid  arthritis,  a  chronic 
inflammatory  disease  of  unknown  cause,  affects  an  estimated  2. 1  million  people  --  1 .5  million 
women  --  and  can  be  severely  disabling.  Approximately  25  million  suffer  from  osteoporosis, 
which  causes  bone  mass  to  decrease,  making  bones  more  susceptible  to  fractures.  Osteoporosis 
is  the  leading  cause  of  bone  fractures  in  postmenopausal  women  and  the  elderly,  and  one  out  of 
two  women  age  50  and  older  will  be  at  risk  of  sustaining  a  fracture  due  to  osteoporosis  during 
their  remaining  lifetime. 

Arthritis  is  the  number-one  cause  of  disability  in  America.  It  limits  everyday  activities, 
such  as  dressing,  bathing,  and  walking,  for  an  estimated  7  million  Americans.  Arthritis  costs  the 
American  economy  almost  $55  billion  each  year  in  direct  medical  costs  and  lost  productivity  and 
is  responsible  for  27  million  days  of  restricted  activity;  156  million  days  in  bed;  and  45  million 
days  lost  from  work. 
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In  total,  arthritis  affects  the  lives  of  15  percent  of  the  U.S.  population,  or  one  in  seven 
people.  Still,  there  seems  to  be  a  public  perception  that  arthritis  somehow  is  not  as  "serious"  as 
other  diseases  --  perhaps  because  it  is  not  a  cause  of  death  —  and  therefore  not  as  much  attention 
is  paid  to  the  need  for  funding  arthritis  research.  But  startling  new  figures  from  the  Centers  for 
Disease  Control  and  Prevention  (CDC)  may  change  this  perception:  By  the  year  2020,  arthritis 
will  affect  59.4  million  Americans  --  that's  18.2  percent  of  the  population,  or  nearly  one  in 
every  five  people! 

The  questions,  or  I  should  say  the  challenges,  that  I  present  to  the  members  of  this 
Committee  are,  "What  can  we  do  to  help  the  nearly  40  million  sufferers  of  arthritis,"  and  "What 
can  we  do  today  to  prepare  for  2020?" 

Although  that  is  a  multifaceted  challenge,  the  answer  to  one  component  lies  in  research. 
The  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS)  conducts 
basic  research  initiatives  in  joint  destruction;  connective  tissue  research;  molecular,  cellular  and 
genetic  initiatives  in  osteoarthritis  and  rheumatoid  and  musculoskeletal  diseases  which  plague 
millions  of  adults  and  children.  NIAMS  is  currently  conducting  research,  with  great  success,  on 
the  crippling  diseases  of  rheumatoid  arthritis,  osteoarthritis,  lupus,  osteoporosis  and  scleroderma, 
to  name  a  few. 

Thanks  to  the  efforts  of  NIAMS,  researchers  have  made  progress  in  determining  the 
causes  of  some  forms  of  arthritis.  Researchers  have  now  proven  in  animals  that  both  a  bacterial 
trigger  and  a  genetic  susceptibility  are  necessary  for  some  forms  of  the  disease  to  occur.  Rats 
carrying  the  human  HLA-B27  gene  (the  gene  long  known  to  be  a  marker  for  a  group  of 
rheumatic  disorders)  are  raised  in  a  germ-free  environment,  they  no  longer  develop  arthritis. 
These  experiments  show  that  although  the  gene  plays  a  central  role,  intestinal  bacteria  are  needed 
to  cause  arthritis.  Finding  which  specific  types  of  bacteria  trigger  arthritis,  and  how  they  do  it, 
could  lead  to  the  development  of  highly  specific  treatments  to  prevent  arthritis  and  intestinal 
inflammation  in  people  who  carry  the  HLA-B27  gene. 

This  breakthrough  is  just  one  of  the  many  exciting  research  developments  to  emerge  from 
NIAMS.  However,  NIAMS 's  budget  remains  inadequate  to  meet  the  challenges  of  the  many 
different  diseases  and  the  numerous  promising  research  opportunities  within  its  mandate.  An 
estimated  additional  $34.4  million  would  have  been  needed  in  1994  to  allow  NIAMS  to  fund  the 
same  percentage  of  grant  applications  as  NIH  overall.  With  this  additional  sum,  NIAMS  could 
have  funded  25  percent  of  its  research  grant  applications  ~  the  NIH  average  -  rather  than  the 
19  percent  estimated  for  1994. 

Additional  investment  into  the  NIAMS  could  have  important  implications  for  cost  savings 
in  the  future.  As  previously  stated,  arthritis  currently  costs  the  American  economy  almost  $55 
billion  annually.  Add  20  million  more  people  with  the  condition  over  the  next  25  years,  and  the 
economic  implications  are  staggering.  By  finding  ways  to  keep  arthritis  sufferers  out  of  the 
hospital  and  in  the  work  force  can  greatly  reduce  this  burden  on  our  nation's  economy. 

While  there  is  no  known  cure  for  arthritis,  scientists  believe  research  could  yield  results 
in  time  to  help  prevent  some  new  cases  by  the  first  quarter  of  the  21st  century,  in  addition  to  new 
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treatments  to  help  ease  the  pain  of  current  sufferers.  For  example,  further  research  into 
osteoarthritis  could  find  ways  of  preventing  cartilage  destruction  or  ways  to  grow  new  cartilage 
in  people  who  already  have  osteoarthritis.  Some  scientists  believe  that  within  twenty  years,  it 
may  be  possible  to  protect,  and  possibly  even  repair  cartilage.  But  to  make  this  supposition  a 
reality,  further  research  and  clinical  trials  are  necessary,  and  that  takes  research  dollars. 

Unfortunately,  NIAMS  is  consistently  at  the  low  end  of  the  pay  scale  among  the  NIH 
Institutes.  The  NIAMS  success  rate  has  been  below  the  NIH  average  for  nearly  every  year  since 
the  mid-1980s.  A  17%  increase  for  NIAMS,  from  the  1995  appropriation  of  $231  million  to 
$271  million,  would  take  NIAMS  to  slightly  above  the  NIH  average  success  rate.  We  realize 
that  an  increase  of  this  magnitude  is  not  possible  at  this  time,  however,  it  is  our  hope  that  the 
Committee  can  provide  additional  funds  to  enable  NIAMS  to  begin  to  support  a  higher  percent 
of  its  grant  applications.  NIAMS  will  be  able  to  continue  research  into  discovering  the 
underlying  causes  of  arthritis  and  decrease  suffering  by  developing  effective  treatments.  Finally, 
and  most  critically,  increased  dollars  will  allow  NIAMS  to  further  its  mission  to  find  ways  to 
control,  cure,  and  ultimately  prevent  arthritis. 


request 


Thank  you  for  the  opportunity  to  provide  testimony  and  for  your  consideration  of  our 

t. 
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Mr.  Porter.  Ms.  McHale,  can  I  ask  you,  what  was  the  onset  of 
the  disease?  I  understand  there  is  such  a  thing  as  acute  arthritis. 

Ms.  McHale.  It  was  acute.  It  was  15  years  ago.  I  had  a  baby 
who  was  a  year  old  and  it  started  with  hands  and  feet  swelling  and 
within  four  months  I  was  completely  bedridden.  Wound  up  in  the 
hospital  where  they  diagnosed  the  disease  and  I  started  on  rather 
aggressive  treatment,  gold  shots,  and  I  wasn't  able  to  go  back  to 
work  for  two-and-a-half  years  at  all,  and  then  I  slowly  went  back 
part  time  and  finally  went  back  full  time  in  1983,  and  fortunately 
I  have  been  on  the  job  ever  since,  but  it  is — you  know,  last  night, 
for  example,  my  hand  became  like  a  claw.  I  am  a  writer  by  profes- 
sion. I  write  all  day  long  and  when  that  hand  claws  up,  I  look  at 
that  hand  and  think,  how  much  longer  can  I  do  this?  What  is  going 
to  happen  if  it  doesn't  straighten  out  in  the  morning  like  it  did 
today?  So  it  is  a  very  serious  problem. 

Mr.  PORTER.  Could  I  ask,  have  you  had  the  antibiotic  treatment? 

Ms.  McHale.  No,  I  have  not. 

Mr.  Porter.  This,  I  take  it,  is  somewhat  new? 

Ms.  McHale.  It  is  new.  I  am  on  methotrexate,  which  is  actually 
a  cancer  drug,  which  the  research  showed  works  for  rheumatoid  ar- 
thritis, has  potentially  very  serious  side  effects,  liver  damage,  et 
cetera.  I  have  very  careful  monitoring  of  the  blood  every  month  but 
it  makes  a  tremendous  difference  in  my  ability  to  get  up  out  of  this 
chair,  so  for  me  it  is  worth  the  risk.  But  at  some  point  that 
methotrexate  may  stop  working.  And  I  have  sort  of  gone  through 
the  gamut  of  other  things  that  work  well,  and  so  I  am  really  look- 
ing to  those  research  information  to  be  able  to  tell  me  where  I  go 
from  here. 

Mr.  PORTER.  Absolutely.  Well,  we  very  much  thank  you  for  com- 
ing to  testify. 

Ms.  McHale.  Thank  you,  Mr.  Chairman.  Appreciate  it  very 
much. 


Friday,  January  27,  1995. 

WITNESS 
JAMES  SACK,  AUTISM  SOCIETY  OF  AMERICA 

Mr.  PORTER.  James  Sack,  Autism  Society  of  America.  Mr.  Sack. 

Mr.  Sack.  Good  morning,  Mr.  Chairman,  and  Members  of  the 
committee.  Thank  you  for  the  opportunity  to  present  public  witness 
testimony  on  behalf  of  the  Autism  Society  of  America.  My  name  is 
Jim  Sack  and  my  wife  and  I  are  the  parents  of  two  children  with 
autism.  I  also  serve  on  the  board  of  directors  of  the  Autism  Society 
of  America,  as  a  board  member,  but  especially  as  a  parent,  I  speak 
before  you  today. 

Mr.  Chairman,  you  have  been  a  longstanding  and  good  friend  to 
biomedical  research,  for  which  we  are  very  appreciative.  However, 
many  of  our  colleagues  are  new  and  I  would  like  to  begin  by  intro- 
ducing to  them  autism  and  the  Autism  Society  of  America. 

Let  me  tell  you  what  autism  is  not.  Autism  is  not  a  mental  ill- 
ness, nor  a  simple  behavior  disorder.  It  is  not  a  rare  or  uncommon 
disorder.  In  fact,  autism  is  a  physiological  condition,  a  brain-based 
disorder  that  affects  some  400,000  Americans. 
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Many  Americans  only  know  autism  from  Dustin  Hoffman's  char- 
acter in  the  movie  "Rainman."  What  they  do  not  know  is  that  au- 
tism is  the  fourth  most  common  developmental  disability,  more 
common  than  Down's  syndrome  and  more  common  than  muscular 
dystrophy.  Yet  the  majority  of  the  public,  unfortunately  including 
many  professionals  in  the  medical,  educational  and  vocation  fields, 
are  still  unaware  of  how  autism  affects  people  and  how  to  effec- 
tively work  with  individuals  with  autism. 

Autism  is  a  lifelong  developmental  disability  that  typically  ap- 
pears during  the  first  three  years  of  life.  It  is  the  result  of  a  neuro- 
logical disorder  and  interferes  with  the  way  a  normal  brain  proc- 
esses information.  Autism  is  four  times  more  prevalent  in  boys 
than  girls  and  knows  no  racial,  ethnic,  or  social  boundaries.  Chil- 
dren and  adults  with  autism  typically  have  deficiencies  in  the 
areas  of  reasoning,  social  interaction,  and  communication  skills. 

What  makes  autism  different  from  many  other  disorders  is  the 
vast  range  of  symptoms  experienced  by  individuals  with  autism. 
Within  this  range,  symptoms  can  occur  in  degrees  from  mild  to  se- 
vere. 

Because  of  this,  autism  is  referred  to  as  a  spectrum  disorder,  and 
means  different  challenges,  different  obstacles,  and  different  levels 
of  societal  inclusion  for  those  affected.  But  at  all  points  along  the 
spectrum,  autism  means  difficulty  in  learning,  communication,  and 
social  interaction,  a  test  of  strength  for  the  family,  and  uncertainty 
about  future  employment  opportunities  and  self-sufficiency. 

The  Autism  Society  of  America  was  founded  in  1965  by  a  small 
group  of  parents,  many  just  like  myself.  It  is  impossible  to  tell  you 
in  these  few  minutes  the  wonderful  ways  the  society  educates,  sup- 
ports, and  represents  the  autism  community.  Over  16,000  members 
belong  to  the  ASA. 

In  1994,  the  national  office  of  the  society  responded  to  over 
12,000  requests  from  parents,  relatives,  teachers,  doctors,  service 
providers,  and  health  care  professionals  requesting  information  on 
topics  like  education,  research,  treatments,  laws,  and  family  coping 
strategies,  all  provided  free  of  charge.  More  than  215  area  chapters 
continue  this  work  at  a  local  level. 

Last  year  our  testimony  before  Congress  resulted  in  language 
written  into  the  legislation  directing  the  NIH  to  hold  the  first  ever 
National  Institutes  of  Health  medical  research  symposium  on  au- 
tism, scheduled  for  April  1995.  It  is  important  to  point  out  to  you 
that,  although  autism  is  characterized  as  a  communication  and 
neurological  disorder,  the  NIH  has  never  developed  a  plan  to  ad- 
dress the  multiple  facets  of  research  on  this  devastating  disorder. 
On  behalf  of  the  society,  I  would  like  to  extend  our  sincere  thanks 
to  you,  Mr.  Chairman,  and  the  Congress  for  this  wonderfully  posi- 
tive initiative.  We  look  forward  to  this  conference  and  the  research 
recommendations  which  will  follow. 

However,  there  is  much  to  be  done.  It  is  time  autism  receives  the 
attention  its  prevalence  warrants.  Autism  is  not  an  orphan  dis- 
order and  should  no  longer  be  treated  or  funded  as  such. 

Specifically,  we  urge  the  committee  to  recognize  the  need  for  au- 
tism-specific research  when  allocating  funds  to  the  institutes  that 
have  jurisdiction  over  autism,  the  National  Institute  on  Child 
Health  and  Human  Development,  the  National  Institute  on  Mental 
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Health,  and  the  National  Institute  on  Neurological  Disorders  and 
Stroke.  With  the  NIH  autism  symposium  coming  up,  we  urge  the 
committee  to  appropriate  funds  to  the  NICHHD  for  the  specific 
purpose  of  carrying  out  the  recommendations  that  result  from  the 
symposium. 

Secondly,  we  urge  the  committee  to  include  report  language  di- 
recting the  Department  of  Education  Office  of  Special  Education 
Programs  to  work  with  NIH  to  provide  Federal  funding  for  the  na- 
tionwide information  dissemination  clearinghouse  function  ASA 
currently  provides  free  of  charge,  but  will  not  be  able  to  continue 
to  provide  without  an  outside  funding  source.  In  this  day  and  age 
of  spending  reductions  and  consolidation,  we  believe  it  paramount 
for  sister  Federal  agencies  to  coordinate  and  collaborate  on  efforts 
in  this  area. 

Thank  you  for  listening  to  our  concerns  this  morning.  I  hope  I 
leave  you  with  at  least  one  fact  about  autism  that  you  did  not  al- 
ready know.  We  recognize  that  the  current  environment  of  fiscal 
constraints  and  the  move  towards  a  balanced  budget  are  not  condu- 
cive to  achieving  all  of  our  objectives,  however,  all  of  them  are  im- 
portant and  all  of  them  are  desperately  needed. 

As  a  parent  looking  forward  to  the  future  of  my  own  two  chil- 
dren, I  urge  you  to  carefully  consider  our  recommendations,  espe- 
cially the  critical  need  for  increased  funding  for  autism-specific  re- 
search. A  cure,  effective  intervention,  and  the  ability  to  eradicate 
the  disability  associated  with  this  disorder  will,  in  the  long  run,  be 
more  cost  effective  than  the  status  quo  we  now  have. 

Mr.  Chairman,  we  are  pleased  that  you  have  pledged  your  public 
support  for  biomedical  research  and  the  Autism  Society  of  America 
looks  forward  to  working  with  you.  Thank  you. 

[The  prepared  statement  of  Jim  Sack  follows:] 
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Good  morning,  Mr.  Chairman  and  members  of  the  Committee.  Thank  you  for  the 
opportunity  to  present  public  witness  testimony  on  behalf  of  the  Autism  Society  of  America. 
My  name  is  Jim  Sack,  and  my  wife  and  I  are  the  parents  of  two  children  with  autism.  I  also 
serve  on  the  Board  of  Directors  of  the  Autism  Society  of  America.  As  a  Board  member,  but 
especially  as  a  parent,  I  speak  before  you  today. 

Mr.  Chairman,  you  have  been  a  long-standing  and  good  friend  to  biomedical  research, 
for  which  we  are  very  appreciative.  However,  many  of  your  colleagues  are  new,  and  I  would 
like  to  begin  by  introducing  to  them,  autism  and  the  Autism  Society  of  America. 


Let  me  first  tell  you  what  autism  is  not.  Autism  is  not  a  mental  illness,  nor  a  simple 
behavior  disorder.  It  is  not  a  rare  or  uncommon  disorder.  In  fact,  autism  is  a  physiological 
condition,  a  brain-based  disorder  that  affects  some  400,000  Americans. 

Many  Americans  only  know  autism  from  Dustin  Hoffman's  character  in  the  movie 
"Rainman. "  What  they  do  not  know  is  that  autism  is  the  fourth  most  common  developmental 
disability  -  more  common  than  Down's  Syndrome  and  more  common  than  muscular  dystrophy. 
Yet  the  majority  of  the  public,  unfortunately  including  many  professionals  in  the  medical, 
educational,  and  vocational  fields,  are  still  unaware  of  how  autism  affects  people  and  how  to 
effectively  work  with  individuals  with  autism. 

Autism  is  a  lifelong  developmental  disability  that  typically  appears  during  the  first  three 
years  of  life.  It  is  the  result  of  a  neurological  disorder  and  interferes  with  the  way  a  normal 
brain  processes  information.  Autism  is  four  times  more  prevalent  in  boys  than  girls  and  knows 
no  racial,  ethnic,  or  social  boundaries.  Children  and  adults  with  autism  typically  have 
deficiencies  in  the  areas  of  reasoning,  social  interaction,  and  communication  skills. 

What  makes  autism  different  from  many  other  disorders  is  the  vast  range  of  symptoms 
experienced  by  individuals  with  autism.  Within  this  range,  symptoms  can  occur  in  degrees  from 
mild  to  severe. 

Because  of  this,  autism  is  referred  to  as  a  spectrum  disorder,  and  means  different 
challenges,  different  obstacles,  and  different  levels  of  societal  inclusion  for  those  affected.  At 
first  glance,  a  person  with  autism  may  appear  to  have  mental  retardation,  a  behavior  disorder, 
or  a  learning  disability.  But  at  all  points  along  the  spectrum,  autism  means  difficulty  in 
learning,  communication  and  social  interaction,  a  test  of  strength  for  the  family,  and  uncertainty 
about  future  employment  opportunities  and  self-sufficiency. 
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The  Autism  Society  of  America  was  founded  in  1965  by  a  small  group  of  parents,  many 
just  like  myself.  It  was  established  in  response  to  a  shocking  void  of  information  about  autism, 
its  causes,  and  effective  treatments.  In  fact,  it  seems  unbelievable  to  us  now,  but  autism  was 
once  thought  to  be  caused  by  bad  parenting!    Now,  of  course,  we  know  better. 

It's  impossible  to  tell  you  in  these  few  minutes  the  wonderful  ways  the  Society  educates, 
supports,  and  represents  the  autism  community.  Over  16,000  members  belong  to  the  ASA.  In 
1994,  the  National  Office  of  the  Society  responded  to  over  12,000  requests  from  parents, 
relatives,  teachers,  doctors,  service  providers,  and  health  care  professionals  requesting 
information  on  topics  like  education,  research,  treatments,  laws,  and  family-coping  strategies  - 
all  provided  free  of  charge.    More  than  215  area  chapters  continue  this  work  at  a  local  level. 

Two  ASA  chapters  operate  mail  order  bookstores  housing  the  largest  collection  of  works 
on  autism.  The  Society  also  publishes  the  ADVOCATE,  a  bimonthly  national  newsletter 
highlighting  the  latest  developments  in  autism,  and  sponsors  an  annual  conference  bringing 
together  parents  and  professionals  to  discuss  current  findings  and  research  trends. 


Last  year,  our  testimony  before  Congress  resulted  in  language  written  into  the  legislation 
directing  the  NTH  to  hold  the  first-ever  National  Institutes  of  Health  Medical  Research 
Symposium  on  Autism,  scheduled  for  April,  1995.  It  is  important  to  point  out  to  you  that, 
although  autism  is  characterized  as  a  communication  and  neurological  disorder,  the  NTH  has 
never  developed  a  plan  to  address  the  multiple  facets  of  research  on  this  devastating  disorder. 
On  behalf  of  the  Society,  I  would  like  to  extend  our  sincere  thanks  to  you,  Mr.  Chairman,  and 
the  Congress  for  this  wonderfully  positive  initiative.  I  would  also  like  to  extend  our  appreciation 
to  Dr.  Duane  Alexander  of  the  National  Institute  on  Child  Health  and  Human  Development 
whose  leadership  and  support  were  invaluable  in  implementing  the  Congressional  directive.  We 
look  forward  to  this  conference  and  the  research  recommendations  which  will  follow. 

However,  there  is  still  much  to  be  done.  It  is  time  autism  receives  the  attention  its 
prevalence  warrants.  Autism  is  not  an  orphan  disorder  and  should  no  longer  be  treated  or 
funded  as  such. 

Specifically,  we  urge  the  Committee  to  recognize  the  need  for  autism  specific  research 
when  allocating  funds  to  the  Institutes  that  have  jurisdiction  over  autism  -  the  National  Institute 
on  Child  Health  and  Human  Development,  the  National  Institute  on  Mental  Health,  and  the 
National  Institute  on  Neurological  Disorders  and  Stroke.  With  the  NIH  Autism  Symposium 
coming  up,  we  urge  the  Committee  to  appropriate  funds  to  the  NICHHD  for  the  specific  purpose 
of  carrying  out  the  recommendations  that  result  from  the  Symposium. 
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Secondly,  we  urge  the  Committee  to  include  report  language  directing  the  Department 
of  Education  Office  of  Special  Education  Programs  to  work  with  the  NIH  to  provide  federal 
funding  for  the  nationwide  information  dissemination/clearinghouse  function  ASA  currently 
provides  free  of  charge,  but  will  not  be  able  to  continue  to  provide  without  an  outside  funding 
source.  In  this  day  and  age  of  spending  reductions  and  consolidation,  we  believe  it  paramount 
for  sister  Federal  agencies  to  coordinate  and  collaborate  on  efforts  in  this  area. 

Thirdly,  we  urge  the  Committee  to  consider  funding  a  $500,000  pilot  regional  center  to 
develop  effective  and  appropriate  treatments  for  the  autism  population.  There  currently  exists 
a  striking  disparity  between  the  diagnosis  and  assessment  of  autism  in  the  medical  community 
versus  that  used  in  the  educational  community.  This  center  could  provide  the  much  needed 
consistency  between  educational  and  medical  professionals,  serve  as  a  training  center  for 
educational  personnel,  and  offer  related  services  to  children  with  autism. 


Thank  you  for  listening  to  our  concerns  this  morning.  I  hope  I  leave  you  with  at  least 
one  fact  about  autism  that  you  didn't  already  know.  We  recognize  that  the  current  environment 
of  fiscal  constraints  and  the  move  toward  a  balanced  budget  are  not  conducive  to  achieving  all 
of  our  objectives.  However,  all  of  them  are  important  and  all  are  desperately  needed.  As  a 
parent  looking  to  the  future  of  my  two  children,  I  urge  you  to  carefully  consider  our  three 
recommendations,  especially,  the  critical  need  for  increased  funding  for  autism  specific  research. 
A  cure,  effective  intervention,  and  the  ability  to  eradicate  the  disability  associated  with  this 
disorder  will,  in  the  long  run,  be  more  cost  effective  than  the  status  quo  we  now  have. 

Mr.  Chairman,  we  are  very  pleased  that  you  have  pledged  your  public  support  for 
biomedical  research  and  the  Autism  Society  of  America  looks  forward  to  working  with  you. 
Thank  you. 
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Mr.  Porter.  Mr.  Sack,  what  was  the  age  of  onset  and  how  old 
are  your  boys  now? 

Mr.  Sack.  I  have  a  boy  and  a  girl.  The  girl  is  eight  years  old. 
The  boy  is  six.  In  both  cases  they  were  diagnosed  when  they  turned 
two  or  shortly  after  two. 

Mr.  Porter.  Well,  we  very  much  appreciate  your  coming  to  tes- 
tify today.  You  gave  a  very  good  statement  and  we  will  certainly 
do  our  best  to  address  the  concerns  you  expressed.  Thank  you  so 
much. 


Friday,  January  27,  1995. 

WITNESS 
LEWIS  L.  JUDD,  M.D.,  SOCIETY  FOR  NEUROSCIENCE 

Mr.  Porter.  Lewis  L.  Judd,  M.D.,  Society  for  Neuroscience.  Dr. 
Judd,  it  is  good  to  see  you  again.  Thank  you  for  coming  to  testify. 

Dr.  JUDD.  Thank  you,  Mr.  Chairman,  and  thank  you  for  your 
persistence  in  hanging  in  there  with  this  long  but  very,  very  inter- 
esting session  we  have  had  this  morning. 

Just  for  the  record,  I  am  Dr.  Lewis  Judd.  I  am  Professor  and 
Chairman  of  the  Department  of  Psychiatry,  University  of  Califor- 
nia, San  Diego,  and  I  am  a  former  director  of  the  National  Institute 
of  Mental  Health  here  in  Washington  and  I  did  have  the  privilege 
at  that  time  to  testify  before  this  committee  on  a  number  of  dif- 
ferent occasions. 

I  would  like  to  just  cover  with  you  a  few  highlights,  Mr.  Chair- 
man, I  know  the  hour  is  late,  that  is  contained  in  the  written 
record  that  I  have  submitted  to  the  committee.  I  am  here  rep- 
resenting the  Society  for  Neuroscience  which  consists  of  23,000 
brain  scientists,  essentially  the  whole  brain  science  community  of 
the  United  States.  I  am  directly  representing  them  today,  but  indi- 
rectly, and  I  think  in  a  real  sense,  I  also  represent  50  million 
Americans  who  at  some  point  in  their  lifetime  will  have  a  brain- 
related  disease.  They  look  to  this  committee  and  to  us  for  the  an- 
swers for  this. 

The  very  disabling  nature  of  brain  disorders  is  such  that  it  not 
only  kills  and  destroys  lives,  but  it  robs  people  of  their  very  hu- 
manity, the  things  that  make  us  unique,  the  mind,  the  human 
mind.  It  also  presents  us  with  a  number  of  societal  problems  that 
seem  unsolvable,  the  tragic  dementing  of  our  elderly  population 
with  Alzheimer's  disease,  and  we  have  had  a  very  graphic  account 
of  that  just  recently  with  an  honored  former  President  who  has 
now  been  afflicted  with  Alzheimer's  disease.  It  is  responsible  for 
the  homeless  mentally  ill.  That  terrible  problem,  for  the  rising  sui- 
cide rate  in  our  Nation's  youth;  and  in  the  developmental  disabil- 
ities which  you  heard  about  just  previously  from  the  previous  testi- 
mony. 

Tens  of  millions  of  people  are  looking  to  the  brain  scientists  in 
the  Society  for  Neuroscience  to  come  up  with  better  answers  so 
they  can  live  better  lives  with  less  suffering.  They  also  look  to  this 
committee,  as  you  well  know,  to  appropriate  the  sufficient  funds  for 
us  to  develop  new  solutions  to  these  age-old  problems  and  for  new 
treatments  as  well. 
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Our  society  really  is  responsible  for  carrying  out  the  mandate 
that  has  emerged  from  this  particular  subcommittee  under  the 
leadership  of  the  late  Silvio  Conte  to  implement  the  decade  of  the 
brain,  a  joint  congressional  resolution,  and  a  Presidential  procla- 
mation as  well. 

I  am  here  to  tell  you  that — and  on  behalf  of  the  Nation's  brain 
scientists,  that  we  have  made  phenomenal  progress  in  implement- 
ing the  Decade  of  the  Brain  and  we  have  made  a  number  of  ex- 
tremely important,  increasingly  accelerated  scientific  discoveries 
about  the  brain  that  are  making  a  real  difference  in  the  lives  of 
millions  of  people. 

For  example,  just  this  year,  and  I  know  you  will  hear  about  this 
when  the  director  of  the  National  Institute  on  Aging  testifies,  a 
gene  has  been  identified  by  scientists  at  Duke  University,  Dr.  Allen 
Rosis,  which  actually  regulates  the  timing  of  the  onset  of  Alz- 
heimer's disease.  It  also  has  opened  up  a  whole  avenue,  a  new  ave- 
nue for  directive  scientific  investigation  into  the  cause  of  Alz- 
heimer's as  well,  just  to  name  one  of  these. 

In  order  for  us  to  sustain  what  is  remarkable  progress,  we  are 
going  to  need  selectively  greater  increases  in  the  nine  Decade  of 
the  Brain  institutes  at  the  NIH,  and  it  is  a  policy  of  the  Society 
for  Neuroscience  to  not  only  support  the  professional  judgment 
budget  of  those  nine  institutes,  but  to  also  support  the  rec- 
ommendation of  the  ad  hoc  group  for  biomedical  research  in  their 
recommendation  for  the  overall  NIH  budget  as  well. 

Now,  in  supporting  this  recommendation,  we  are  aware  that 
these  are  very  tough  fiscal  times.  We  also  are  aware  that  the  104th 
Congress  is  dedicated  to  reducing  Federal  spending.  So  what  that 
translates  into  is  extraordinarily  tough  choices,  all  of  which — only 
a  portion  of  which  really  have  been  presented  to  you  this  morning 
in  this  one  group  of  testimonies. 

I  would  like  to  share  with  you  a  perception  that  might  be  helpful 
as  you  try  to  make  these  tough  choices. 

There  are  times  in  the  history  and  evolution  of  every  scientific 
field  when  the  scientific  principles  marry  and  come  together  with 
the  available  technology  to  thrust  an  entire  field  in  a  quantum  leap 
forward,  not  only  of  growth  but  of  scientific  discovery.  These  are 
unique  phases  in  the  maturation  of  any  scientific  field.  The  field  of 
neuroscience  is  experiencing  just  such  a  growth  at  this  point  in 
time.  Neuroscience  is  now  the  fastest  growing  area  of  the  life 
sciences.  It  is  also  the  fastest  moving  in  terms  of  scientific  discov- 
ery of  any  area  of  biomedical  research  at  this  point  in  time. 

It  has  also  been  shown  that  when  a  field  is  exploding  with  sci- 
entific opportunity  and  scientific  discovery,  that  investment  in  that 
field  at  that  time  has  a  multiplying  and  a  synergistic  effect,  so  that 
there  are  times  you  can  throw  money  at  a  field  and  it  won't  make 
so  much  difference;  there  are  times  when  you  can  put  money  into 
a  field  and  it  will  make  an  enormous  difference,  a  palpable  dif- 
ference. And  that  is  really  where  we  are  with  the  brain  sciences  at 
this  point  in  time. 

And  so  on  that  basis,  we  do  recommend  that  this  committee  con- 
sider the  $13  billion  recommended  level  for  the  overall  NIH  budget, 
because  if  that  is  approved  and  appropriated,  that  will  allow  us  to 
fund  at  the  professional  judgment  budget  level  the  nine  Decade  of 
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the  Brain  institutes,  which  I  know  you  know  are  the  National  In- 
stitute of  Mental  Health,  National  Institute  of  Drug  Abuse,  Na- 
tional Institute  of  Neurological  Diseases  and  Stroke,  the  National 
Eye  Institute,  the  Age  Institute,  the  Child  Health  and  Human  De- 
velopment Institute,  the  Alcohol  Institute,  the  Deafness  and  Com- 
munication Disorders  Institute  and  the  Dental  Research  Institute. 
All  of  those  are  covered  under  the  rubric  of  the  nine  Decade  of  the 
Brain  institutes. 

So  I  thank  you  very  much  for  hearing  our  ideas,  and  I  will  be 
pleased  to  answer  any  questions  you  may  have,  Mr.  Chairman. 

[The  prepared  statement  of  Lewis  L.  Judd,  MD  follows:] 
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January  27,  1995 

Mr.  Chairman,  my  name  is  Dr.  Lewis  Judd.  I  am  the  Chairman  of  the 
Department  of  Psychiatry  at  the  University  of  California  at  San  Diego  and  a 
former  Director  of  the  National  Institute  of  Mental  Health.  In  addition,  I  am 
currently  the  Chair  of  the  Governmental  and  Public  Affairs  Committee  of  the 
Society  for  Neuroscience. 

I  am  testifying  on  behalf  of  the  Society  for  Neuroscience,  which  is  the 
largest  scientific  organization  in  the  world  dedicated  to  the  study  of  the  brain, 
nervous  system  and  spinal  cord.  Mr.  Chairman,  the  Society  for  Neuroscience  and 
I  are  very  grateful  for  this  opportunity  to  speak  to  you  and  this  Subcommittee. 
In  order  to  orient  you  to  the  Society,  it  consists  of  23,000  basic  and  clinical  brain 
scientists  affiliated  with  universities,  hospitals  and  scientific  institutions  throughout 
North  America.  It  represents  not  only  the  scientific  interests  of  its  membership, 
but  speaks  to  the  impact  of  brain  research  on  our  country's  economy  and  well 
being.  Neuroscientists  investigate  the  molecular  and  cellular  levels  of  the  brain 
and  its  nervous  system,  which  involve  such  vital  human  functions  such  as  our 
being  able  to  see,  to  hear,  to  speak,  to  behave,  and  to  think.  This  essential 
research  provides  the  basis  for  advances  in  the  medical  fields  concerned  with 
treating  brain  disorders.  These  medical  specialties  include  psychiatry,  neurology, 
geriatrics,  developmental  disability,  neurosurgery,  and  ophthalmology. 

Brain  diseases  affect  more  than  50  million  Americans  annually  at  costs 
exceeding  $400  billion  in  direct  costs  for  clinical  care  and  in  lost  productivity. 
The  more  than  1 ,000  disorders  of  the  brain  and  nervous  system  result  in  more 
hospitalizations  than  any  other  disease  group,  including  heart  disease  and  cancer. 
The  wide  prevalence  of  brain  disorders  in  the  United  States,  together  with  high 
annual  costs  that  exceed  the  annual  federal  budget  deficit,  combine  to  make  these 
conditions  the  number  one  public  health  problem  now  confronting  this  nation.  The 
consequences  of  brain  disorders  contribute  to  some  of  today's  most  fundamental 
and  troubling  society  problems  including  drug  and  alcohol  addictions,  the 
breakdown  of  the  family,  the  rapid  rise  in  suicide  rate  in  our  youth,  the  mental 
deterioration  of  our  elderly  due  to  Alzheimer's  disease,  and  the  scandal  of  the 
homeless  mentally  ill.  Brain  diseases  gained  even  greater  recognition  last  fall 
when  former  President  Ronald  Reagan  revealed  that  he  too  is  a  victim  of 
Alzheimer's.  Tens  of  millions  of  our  citizens  who  suffer  from  brain  disorders 
look  to  neuroscientists  as  their  only  hope  for  relief  from  these  crippling  diseases. 
They  also  look  to  this  Subcommittee  and  its  new  leadership  to  appropriate  the 
necessary  funds  to  implement  your  mandate  of  the  "Decade  of  the  Brain,"  which 
will  allow  our  scientists  to  provide  the  answers,  solutions  and  new  treatments  in 
order  for  our  citizens  to  live  more  productive  lives. 

The  young  field  of  neuroscience  has  already  made  major  contributions  to 
the  welfare  of  the  nation's  citizens.  New  insights  and  effective  treatments  have 
been    developed    for    previously    hopeless    diseases,    including    Alzheimer's, 
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Parkinson's,  severe  depression,  stroke,  schizophrenia,  and  the  treatment  of  pain. 
The  brain  mechanisms  that  underlie  substance  abuse,  a  currently  insoluble 
problem  inextricably  intertwined  with  the  epidemic  of  violence  and  crime  in  our 
society,  are  now  being  defined  and  will  provide  more  efficacious  treatment 
strategies.  In  addition,  we  are  having  great  success  in  characterizing  the  brain 
circuitry  structures  that  underlie  learning,  memory  and  emotion. 

It  is  the  Society  for  Neuroscience  that  has  the  primary  responsibility  for 
carrying  out  the  mandate  of  the  Joint  Resolution  of  Congress  and  the  Presidential 
Proclamation  in  declaring  this  to  be  the  "Decade  of  the  Brain."  While  our  past 
achievements  testify  to  the  enormous  benefits  to  our  society  from  this  enlightened 
investment  in  research,  limited  federal  funds  threaten  the  entire  biomedical 
research  enterprise.  In  the  last  five  years,  we  have  made  a  superb  beginning  in 
implementing  the  "Decade  of  the  Brain"  Proclamation,  but  we  will  be  unable  to 
sustain  this  remarkable  scientific  progress  and  achieve  the  goals  of  the  "Decade 
of  the  Brain"  without  selectively  greater  increases  in  appropriations  from  this 
Subcommittee  for  neuroscience  research.  Only  with  increased  appropriations  will 
the  "Decade  of  the  Brain"  become  a  reality. 

In  a  time  of  spiraling  federal  budget  deficits  when  this  Subcommittee  has 
been  forced  to  hold  hearings  on  Fiscal  Year  1995  recissions,  it  may  be  difficult 
to  imagine  spending  increases  for  next  year.  Only  the  programs  which  are  most 
crucial  to  the  American  economy  and  the  welfare  of  the  American  people  deserve 
funding  increases.  Yet  recent  studies  indicate  that  every  federal  dollar  invested  in 
science  and  technology  results,  on  average,  in  a  50%  return  to  the  U.S.  economy. 
For  decades,  economists  have  maintained  that  science  and  technology  development 
is  a  major  determinant  of  economic  growth,  but  research  dollars  have  not  kept 
pace  with  inflation  or  the  number  of  scientists  competing  for  grants.  Increased 
investment  in  scientific  and  technological  opportunities  in  neuroscience  research 
is  a  prudent  and  rational  step  in  strengthening  the  U.S.  economy  and  achieving 
the  new  Congress'  goal  of  balancing  the  budget  by  the  year  2002.  Only  by 
supporting  basic  neuroscience  research  can  this  nation  hope  to  cut  into  the 
overwhelming  costs  of  brain  disorders. 

Modern  neuroscience  is  on  the  threshold  of  making  important  scientific 
breakthroughs  in  a  number  of  brain  diseases,  which,  for  centuries,  have  perplexed 
clinicians  and  ravaged  those  affected.  To  lose  this  momentum  now  would  be  an 
economic  tragedy  and  detrimental  for  the  health  of  the  nation.  This  makes 
increased  investment  in  neuroscience  research  and  the  full  implementation  of  the 
"Decade  of  the  Brain"  not  only  an  absolute  necessity  but  among  the  highest 
priorities  for  the  appropriations  made  by  this  Subcommittee. 

To  ensure  the  full  implementation  of  the  "Decade  of  the  Brain,"  the  Society 
for  Neuroscience  recommends  the  following: 

I.        We  support  the  Ad  Hoc  Group  for  Medical  Research  Funding,  made  up  of 
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over  160  national  medical  and  scientific  societies,  voluntary  health  groups, 
and  academic  and  research  organizations,  which  are  dedicated  to  the  future 
of  the  nation's  biomedical  and  behavioral  research,  in  recommending 
strongly  that  this  Subcommittee: 

*  Appropriate  $13  billion  for  the  National  Institutes  of  Health,  which 
is  $1.7  billion,  or  15%,  above  the  FY  1995  NIH  appropriation. 

Specific  Institute  requests: 

*  National  Institute  of  Mental  Health  (Society's  request:  $596  million) 

*  National  Institute  of  Neurological  Disorders  and  Stroke  (Society's 
request:  $870.843  million) 

*  National  Institute  on  Deafness  and  Other  Communication  Disorders 
(Society's  request:  $278  million) 

*  National  Eye  Institute  (Society's  request:  $422.269  million) 

*  National  Institute  on  Aging  (Society's  request:  $476.9  million) 

*  National  Institute  of  Child  Health  and  Human  Development  (Society's 
request:  $795.455  million) 

*  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (Society's 
request:  $228.215  million) 

*  National  Institute  on  Drug  Abuse  (Society's  request:  $600  million) 

*  National  Institute  of  Dental  Research  (Society's  request:   $261.7 
million) 


The  Society  for  Neuroscience  is  grateful  for  this  opportunity  to  present 
testimony  to  this  distinguished  Subcommittee  and  will  be  pleased  to  answer  any 
questions  the  Members  or  Chairman  may  have. 
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Mr.  Porter.  Dr.  Judd,  we  very  much  appreciate  your  taking  time 
out  of  your  busy  schedule  to  come  back  to  Washington  to  testify. 
I  have  to  say  that  your  words  are  very  well  received.  Our  biggest 
concern  is  that  we  will  not  have  the  602(b)  allocation  to  do  the 
things  that  we  would  like  to  do,  and  you  are  correct,  that  we  are 
in  very  difficult  budgetary  times  and  we  are  going  to  have  to 
prioritize  and  to  listen  as  carefully  as  we  can  to  the  views  that  are 
expressed  before  us  in  order  to  make  some  sound  judgments.  So  we 
very  much  appreciate  your  coming  to  share  your  thoughts  on  these 
important  matters.  Thank  you  for  being  with  us. 

Dr.  Judd.  Thank  you,  Mr.  Chairman. 


Friday,  January  27,  1995. 

WITNESS 
JACK  CHANDLER,  M.D.,  ALLIANCE  FOR  EYE  AND  VISON  RESEARCH 

Mr.  Porter.  Jack  Chandler,  M.D.,  Alliance  for  Eye  and  Vision 
Research.  Dr.  Chandler. 

Dr.  Chandler.  Good  morning,  Mr.  Chairman.  I  am  Jack  Chan- 
dler. I  am  a  Professor  and  Chairman  of  the  Department  of  Oph- 
thalmology and  Visual  Sciences  at  the  College  of  Medicine,  Univer- 
sity of  Illinois  in  Chicago.  I  am  here  today  representing  the  Alli- 
ance for  Eye  and  Vision  Research,  which  was  founded  in  1993  by 
three  organizations,  the  American  Academy  of  Ophthalmology,  the 
Association  for  Research  in  Vision  and  Ophthalmology,  and  the  As- 
sociation of  the  University  of  Professors  in  Ophthalmology,  and  it 
has  since  been  joined  by  many  other  professional  organizations  to 
come  forward  with  the  citizens'  budget  for  the  National  Eye  Insti- 
tute for  fiscal  year  1996. 

As  a  way  of  leading  into  that,  I  would  like  to  just  give  a  general 
overview  of  our  written  testimony  and  statement  to  say  that  we 
have  looked  at  very  carefully  the  budget  proposal  for  fiscal  year 
1996  that  has  come  from  the  National  Advisory  Eye  Council,  the 
National  Eye  Institute.  We  believe  it  is  a  very  sound  budget  based 
on  real  opportunities  and  real  needs.  At  the  same  time,  we  recog- 
nize the  realities  that  what  all  of  us  could  effectively  use  is  not  pos- 
sible. It  is  the  position  of  the  alliance  that  we  just  urge  you  to  give 
the  Eye  Institute  budget  your  strongest  considerations  as  you  are 
judging  your  tough  priority  choices. 

And  what  I  would  like  to  do  with  the  remainder  of  my  time  is 
simply  point  to  some  overview  statements  about  why  I  think  that 
the  National  Eye  Institute  is  a  good  investment  for  the  Congress 
and  for  the  Federal  Government. 

There  are  three  things  that  I  would  point  out  to  you.  One  is  that 
the  Eye  Institute  has  had  a  long  history  of  planning,  and  you  are 
very  aware,  I  know,  of  the  series  of  five-year  plans.  We  are  in  the 
middle  of  them.  They  really  do  track  past  progress  and  future  is- 
sues and  it  is  part  of,  I  think,  the  very  sound  planning  that  goes 
on  within  the  Eye  Institute. 

The  second  point  is  that  the  research  that  has  gone  on  through 
the  National  Eye  Institute  has  been  very  cost  effective,  and  I  will 
give  you  some  examples  of  that  in  a  moment,  cost  effective  in  the 
sense  of  reducing  the  direct  health  care  costs  of  some  very  major 
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blinding  diseases,  the  indirect  costs,  the  social  costs  that  go  with 
them  and  have  associated  happily  a  very  improved  quality  of  life 
for  those  who  have  had  those  benefits. 

Our  written  statement  highlights  five  major  blinding  diseases, 
Glaucoma,  age-related  macular  degeneration,  cataract,  diabetic  ret- 
inopathy, and  retinitis  pigmentosa.  All  those  in  aggregate  rep- 
resent problems  that  millions  of  people  face  down  the  road. 

If  we  are  to  just  take  a  look  at  the  past  investment  in  the  form 
of  diabetic  retinopathy,  the  research  that  has  gone  on,  mainly 
through  collaborative  clinical  trials,  supported  heavily  by  basic  bio- 
medical research,  we  now  realize  an  annual  savings  of  almost  $1.6 
billion  for  the  care  that  is  given  for  the  eye  aspects  of  diabetic  reti- 
nopathy, and  that  was  a  very  small  investment  and  we  are  looking 
at  that  and  going  on  and  on. 

What  we  have  discovered,  unhappily  though,  is  that  roughly  50 
percent  of  the  people  who  could  benefit  from  all  the  research  that 
has  gone  on  in  this  area  are  getting  that  care,  and  so  the  National 
Eye  Institute  has  launched  the  national  eye  health  education  pro- 
gram as  one  of  its  major  components  to  try  and  get  professional  or- 
ganizations and  the  public  to  understand  what  can  be  done  further 
with  already  existing  information  on  diabetic  retinopathy  and  to 
apply  it  more  effectively.  So  we  believe  we  can  double  that  ana- 
lyzed cost  savings. 

To  give  you  one  example  of  a  future  one,  let's  talk  about  cata- 
racts. Right  now  the  only  treatment  for  cataracts  in  the  United 
States  or  anywhere  else  in  the  world  is  surgery.  More  than  a  half 
million  people  each  year  are  having  cataract  surgery.  It  is  roughly 
a  $5  billion  cost  item.  As  you  are  well  aware,  it  is  about  12  percent 
of  medicare  Part  B's  budget. 

Things  that  are  going  on  in  research  lead  us  to  believe  that  there 
is  a  real  opportunity  to  reduce  the  development  of  cataract — the 
speed  by  which  it  develops  by  about  10  years  with  a  little  more  re- 
search along  the  way.  If  we  do  that,  we  can,  based  on  life  tables, 
we  can  reduce  the  number  of  cataract  surgeries  in  the  United 
States  by  half,  which  means  an  annualized  savings  roughly  of  $2.5 
billion  each  year  if  we  can  slow  down  that  rate  of  people  needing 
it. 

There  is  a  lot  of  other  examples  I  could  give  but  I  think  that  is 
two  that  highlight  and  the  details  of  our  written  testimony  give  it. 

In  closing,  I  would  just  like  to  say  that  Congress  has  been  ex- 
tremely good  to  eye  and  vision  research  and  I  think  we  have  given 
back  a  pretty  good  return  on  the  investment.  Your  subcommittee 
and  you  in  particular  have  given  us  great  support  and  we  appre- 
ciate it  and  gratefully  acknowledge  that  and  thank  you. 

[The  prepared  statement  of  John  W.  Chandler,  M.D.  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  testify  today 
on  behalf  of  the  Alliance  for  Eye  and  Vision  Research  (AEVR). 

My  name  is  John  W.  Chandler,  M.D.,  professor  and  chairman  of  the  Department  of 
Ophthalmology  and  Visual  Sciences  at  the  College  of  Medicine,  University  of  Illinois  at 
Chicago.  I  am  pleased  to  testify  on  behalf  of  AEVR,  an  organization  founded  by  the  American 
Academy  of  Ophthalmology  (AAO),  the  Association  for  Research  in  Vision  and  Ophthalmology 
(ARVO),  and  the  Association  of  University  Professors  in  Ophthalmology  (AUPO).  In  addition 
to  these  founding  members,  we  have  a  diverse  membership  consisting  of  professional  societies, 
corporations,  and  voluntary  health  and  philanthropic  organizations.  The  Alliance  was  formed 
in  1993  and  our  membership  is  continuing  to  grow  each  year. 


CITIZENS'  BUDGET  PROPOSAL 

I  am  here  to  present  the  "Citizens'  Budget  Proposal"  for  FY  1996  funding  for  the  National  Eye 
Institute  (NEI).  This  budget  proposal  was  endorsed  by  the  National  Advisory  Eye  Council 
(NAEC)  after  a  detailed  review  of  NEI's  intramural  and  extramural  research  programs.  The 
proposal  calls  for  a  FY  1996  budget  for  the  NEI  totaling  $422.3  million,  an  increase  of  $122.3 
million  over  the  amount  approved  in  FY  1995.  We  strongly  endorse  this  proposed  budget.  The 
level  of  funding  advocated  would  allow  research  proposals  to  go  forward  that  have  been 
identified  by  NEI,  the  NAEC,  and  experts  from  the  vision  research  community,  as  the  highest 
priorities  in  the  search  for  new  treatments  and  potential  cures  for  blinding  and  disabling  eye 
diseases. 

We  recognize  that  the  Congress  is  faced  with  an  extremely  difficult  task  of  bringing  the  federal 
government's  budget  into  balance,  while  attempting  to  lower  the  tax  burden  on  Americans. 

We  understand  that  this  large  of  an  increase  is  not  possible  given  the  current  budgetary 
environment.  We  are  compelled,  however,  to  present  a  proposed  budget  that  truly  reflects  the 
research  needs  that  will  allow  us  to  continue  the  progress  we  have  made  in  finding  the  causes 
of  disabling  eye  diseases.  This  budget  can  be  a  useful  reference  for  your  decision  on  a  final  FY 
1996  budget  for  the  NEI. 

We  ask  that  this  Congress,  and  this  Subcommittee  in  particular,  make  funding  for  the  National 
Eye  Institute  one  of  its  highest  priorities  by  providing  a  minimum  increase  of  10  percent  over 
last  year's  funding  level. 

The  NEI's  efforts  to-date  have  proven  that  eye  research  has  been  exceptionally  cost  effective. 
I  will  provide  several  examples  later  in  my  testimony  of  how  research  supported  by  NEI  has 
significantly  reduced  government  spending  for  health  care  in  other  areas  of  the  federal  budget. 
This  says  nothing  of  the  more  important  benefits  of  this  research,  which  is  to  treat  and  cure 
disabling  eye  diseases  that  afflict  millions  of  Americans  and  tens  of  millions  of  people 
worldwide. 
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THE  NEED  FOR  EYE  AND  VISION  RESEARCH 

More  than  12  million  Americans  suffer  from  irreversible  visual  impairment  and  more  than  one 
million  are  blind.  Three  million  Americans  have  chronic  visual  conditions  that  are  not 
correctable  by  eye  glasses  or  contact  lenses,  and  that  impair  everyday  function.  Over  100 
million  Americans  wear  corrective  glasses  or  contact  lenses.  The  costs  to  treat  these  disorders 
is  estimated  at  $22.3  billion  in  direct  medical  care  costs  and  $16.1  billion  in  indirect  costs. 

Blindness  is  the  disability  feared  most  by  Americans.  The  impact  on  quality  of  life  for  those 
afflicted  with  vision  disorders  is  enormous,  primarily  because  of  the  role  vision  plays  in  our 
daily  lives.  Through  continued  research,  however,  we  have  made  tremendous  progress,  and  are 
close  to  finding  new  treatments  to  several  debilitating  eye  diseases. 


MAJOR  EYE  DISEASES  AFFLICTING  AMERICANS 

Glaucoma.  Over  three  million  Americans  have  glaucoma.  Severe  optic  nerve  damage  from 
glaucoma  has  led  to  blindness  for  over  120,000  people  in  the  U.S.  Glaucoma  is  the  leading 
cause  of  blindness  in  African-Americans.  As  a  group,  African-Americans  are  six  times  more 
likely  to  go  blind  from  primary  open  angle  glaucoma  (POAG),  the  most  prevalent  form  of  the 
disease,  than  the  rest  of  the  population.  Because  scientists  do  not  yet  understand  the  molecular 
and  cellular  basis  of  glaucoma,  treatments  have  been  difficult  to  identify.  The  disease  is 
associated  with  increased  intraocular  pressure  (IOP)  and  gradual  destruction  of  the  optic  nerve. 
The  most  common  treatment  is  the  use  of  medications  to  lower  IOP.  However,  the  connection 
between  lowering  the  IOP  and  its  effect  on  preventing  visual  field  loss  is  not  yet  fully 
understood. 

Age-Related  Macular  Degeneration  (AMD).  This  disease  is  the  most  common  cause  of  severe 
visual  impairment  in  older  Americans.  Approximately  1 .7  million  people  have  decreased  vision 
and  over  100,000  are  blind  from  the  disease.  By  the  year  2030,  AMD  is  expected  to  affect  as 
many  as  6.3  million  of  the  66  million  elderly  in  America.  The  disease  causes  a  loss  of  central 
vision,  depriving  individuals  of  their  ability  to  read,  drive,  and  to  enjoy  other  leisure  activities 
that  require  good  vision.  Although  laser  therapy  is  effective  in  treating  the  ten  percent  of  people 
with  the  "wet"  form  of  this  disease,  there  is  no  effective  treatment  for  the  other  90  percent  who 
have  the  dry  form  of  the  disease. 

Cataract.  More  than  1.5  million  cataract  surgical  procedures  are  performed  each  year  in  the 
U.S.  at  a  cost  of  over  $5  billion.  Although  the  U.S.  has  made  great  progress  in  preventing 
blindness  due  to  cataract,  the  disease  remains  the  leading  cause  of  blindness  worldwide. 
Cataract  is  an  opacity  of  the  lens  of  the  eye  that  interferes  with  vision.  Surgery  is  the  only 
effective  treatment  for  cataract,  and  involves  removal  of  the  eye  lens,  which  requires 
replacement  with  an  artificial  lens,  special  glasses,  or  contact  lenses. 

Diabetic  Retinopathy.  This  disease  is  the  leading  cause  of  blindness  for  Americans  under  the 
age  of  60,  accounting  for  at  least  12  percent  of  new  cases  of  blindness  each  year  in  the  U.S. 
An  estimated  24,000  people  lose  their  vision  each  year  to  diabetic  retinopathy.  Persons  with 
diabetes  are  25  times  more  at  risk  for  blindness  than  is  the  general  population.     Diabetes 
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damages  the  retinal  blood  vessels,  resulting  in  leakage  of  fluid  or  complete  vessel  closure  and 
subsequent  loss  of  vision.  According  to  the  National  Eye  Institute,  currently  recommended 
treatments  are  more  than  95  percent  effective  in  preventing  blindness  from  this  disease. 
Unfortunately,  only  50  percent  of  the  people  with  this  disease  are  receiving  treatment. 

Retinitis  Pigmentosa  (RP).  RP  is  a  group  of  inherited  diseases  affecting  more  than  100,000 
people  in  the  U.S.  of  all  social  and  ethnic  groups.  An  estimated  1.5  million  people  worldwide 
have  the  disease.  RP  strikes  its  victims  at  a  young  age,  with  most  patients  reporting  night 
blindness  during  adolescence.  By  the  age  of  40,  most  RP  patients  are  considered  legally  blind. 
No  effective  treatments  are  known  for  most  forms  of  retinal  degeneration,  including  RP. 

These  are  the  major  blinding  eye  diseases  and  disorders  in  the  U.S.,  but  there  are  many  other 
lesser  known  eye  disorders  afflicting  millions  of  Americans.  Some  of  these  include:  uveitis  or 
ocular  inflammation;  retinal  detachment;  dry  eye,  a  condition  occurring  in  people  (mostly 
women)  who  do  not  produce  enough  tears  to  keep  the  eye  wet  and  comfortable;  retinopathy  of 
prematurity  (ROP),  affecting  low  birth  weight  infants;  corneal  dystrophy,  which  results  in 
abnormal  development  of  the  cornea;  ocular  herpes,  which  often  are  recurrent,  like  cold  sores 
on  the  lip,  and  can  lead  to  severe  corneal  scarring;  strabismus  or  misalignment  of  the  eye; 
amblyopia,  commonly  known  as  "lazy  eye";  presbyopia,  which  is  age-related  and  involves  the 
inability  of  the  lens  to  focus  on  nearby  objects;  nystagmus,  which  causes  irregular  eye 
movements;  and  non-arteritic  ischemic  optic  neuropathy  (NAION),  the  most  common  cause  of 
sudden  visual  loss  in  older  persons.  Of  course  there  are  numerous  refractive  disorders  currently 
treated  with  corrective  lenses  or  surgical  procedures. 

NEI-supported  researchers,  both  at  the  National  Eye  Institute  in  Bethesda,  Maryland  as  well  as 
extramural  scientists  at  universities  and  research  institutions  around  the  country,  are  actively 
searching  for  new  treatments  and  the  discovery  of  the  underlying  causes  of  these  conditions. 

COST  SA  VINGS  THROUGH  EYE  RESEARCH 

As  I  stated  earlier  in  my  testimony,  visual  disorders  and  disabilities  impose  an  estimated  $22.3 
billion  in  direct  medical  care  costs  and  $16.1  billion  in  indirect  costs  on  our  society  each  year. 
Research  supported  by  the  NEI  has  done  much  to  lower  the  costs  associated  with  eye  disease. 
More  importantly,  this  research  has  raised  the  quality  of  living  of  many  of  those  afflicted  with 
eye  disease  by  offering  treatment  options  for  many  of  these  dreaded  diseases,  and  prolonging 
the  vision  for  many  others  when  cures  or  effective  treatments  are  not  available. 

Below  are  several  examples  of  how  NEI  supported  research  has,  or  will,  produce  savings  in 
other  areas. 

•  New  treatments  that  delay  or  prevent  the  development  of  diabetic  retinopathy  is  saving 
an  estimated  $1.2  to  $1.6  billion  per  year.  Prior  to  these  new  treatments,  50  percent 
of  those  with  diabetic  retinopathy  with  high  risk  characteristics  were  blind  within  five 
years. 

Unfortunately,  only  half  of  the  people  with  high  risk  characteristics  are  receiving 
treatment.  The  NEI  is  working  to  get  information  about  the  new  treatment  out  through 
its  National  Eye  Health  Education  Program  (NEHEP). 
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Medicare  reimbursement  for  cataract  surgery  accounts  for  12  percent  of  the  Part  B 
budget,  at  an  annual  cost  of  $5  billion.  If  the  rate  of  cataract  development  could  be 
slowed  by  10  years,  approximately  50  percent  of  the  cataract  operations  would  be 
avoided  and  $2.5  billion  could  be  saved  annually. 

Blindness  from  glaucoma  costs  an  estimated  $1.5  billion  annually  in  Social  Security 
benefits,  lost  tax  revenues,  and  health  care  expenditures.  Improved  treatment  techniques 
for  this  disease  would  significantly  reduce  these  costs. 

NEI  recently  issued  an  alert  resulting  from  a  clinical  trial  on  non-arteritic  ischemic  optic 
neuropathy  (NAION),  the  most  common  cause  of  sudden  visual  loss  in  older  Americans. 
The  alert  advised  physicians  that  a  common  procedure  for  treating  this  disease,  which 
was  both  difficult  and  expensive,  was  not  an  appropriate  treatment.  This  will  save  an 
estimated  $30  to  $70  million  annually. 

An  NEI  study  recently  demonstrated  the  effectiveness  of  a  new  treatment,  called 
cryotherapy,  in  halting  the  progression  of  abnormal  proliferation  of  blood  vessels  in  the 
back  of  eyes  of  very  premature  infants.  This  treatment  is  estimated  to  save  $20 
million  annually. 

An  NEI-supported  clinical  trial  found  that  an  expensive  treatment  for  optic  neuritis,  an 
acute  debilitating  inflammation  of  the  optic  nerve  that  primarily  affects  women,  was  not 
effective  in  treating  the  disease.  Savings  of  $26  million  per  year  in  treatment  costs  are 
expected  to  be  realized  as  a  result  of  this  study. 


CONCLUSION 

Mr.  Chairman,  we  appreciate  the  strong  support  for  research  demonstrated  by  the  Congress  over 
the  years.  This  Subcommittee,  and  you  in  particular,  have  shown  great  leadership  in  this  area 
and  we  are  extremely  grateful. 

We  ask  this  Subcommittee  to  continue  its  strong  support  of  research  at  the  National  Eye 
Institute.  We  are  close  to  finding  new  treatments  and  potential  cures  to  many  of  the  eye  diseases 
and  disorders  afflicting  millions  of  Americans  and  tens  of  millions  of  people  worldwide.  It 
would  be  a  tragedy  for  this  important  work  to  be  delayed,  or  in  some  cases  stopped  altogether, 
due  to  inadequate  funding. 


Thank  you  for  the  opportunity  to  testify  today. 
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Mr.  Porter.  You  mentioned  diabetic  retinopathy,  am  I  correct? 

Dr.  Chandler.  Yes. 

Mr.  Porter.  Does  retinitis  pigmentosa  possibly  have  any  diabetic 
base?  Is  there  any  evidence  of  that? 

Dr.  Chandler.  We  have  no  evidence.  There  now  are  pretty  well 
cloning  done  on  the  genes,  specific  genes  for  almost  all  forms  of  ret- 
initis pigmentosa.  There  is  both  genetically  dominant  and  also  re- 
cessive forms  of  it.  Diabetes  is  probably,  if  I  can  just  slow  it  down, 
the  vascular  biology  of  it  is  what  leads  then  to  the  degeneration  of 
various  parts  of  the  retina.  The  retina  is  obviously  a  part  of  the 
brain  and  cannot  sustain  that.  So  it  is  more  on  the  vascular  end 
of  the  biology  with  diabetes  as  opposed  to  the  genetic  defects  and 
the  actual  photoreceptors,  the  parts — the  individual  sight  seeing 
cells  in  the  retina  that  are  the  principal  sight  for  retinitis 
pigmentosa  abnormalities. 

Mr.  Porter.  The  reason  I  ask,  and  I  think  you  were  here  when 
I  mentioned  that  my  wife  had  been  diagnosed  as  diabetic  earlier 
this  year  or  last  year,  I  should  say,  is  that  her  mother  has  retinitis 
pigmentosa.  Has  for  a  long  time.  I  wondered  if  there  was  any  con- 
nection. See,  I  am  seeking  free  medical  advice. 

Doctor  Chandler,  we  really  appreciate  your  coming  to  testify  and 
we  appreciate  very  much  your  submitting  your  testimony  for  the 
record  as  well  and  thank  you  for  being  here  today. 

Dr.  Chandler.  Thank  you. 

Mr.  Porter.  This  concludes  our  witnesses  for  the  day.  The  sub- 
committee will  stand  in  recess  until  10  o'clock  next  Tuesday. 


Tuesday,  January  31,  1995. 

WITNESSES 

MICHAEL  FLAMINGO,  PRESIDENT,  NEUROFIBROMATOSIS,  INC. 
LINDA  LEVLNE 

Mr.  Porter.  Good  morning.  The  subcommittee  will  come  to 
order. 

This  is  the  fifth  day  of  eight  days  of  hearings  of  public  witnesses 
to  the  matters  under  the  jurisdiction  of  this  subcommittee,  and  we 
welcome  all  of  you  here  this  morning. 

I  will  repeat  what  I  have  said  to  each  of  the  other  days,  and  that 
is  that  it  will  be  necessary  that  we  stay  very  strictly  within  the 
time  limits  for  each  witness  of  five  minutes.  And  we  would  appre- 
ciate that  each  witness  be  very  sensitive  to  that. 

We  also,  probably  beginning  at  11  o'clock,  may  have  a  vote  or 
two,  and  that  will  increase  the  pressure  on  the  time.  So  we  thank 
all  of  our  witnesses  in  advance  for  being  sensitive  to  our  time  prob- 
lem. 

We  begin  today  with  Michael  Flamingo,  Neurofibromatosis,  In- 
corporated. Did  I  say  that  correctly? 

Mr.  Flamingo.  Yes. 

Mr.  Porter.  Thank  you.  We  welcome  you. 

Mr.  Flamingo.  Mr.  Chairman,  Members  of  the  committee,  my 
name  is  Michael  Flamingo.  I  am  the  President  of 
Neurofibromatosis,  Incorporated,  a  national  voluntary  organization 
with  chapters  across  the  United  States,  including  Illinois,  Mary- 
land, and  Wisconsin.  We  are  headquartered  in  Lanham,  Maryland. 

With  me  today  is  Linda  Levine,  a  member  of  our  Maryland  chap- 
ter, who  has  segmental  NF.  This  is  a  form  of  NF  that  is  little  stud- 
ied. It  has  not  one  of  the  two  formal  classifications. 

The  points  made  in  our  testimony  last  year  are  still  relevant.  We 
request  that  our  1994  testimony  be  inserted  into  the  committee 
record,  along  with  today's  testimony.  Thank  you. 

In  1994,  Congress  did  reaffirm  its  requirement  that  the  National 
Institutes  of  Health  provide  effective  coordination  of  NF  research 
activities.  In  addition,  Congress  encouraged  greater  NF  research, 
particularly  at  the  National  Cancer  Institute. 

NF  is  a  genetic  disorder  which  causes  tumors  to  grow  on  the 
nerves  anywhere  in  the  body  at  any  time.  NF  strikes  1  of  every 
2,500  to  3,000  births,  males  and  females,  of  all  races.  There  is  no 
known  cure  and  minimal  effective  treatment.  From  information 
provided  us  by  NIH,  the  funding  for  NF  research  and  NF-related 
research  at  the  National  Cancer  Institute,  and  the  National  Insti- 
tute of  Neurological  Disorders  and  Stroke,  remained  under  $10  mil- 
lion. This  does  not  reflect  an  increase  from  past  activity. 

Our  concerns  are  twofold.  First,  the  research  effort  continues  to 
be  poorly  coordinated,  and,  second,  greater  funding  is  needed  to 
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maximize  the  benefit  of  this  research  to  impact  systemic  neuro- 
logical disease,  manage  both  learning  disabilities,  and  adult  onset 
deafness,  and  not  only  eliminate  NF,  but  eradicate  tumor  disease, 
including  cancer. 

As  a  result  of  our  1992  testimony,  Congress  mandated  an  NF  co- 
ordinating committee  at  NIH.  This  committee  produced  an  ex- 
tremely flawed  NF  research  report  in  1993.  For  example,  the  report 
failed  to  mention  NF  research  being  conducted  at  the  National 
Cancer  Institute  and  the  National  Institute  of  Child  Health  and 
Human  Development.  We  were  aware  of  these  studies  because  our 
families  were  participating  in  them. 

This  illustrates  our  point  that  NIH  is  unaware  of  NF  activity 
which  is  being  conducted  under  its  own  auspices.  From  the  infor- 
mation we  have  been  provided  by  NIH,  this  committee  has  not  met 
since  the  publication  of  that  report  in  1993.  We  strongly  believe 
that  a  sincere,  ongoing  oversight  mechanism  for  NF  research  is 
necessary  at  NIH.  It  would  assure  the  sharing  of  information  from 
both  intramural  and  extramural  projects.  This  mechanism  would 
prevent  unnecessary  duplication,  broaden  peer  review,  discourage 
nonproductive  research,  and  promote  the  overall  effectiveness  and 
efficiency  of  the  effort. 

Further,  this  mechanism  would  provide  better  utilization  of 
human  resources  necessary  for  such  research  and  encourage  more 
timely  dissemination  of  information.  This  system  must  aggressively 
stimulate  research  and  have  the  commitment  to  scrutinize  applica- 
tions, monitor  ongoing  process,  assure  quality  reporting,  and  vali- 
date outcomes.  To  date,  NIH  has  not  satisfied  the  mandate  of  the 
legislation  of  1992  and  1994. 

We  also  remind  the  Congress,  the  National  Institutes  of  Health, 
medical  investigators,  and  practitioners,  that  those  who  have 
neurofibromatosis  and  their  families  are  a  resource  for  research, 
and  do  not  want  their  participation  to  be  wasted  any  more  than 
you  want  the  research  dollars  to  be  squandered.  We  are  partners 
with  the  researchers  and  practitioners  in  alleviating  suffering.  We 
request  Congress  to  demand  that  NIH  establish  a  viable  coordinat- 
ing committee  and  assure  the  effectiveness  of  that  committee  by  re- 
quiring annual  reports  of  their  activities.  Presently,  there  is  not 
one  physician  at  the  NIH  clinical  center  whose  primary  interest  is 
NF.  We  ask  Congress  to  reestablish  the  position. 

We  also  ask  that  informed  consumers  possibly  from  the 
neurofibromatosis  organizations  be  included  both  in  the  peer  re- 
view process  and  the  oversight  activity.  We  also  encourage  your 
continued  support  of  the  human  genome  project.  Congress  has  rec- 
ognized that  neurofibromatosis  provides  a  unique  population  which 
links  genetics  and  tumor  disease,  two  of  the  greatest  medical  chal- 
lenges of  our  time.  If  the  partnership  between  the  government  as 
funder,  the  scientific  community  as  researcher,  the  patients  af- 
fected by  this  disorder  is  to  be  maximized,  we  believe  that  Congress 
should  continue  to  support  and  require  NIH  to  conscientiously  im- 
plement our  proposal  and  provide  the  funds  to  do  so.  Thank  you 
very  much. 

Mr.  Porter.  Thank  you  very  much,  Mr.  Flamingo,  and  we  will 
take  your  testimony  under  advisement  and  we  appreciate  very 
much  your  being  here  today. 
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Mr.  Flamingo.  Thank  you. 

[The  prepared  statement  of  Michael  Flamingo  follows:] 
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Mr.  Chairman,  Members  of  the  Committee: 

My  name  is  Michael  Flamingo,  President  of  Neurofibromatosis,  Inc.,  a 
national  voluntary  organization  with  chapters  across  the  United  States  including 
Illinois,  Maryland  and  Wisconsin.  We  are  headquartered  in  Lanham, 
Maryland.  The  points  made  in  our  testimony  last  year  are  still  relevant  and 
because  we  respect  the  time  limits  today,  we  request  that  our  1994  testimony 
be  inserted  into  the  Committee  record  along  with  our  testimony  today.   In 
1994,  Congress  did  reaffirm  its  requirement  that  the  National  Institutes  of 
Health  (NTH)  provide  effective  coordination  of  neurofibromatosis  research 
activities.   In  addition,  Congress  encouraged  greater  NF  research,  particularly 
at  the  National  Cancer  Institute. 

Neurofibromatosis  (NF)  is  a  genetic  disorder  which  causes  tumors  to 
grow  on  the  nerves  anywhere  in  the  body  at  any  time.   NF  strikes  1  of  every 
2,500  to  3,000  births,  males  and  females  of  all  races.   NF  can  cause  physical 
deformity,  blindness,  paralysis,  deafness,  learning  disability  and  cancer.   Half 
the  known  cases  are  inherited  from  a  parent,  the  other  half  occur 

This  means  without  further  activities  to  prevent  NF,  the 
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number  of  people  with  NF  grow  with  each  generation.   There  is  no  known  cure  and  minimal 
effective  treatment. 

From  information  that  has  been  provided  to  us  by  NIH,  the  funding  for  NF  research 
and  NF-related  research  at  the  National  Cancer  Institute  and  the  National  Institute  of 
Neurological  Disorders  and  Stroke  remained  under  $10  million.  This  does  not  reflect  an 
increase  from  past  activity.   Our  concerns  are  1)  the  NF  research  effort  continues  to  be 
poorly  coordinated;  and  2)  greater  funding  is  needed  to  maximize  the  benefit  of  this  research 
to,  not  only  eliminate  NF,  but  eradicate  tumor  disease,  including  cancer. 

With  respect  to  the  coordination  concern,  we  see  evidence  of  little  communication 
between  the  NIH  components  involved  in  NF  research,  poor  utilization  of  human  resources,  a 
lack  of  dissemination  of  NF  information  which  could  stimulate  research,  and  a  lack  of 
personnel  focussed  on  NF. 

Remember,  the  benefit  of  this  research  is  not  only  for  families  affected  by  NF,  but 
will  directly  impact  the  eradication  of  cancer,  as  well  as  impacting  on  systemic  neurological 
disease  and  the  management  of  both  learning  disabilities  and  adult  onset  deafness. 

As  a  result  of  our  1992  testimony,  Congress  mandated  an  NF  coordinating  committee. 
This  committee  produced  an  extremely  flawed  NF  research  report  in  1993.   As  illustration  of 
our  concern,  this  report  failed  to  mention  NF  research  being  conducted  at  the  National 
Cancer  Institute  and  the  National  Institute  of  Child  Health  and  Human  Development.   We 
were  aware  of  these  studies  because  our  families  were  participating  in  them.   This  illustrates 
our  point  that  NIH  is  unaware  of  NF  activity  which  is  being  conducted  under  its  own  aegis. 
From  the  information  we  have  been  provided  by  NIH,  this  committee  has  not  met  since  the 
publication  of  that  report. 

We  strongly  believe  that  a  sincere  ongoing  oversight  mechanism  for  NF  research  is 
necessary  at  the  National  Institutes  of  Health  which  would  assure  the  sharing  of  information 
from  both  intramural  and  extramural  projects.   This  mechanism  would  prevent  unnecessary 
duplication,  broaden  peer  review,  discourage  nonproductive  research  and  promote  the  overall 
effectiveness  and  efficiency  of  the  effort.   Furthermore,  this  mechanism  would  provide  better 
utilization  of  human  resources  necessary  for  such  research  and  encourage  more  timely 
dissemination  of  information.   This  system  must  aggressively  stimulate  research  and  have  the 
commitment  to  scrutinize  applications,  monitor  ongoing  progress,  assure  quality  reporting  and 
validate  outcomes.   To  date  NIH  has  not  satisfied  the  mandate  of  the  legislation  of  1992  and 
1994. 

We  are  here  today  to  remind  the  Congress,  the  National  Institutes  of  Health,  medical 
investigators  and  practitioners  that  those  who  have  neurofibromatosis  and  their  families  are  a 
resource  for  research  and  do  not  want  their  participation  to  be  wasted  any  more  than  you 
want  the  research  dollars  to  be  squandered.   We  are  partners  with  the  researchers  and 
practitioners  in  alleviating  suffering.    We  are  also  asking  that  informed  consumers  possibly 
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from  the  neurofibromatosis  organizations  be  included  in  both  the  peer  review  process  and  the 
oversight  activity. 

Presendy,  there  is  not  one  physician  at  the  NIH  Clinical  Center  whose  primary 
interest  is  neurofibromatosis.   We  ask  Congress  to  re-establish  the  position. 

We  request  Congress  to  demand  that  NIH  establish  a  viable  coordinating  committee 
and  assure  the  effectiveness  of  that  committee  by  requiring  annual  reports  of  their  activities. 

We  also  encourage  your  continued  support  of  the  Human  Genome  Research. 

Congress  has  recognized  that  neurofibromatosis  provides  a  unique  population  with  the 
interface  of  genetics  and  tumor  diseases,  two  of  the  greatest  medical  challenges  of  our  time. 
If  the  partnership  between  the  government  as  funder,  the  scientific  community  as  researcher, 
and  the  patients  affected  by  this  disorder  is  to  be  maximized,  we  believe  that  Congress  should 
continue  to  support  and  require  NIH  to  conscientiously  implement  our  proposal  and  provide 
the  funds  to  do  so. 

Thank  you. 
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Thank  you,  Congressman  Kleczka. 

Mr.  Chairman,  Members  of  the  Committee: 

My  name  is  Michael  Flamingo.   I  am  from  Milwaukee,  Wisconsin.    I  want  to  thank 
the  Subcommittee  and  my  congressman,  Mr.  Kleczka,  for  providing  us  the  opportunity  to 
speak  with  you  today.   We  request  that  our  written  testimony  be  inserted  into  the  Committee 
record. 

I  am  the  President  of  Neurofibromatosis,  Inc.,  a  national  voluntary  organization 
headquartered  in  Lanham,  Maryland.   NF,  Inc.  promotes  support  services,  and  research  to 
benefit  the  thousands  affected  by  various  forms  of  neurofibromatosis  (NF).    Dr.  Kenneth 
Rosenbaum,  Director  of  the  NF  Clinic  at  Children's  National  Medical  Center  here  in 
Washington,  D.C.,  intended  to  accompany  us  here  today  to  answer  any  technical  questions 
that  you  might  have.    Unfortunately,  he  had  a  schedule  conflict  and  is  unable  to  be  here. 

Neurofibromatosis  is  a  genetic  disorder  which  causes  tumors  to  grow  on  the  nerves 
anywhere  in  the  body  at  any  time.    NF  strikes  1  of  every  2,500  to  3,000  births  of  both  sexes 
of  all  races.   NF  can  cause  physical  deformity,  blindness,  paralysis,  deafness,  learning 
disability  and  cancer.    Half  of  the  known  cases  are  inherited  from  a  parent.   The  other  half 
occur  spontaneously.   This  means  without  further  activities  to  prevent  NF,  the  number  of 
people  with  NF  grow  with  each  generation.   There  is  no  known  cure. 
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Two  years  ago,  a  panel  representing  our  organization  led  by  our  national 
spokesperson,  Actress  Nancy  Stafford,  testified  before  this  Subcommittee.   Dr.  Robert 
Martuza,  a  prominent  neurosurgeon  involved  in  NF  research  at  Georgetown  University  and  a 
member  of  our  1992  panel,  stated  that  NF  is  a  disease  which  affects  every  system  in  the 
body.   He  went  on  to  say  that  research  on  this  disorder  has  major  impact  on  the  treatment  of 
brain  disorders  and  other  tumor  disease.   Most  significant  is  that  the  cure  for  NF  is  probably 
a  cure  for  cancer. 

At  that  time,  we  requested  that  the  National  Institutes  of  Health  be  directed  to  better 
coordinate  neurofibromatosis  research  and  that  a  committee  be  formed  to  accomplish  this. 
We  were  pleased  that  our  request  was  recognized,  and  an  NF  Coordinating  Committee  was 
named. 

In  mid- April  1993  the  National  Institutes  of  Health  issued  the  NF  report  from  the 
Coordinating  Committee.   Although  we  were  pleased  that  the  importance  of  NF  research  was 
recognized,  we  were  extremely  disappointed  in  that  report.   It  was  fraught  with  inaccuracies 
and  merely  substantiated  our  point  that  the  millions  of  dollars  being  spent  on  this  research 
were  not  efficiently  coordinated.   In  fact,  we  were  appalled  that  the  writers  of  the  report 
failed  to  recognize  much  of  the  active  research  being  conducted.  They  seemed  to  be  totally 
unaware  of  some  of  the  activities  in  NIH  Institutes  and  Centers.   It  was  clear  that  some  of  the 
key  NF  researchers  at  NIH  were  neither  included  on  the  committee  nor  consulted  in  the 
preparation  of  the  report. 

We  continue  to  strongly  believe  that  better  oversight  and  coordination  of  NF  research 
is  necessary.   Duplicative  and  fruitiess  research  should  not  continue  to  receive  funding  while 
other  worthwhile  and  productive  research  suffer  crippling  funding  reductions  which 
jeopardize  completion. 

Had  the  NIH  Coordinating  Committee  been  more  conscientious  in  its  effort  and  had 
the  Committee  included  informed  consumer  representatives,  the  embarrassment  resulting  from 
that  report  could  have  been  avoided.   Even  more  importantiy,  the  waste  in  human  and 
monetary  resources  would  not  persist  and  the  research  community  and  those  affected  by  the 
neurofibromatoses  would  be  better  served. 

Our  organization  is  different  from  some  of  the  other  organizations  who  have  testified 
before  you.   We  are  not  asking  for  more  money  for  the  neurofibromatosis  research  effort. 
We  are  asking  for  improved  oversight  and  coordination  of  the  continued  funding  of  NF 
research.   We  request  the  Coordinating  Committee  established  by  NIH  to  include  appropriate 
representation  from  all  of  the  Institutes  and  Centers  involved  in  NF  related  research.  We  also 
urge  Congress  to  require  NIH  to  include  informed  consumer  representation  on  this 
Committee.   Once  a  suitable  committee  is  established,  we  feel  a  sincere  effort  can  be  made  to 
coordinate  the  extramural  and  intramural  NF  research  activities.  This  would  include  assuring 
that  the  funded  research  continues  to  be  consistent  with  the  recent  scientific  findings;  that 
unnecessary  duplication  is  avoided;  that  research  participants  be  accurately  identified  and 
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utilized  appropriately;  and  that  the  outcome  data  be  properly  challenged  and  disseminated 
among  all  the  components  of  NIH,  including  the  Office  of  Rare  Disorders,  and  agencies  and 
researchers  outside  the  NIH. 

Because  of  the  funding  which  has  been  provided  by  Congress  for  NF  Research  in  the 
past  10  years  and  the  genius  of  many  scientists,  wondrous  results  were  recently  announced  in 
the  cloning  of  the  genes  for  both  NF  Types  I  and  II.   It  would  be  a  tragedy  if  that  momentum 
of  identifying  the  cause  is  impeded  in  its  stride  to  find  effective  non-surgical  treatments,  cures 
and  preventions  merely  because  of  administrative  ineptness  or  lack  of  attention. 

Mr.  Chairman,  we  thank  you  for  your  time,  your  attention,  and  your  support. 
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Tuesday,  January  31,  1995. 
witnesses 

CHARLES  P.  O'BRIEN,  M.D.,  PH.D.,  COLLEGE  ON  PROBLEMS  OF  DRUG 
DEPENDENCE 

LISA  MOJER-TORRES 

Mr.  Porter.  Our  next  witness  is  Charles  O'Brien,  M.D.,  Ph.D., 
and  Lisa  Mojer-Torres,  College  on  Problems  of  Drug  Dependence. 
We  welcome  both  of  you.  Mr.  O'Brien. 

Dr.  O'Brien.  Good  morning,  Mr.  Chairman,  and  Members  of  the 
committee.  Thank  you  for  the  opportunity  to  present  the  views  of 
the  College  on  Problems  of  Drug  Dependence. 

I  am  Dr.  Charles  O'Brien,  Professor  of  Psychiatry  at  the  Univer- 
sity of  Pennsylvania,  and  Chief  of  Psychiatry  at  the  Philadelphia 
Veterans  Affairs  Medical  Center.  I  come  to  you  this  morning  to  talk 
about  the  problem  of  drug  abuse.  Contrary  to  popular  belief,  drug 
abuse  is  a  preventable  behavior,  and  drug  addiction  is  a  treatable 
disease. 

Drug  addiction  is  not  the  result  of  weak  character  or  immoral  be- 
havior. Rather,  it  is  a  progressive,  chronic,  relapsing  brain  dis- 
order, that  is  expressed  by  drug  abuse  often  in  social  settings.  Drug 
addiction  destroys  families,  ruins  physical  and  emotional  health, 
and  costs  society  billions  of  dollars  in  health  care  and  other  costs 
annually. 

While  it  is  true  that  the  number  of  Americans  who  use  illicit 
drugs  has  been  decreasing  since  1979,  over  11  million  are  still 
users  of  illicit  drugs  and  an  estimated  3  million  Americans  over  the 
age  of  15  are  dependent  on  illicit  drugs. 

In  the  current  environment  of  spending  reductions,  it  is  worth 
noting  that  the  economic  costs  of  illegal  drug  use  are  estimated  to 
be  over  $67  billion  annually.  My  main  point  this  morning  is  that 
treatment  of  substance  abuse  works,  thanks  to  20  years  of  basic 
and  clinical  research,  and  today's  treatments  are  the  direct  result 
of  yesterday's  research.  Yesterday's  research  gave  us  methadone 
treatment,  and  the  new  version,  LAAM,  for  heroin  addiction;  drug 
and  behavioral  treatments  for  nicotine  addiction,  like  nicotine 
chewing  gum  and  nicotine  patch;  a  receptor  blocking  drug  for  her- 
oin addiction,  and  with  the  recent  unexpected  dividend  that  this 
drug  for  heroin  addiction  is  also  effective  in  the  treatment  of  alco- 
holism. We  have  more  effective  treatments  for  drug  addiction  in 
newborn  babies,  effective  drug  abuse  treatments  that  reduce  the 
risk  of  AIDS,  and  the  technology  for  urine  screening  and  drug  de- 
tection, upon  which  the  drug-free  workplace  program  is  based. 

Moreover,  treatment  not  only  works  but  it  is  cost  effective.  By 
the  most  conservative  estimates  for  every  $1  invested  in  drug 
abuse  treatment  programs,  there  is  a  return  of  $4  in  reduced  drug- 
related  crime. 

Currently,  120,000  Americans  receive  regular  methadone  treat- 
ment. This  is  a  success  story  that  grew  out  of  federally  funded  ad- 
diction research,  but  it  is  often  misunderstood.  While  everyone  ac- 
cepts insulin  maintenance  for  diabetes,  there  is  a  bias  among  many 
citizens  against  maintenance  for  an  addictive  disorder.  Today  I 
have  the  privilege  of  introducing  to  you  a  courageous  young  woman 
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who  has  overcome  heroin  addiction  with  the  help  of  methadone, 
and  is  now  a  productive  member  of  society. 

Ms.  Torres.  Hello.  My  name  is  Lisa  Torres,  and  I  am  an  attor- 
ney and  an  active  advocate  for  substance  abuse  treatment.  As  Dr. 
O'Brien  mentioned,  I  am  also  a  former  heroin  addict  and  metha- 
done maintenance  patient.  Today  I  am  alive  and  well  with  a  very 
promising  future  because  quality  methadone  maintenance  treat- 
ment was  made  available  to  me.  Despite  my  sincerest  motivation 
and  my  best  efforts  and  the  best  treatment  services,  drug-free 
treatment  services  that  money  can  buy,  I  was  unable  to  remain  ab- 
stinent without  methadone.  Every  single  addict  I  knew  who  did  not 
enter  and  remain  in  methadone  maintenance  treatment,  is  today 
either  dead  from  the  AIDS  virus  or  serving  time  in  prison. 

As  Dr.  O'Brien  has  pointed  out,  the  investment  in  drug  addiction 
research  and  treatment  pays  off  handsomely.  But  how  do  you  begin 
to  place  a  dollar  amount  on  the  hope  that  my  life  contains  today, 
where  there  was  nothing  but  despair?  And  how  do  you  value  the 
depth  of  my  commitment  to  help  addicts  who  are  still  suffering, 
and  my  passion  to  help  destigmatize  methadone  and  educate  the 
public  as  to  its  benefits? 

The  interests  of  the  addict  population  in  expanding  and  optimiz- 
ing biomedical  research  and  treatment  services  are  largely  ignored, 
because  the  addict  population  is  unable  to  advocate  for  firm  com- 
mitment to  research  and  treatment  dollars  to  increase  cost-effective 
treatment  options.  Rather,  as  a  population,  the  addict  population 
is  wholly  dependent  upon  the  benevolence  and  wisdom  of  others, 
including  Congress,  in  recognizing  the  importance  and  cost  effec- 
tiveness and  the  overall  investment  of  drug  abuse  research  and 
treatment.  I  am  here  today  because  my  life  represents  one  single 
tangible  example  of  the  return  on  investment  into  drug  abuse  re- 
search and  treatment.  I  appeal  to  you  to  consider  the  value  of  that. 

Dr.  O'BRIEN.  Thank  you,  Ms.  Torres. 

None  of  this,  Mr.  Chairman,  would  have  been  possible  without 
the  Federal  funding  of  the  National  Institute  on  Drug  Abuse.  To- 
morrow's treatments  depend  on  today's  research.  We  are  now  on 
the  brink  of  making  new  discoveries  in  the  area  of  cocaine  addic- 
tion. Basic  research  has  demonstrated  the  mechanism  of  action  of 
cocaine  on  the  brain,  and  pointed  the  way  to  development  of  medi- 
cations that  will  reduce  the  likelihood  of  relapse  to  cocaine  addic- 
tion. A  medication  for  cocaine  dependence  will  greatly  improve  the 
effectiveness  of  our  treatments  for  this  disorder,  but  its  safe  to  say 
that  these  new  treatments  will  not  happen  without  continued  Fed- 
eral support. 

The  Federal  Government  currently  spends  about  $13  billion  per 
year  on  drug  abuse  control,  but  of  that  $13  billion,  about  70  per- 
cent goes  to  supply  reduction  activities  like  interdiction,  even 
though  independent  analyses  have  shown  that  treatment  is  far 
more  effective  in  reducing  drug  use  than  law  enforcement  activi- 
ties. 

This  morning  I  would  just  like  to  close  by  saying  that  our  college 
urges  increased  funding  of  the  National  Institute  on  Drug  Abuse  as 
the  best  investment  for  scarce  tax  dollars.  The  evidence  shows  that 
research,  prevention  and  treatment  are  the  most  effective  ways  to 
reduce  our  country's  drug  problem.  Thank  you  for  this  opportunity. 
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Mr.  Porter.  Thank  you,  Dr.  O'Brien. 

Can  I  ask  Ms.  Torres,  are  you  still  receiving  methadone  treat- 
ment currently? 

Ms.  Torres.  Yes,  I  am. 

Mr.  Porter.  And,  Dr.  O'Brien,  I  realize  each  individual  case  dif- 
fers, but  is  it  common  that  that  must  continue  for  a  long  period  of 
time? 

Dr.  O'Brien.  Yes,  sir,  it  is  very  common.  As  a  matter  of  fact, 
what  research  shows  is  that  either  because  of  genetic  vulnerability, 
in  other  words  some  people  are  born  with  too  much  indogenous 
opioids  or  heroin-like  substance,  and  many  people  are  born  without 
enough,  and  people  need  replacement  therapy. 

Another  reason  they  may  need  it  is  because  of  using  heroin  for 
years,  that  might  suppress  the  body's  internal  production.  But  once 
that  occurs,  even  when  we  stop  them,  very  gradually,  there  is  an 
instability  that  requires  them  to  be  on  methadone.  So  we  have 
some  people  who  stay  on  methadone  for  years,  but  it  is  important 
to  note  that  people  can  be  very  productive  citizens  while  they  are 
on  methadone.  It  doesn't  make  you  sedated  or  tired,  you  can  func- 
tion very,  very  well,  just  like  somebody  functions  on  insulin  if  they 
have  diabetes. 

Mr.  Porter.  Well,  we  very  much  appreciate  both  of  you  coming 
to  testify  today.  And  as  always,  it  is  a  learning  process  for  the 
Members  of  the  subcommittee  and  we  appreciate  it.  Thank  you 
very  much. 

[The  prepared  statement  of  Charles  P.  O'Brien,  MD,  follows:] 
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Introduction 

Good  morning,  Mr.  Chairman  and  members  of  the  Committee..  Thank  you  for  the 
opportunity  to  present  public  witness  testimony  on  behalf  of  the  College  on  Problems  of  Drug 
Dependence.  My  name  is  Dr.  Charles  O'Brien  and  in  addition  to  being  a  Professor  of 
Psychiatry  at  the  University  of  Pennsylvania  and  Chief  of  Psychiatry  at  the  Philadelphia 
Veterans  Affairs  Medical  Center,  I  serve  on  the  Board  of  Directors  of  the  College  on 
Problems  of  Drug  Dependence. 

Mr.  Chairman,  you  have  been  a  steadfast  friend  to  biomedical  research,  for  which  the 
College  is  very  grateful.  I  understand  that  the  Committee  visited  NTH  two  weeks  ago,  and  I 
salute  you  and  the  Committee  for  taking  the  time  to  check  on  your  investment.  Because  many 
of  your  colleagues  here  today  are  new,  I  would  like  to  begin  by  introducing  them  to  the 
College  and  to  the  issue  of  drug  abuse  and  addiction. 

Who  is  CPDD? 

Established  in  1929,  the  College  is  the  longest  standing  group  in  the  U.S.  that 
addresses  problems  of  drug  dependence  and  abuse.  For  almost  50  years,  the  College  was 
associated  with  the  National  Academy  of  Sciences,  National  Research  Council.  Now,  the 
College  functions  as  an  independent  membership  organization  representing  academia, 
industry,  clinical  and  research  professionals. 

For  over  half  a  century,  the  College  has  served  as  liaison  with  regulatory  and  research 
agencies,  as  well  as  educational,  treatment,  and  prevention  facilities.  As  part  of  its  mission, 
the  College  provides  information  to  national  and  international  government  agencies  such  as 
the  National  Institute  on  Drug  Abuse,  the  Office  of  National  Drug  Control  Policy,  the  Food 
and  Drug  Administration,  and  the  World  Health  Organization.  The  College  also  advises  the 
pharmaceutical  industry,  academia,  and  the  public  on  the  dependence  and  abuse  potential  of 
new  drugs. 

In  addition,  the  College  sponsors  an  annual  scientific  meeting  which  brings  together 
basic  and  clinical  scientists  from  all  over  the  country.  The  College  also  provides  support  for 
research  and  drug  dependence  testing  facilities. 

What  is  Drug  Abuse  and  Drug  Addiction  and  Who  is  Affected? 

Contrary  to  popular  belief,  and  to  quote  Dr.  Alan  Leshner,  Director  of  the  National 
Institute  on  Drug  Abuse,  "drug  abuse  is  a  preventable  behavior  and  drug  addiction  is  a 
treatable  disease." 

Drug  addiction  is  not  the  result  of  weak  character  or  immoral  behavior.  Rather,  it  is  a 
progressive,  chronic,  relapsing  brain  disorder  that  is  expressed  by  drug  abuse,  often  in  social 
settings.  Drug  addiction  destroys  families,  ruins  physical  and  emotional  health,  and  costs 
society  millions  of  dollars  in  health  care  and  other  costs  annually. 

While  it  is  true  that  the  number  of  Americans  who  use  illicit  drugs  has  been  decreasing 
since  1979,  over  1 1  million  are  still  users  and  an  estimated  3  million  Americans  over  the  age 
of  15  are  dependent  on  illicit  drugs.  Unfortunately,  the  downward  trend  has,  for  the  most 
part,  ignored  the  heaviest  users,  as  this  number  has  remained  relatively  constant. 

What  are  the  Cost  Implications? 

In  the  current  environment  of  spending  reductions,  it  is  worth  noting  that  the 
economic  costs  of  illegal  drug  use  are  estimated  to  be  over  $67  billion  annually!  Not  only  do 
these  costs  include  the  direct  costs  of  treatment  (which,  incidentally  saves  more  than  it  costs) 
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but  the  costs  connected  to  crime,  health  —  including  infection  with  the  AIDS  virus  —  law 
enforcement,  decreased  job  productivity,  unemployment  and  homelessness  must  be  included 
as  well.  Health  costs  associated  with  drug  abuse  alone  are  staggering.  Surveys  show  that 
between  25  and  40  percent  of  all  general  hospital  patients  are  being  treated  for  complications 
related  to  drug,  alcohol,  or  tobacco  use. 

It  is  impossible  in  the  few  minutes  that  I  have  to  list  all  the  ways  that  drug  addiction 
and  abuse  costs  us  money,  cost  us  lives,  and  tears  at  the  very  fiber  of  this  country.  The  point 
I  would  like  to  make,  is  that  it  doesn't  have  to  be  this  way. 

What  Progress  has  been  made? 

Treatment  works  ~  thanks  to  20  years  of  basic  and  clinical  research.  And  today's 
treatments  are  the  direct  result  of  yesterday's  research.  Yesterday's  research  gave  us: 

-  methadone  treatment  and  the  new  version,  LAAM  for  heroin  addiction; 

-  drug  and  behavioral  treatments  for  nicotine  addiction  like  the  nicotine  chewing  gum 
and  nicotine  patch; 

-  a  receptor  blocking  drug,  naltrexone,  for  heroin  addiction  with  the  recent 
unexpected  dividend  that  it  is  also  effective  in  the  treatment  of  alcoholism 

-  more  effective  treatments  for  drug  addiction  in  newborn  babies; 

-  effective  drug  abuse  treatments  that  reduce  the  risk  of  ADDS;  and, 

-  the  technology  for  urine  screening  and  drug  detection  upon  which  the  Federal 
Drug-Free  Workplace  Program  is  based. 

Moreover,  treatment  not  only  works,  but  it  is  cost  effective  as  well.  By  the  most 
conservative  estimates,  for  every  $1  invested  in  a  drug  abuse  treatment  programs,  there  is  a 
return  of  $4  in  reduced  drug-related  crime,  criminal  justice  costs,  and  theft  alone  plus 
additional  savings  in  healthcare  costs. 

For  example,  a  report  prepared  by  the  former  Alcohol,  Drug  Abuse,  and  Mental 
Health  Administration  showed  that  the  costs  to  society  of  opiate  treatment  over  a  6  month 
period  were  $21,500  for  an  untreated  drug  abuser,  $20,000  for  an  imprisoned  drug  abusers, 
and  $1,750  for  someone  undergoing  methadone  maintenance  treatment. 

Currently,  120,000  Americans  receive  regular  methadone  treatment.  This  is  a  success 
story  that  grew  out  of  federally  funded  addiction  research,  but  it  is  often  misunderstood. 
While  everyone  accepts  insulin  maintenance  for  diabetes,  there  is  a  bias  among  many  citizens 
against  maintenance  for  an  addictive  disorder.  Today  I  have  the  privilege  of  introducing  to 
you  a  courageous  young  woman  who  has  overcome  heroin  addiction  with  the  help  of 
methadone  and  now,  still  receiving  methadone  treatment,  is  a  productive  member  of  society. 

Remarks  of  Ms.  Torres 

My  name  is  Lisa  Torres.  I  am  an  attorney  and  an  active  advocate  for  substance  abuse 
treatment.  As  Dr.  O'Brien  mentioned,  I  am  also  a  former  heroin  addict  turned  methadone 
maintenance  patient.  I  am  alive  and  well  with  a  promising  future  because  quality  methadone 
maintenance  treatment  was  available  to  me.  Despite  my  sincerest  motivation  and  best  efforts, 
and  notwithstanding  the  best  drug-free  treatment  services  money  can  buy,  I  was  unable  to 
remain  abstinent  without  this  treatment.  Every  single  addict  I  know  who  did  not  enter  and 
remain  in  methadone  maintenance  treatment  is  today  either  dead  from  the  AIDS  virus  or 
serving  time  in  prison. 

I  am  grateful  my  family  and  I  have  been  able  to  heal  and  grow  past  the  torment, 
debilitation,  shame,  and  grief  from  years  of  untreated  heroin  addiction.  As  Dr.  O'Brien  has 
pointed  out,  the  investment  in  drug  addiction  research  and  treatment  pays  off  handsomely 
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with  savings  in  health  care  (especially  in  treating  ADDS).  But  how  does  one  even  begin  to 
place  a  dollar  amount  upon  the  hope  my  life  contains  now  where  there  was  once  nothing  but 
despair;  the  peace  and  order  I  have  now  where  there  was  once  chaos;  the  evolution  of  my 
faith  and  spirituality;  or,  the  depth  of  commitment  to  help  other  addicts  who  are  still  suffering 
find  their  way  into  treatment? 

The  population  of  substance  abusers  is  both  insular  and  discreet,  isolated  and 
disenfranchised.  In  addition,  the  prevalence  of  dysfunction  among  addicts  interferes  with 
their  ability  to  exercise  legal  and  political  rights.  Their  interests  in  expanding  and  optimizing 
biomedical  research  and  treatment  services  are  largely  ignored.  The  addict  population  - 
arguably  the  best  qualified  population  —  is  not  able  to  advocate  for  a  firm  commitment  to 
research  and  treatment  dollars  to  increase  cost-effective  treatment  options.  Rather,  this 
population  is  wholly  dependent  upon  the  benevolence  and  wisdom  of  others,  including 
Congress,  in  recognizing  the  importance,  the  cost-effectiveness,  and  the  overall  investment  of 
drug  abuse  research  and  treatment. 

I  am  here  today  because  my  life  represents  one  single  but  tangible  example  of  the 
return  on  investment  into  drug  abuse  research  and  treatment.  I  appeal  to  you  to  consider  the 
value  of  my  life  today. 

What  are  the  Current  Research  Needs? 

None  of  this  would  have  been  possible  without  the  federal  funding  of  the  National 
Institute  on  Drug  Abuse.  Tomorrow's  treatments  depend  on  today's  research.  We  are  on  the 
brink  of  making  new  discoveries  in  the  area  of  cocaine  addiction.  Basic  research  has 
demonstrated  the  mechanism  of  action  of  cocaine  on  the  brain  and  pointed  the  way  to  the 
development  of  medications  that  will  reduce  the  likelihood  of  relapse  to  cocaine  addiction.  A 
medication  for  cocaine  dependence  will  greatly  improve  the  effectiveness  of  treatment  for  this 
disorder.  But,  it  is  safe  to  say  that  these  new  treatments  will  not  happen  without  continued 
federal  support. 

The  1988  Omnibus  Reconciliation  Act  charged  NTDA  with  the  development  of  new 
pharmacological  approaches  to  the  treatment  of  drug  abuse,  and  because  of  this,  medications 
development  is  a  top  research  priority  of  NTDA.  In  turn,  NIDA's  funding  of  research  is  the 
principal  source  of  support  for  both  basic  and  applied,  laboratory  and  clinical  research  related 
to  drug  abuse. 

In  addition  to  medications  development,  other  opportunities  for  research  at  NTDA 
include  gene  therapy,  improved  treatments  for  pain,  the  interaction  of  drugs  on  the  immune 
system  —  which  has  implications  for  ADDS,  marijuana  research,  and  identifying  risk  factors  to 
target  prevention  programs. 

What  are  the  College's  Recommendations? 

Ultimately,  the  College  supports  NIDA's  professional  judgment  budget  request  of 
$600  million  for  fiscal  year  1996.  However,  in  light  of  the  current  economic  climate  and  the 
tough  decisions  your  Committee  will  be  forced  to  make  this  year,  we  recognize  that  this  type 
of  increase  through  the  annual  appropriations  process  is  not  going  to  happen  overnight.  We 
have  been  discussing  with  our  colleagues  a  supplemental  source  of  drug  abuse  research 
funding. 

The  Federal  government  currendy  spends  about  $13  billion  a  year  on  a  drug  abuse 
control.  Of  that  $13  billion,  about  70%  goes  to  supply  reduction  activities  like  interdiction. 
Only  30%  actually  goes  to  reducing  drug  abuse  through  treatment  and  education.  Less  than 
4%  goes  to  drug  abuse  research  and  the  development  of  new  treatments  and  prevention 
efforts.  Even  the  Office  of  National  Drug  Control  Policy  recognizes  the  benefits  of  treatment 
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in  decreasing  cocaine  consumption.  A  Rand  report  commissioned  by  ONDCP  found  that  an 
additional  $34  million  spent  on  cocaine  treatment  would  reduce  cocaine  consumption  by  1% 
That  same  benefit  would  take  $246  million  in  domestic  enforcement  efforts.  Thus,  the 
current  budget  climate  makes  a  more  cost  effective  approach  even  more  important. 

The  College  urges  the  Committee  to  consider  report  language  directing  ONDCP  to 
evaluate  the  possibility  of  the  redirection  of  funds  from  drug  interdiction  to  drug  abuse 
research.  A  1%  switch  of  roughly  $130  million  dollars  would,  in  fact,  roughly  equal  NIDA's 
professional  judgment  budget  request  for  this  year.  We  understand  that  this  Committee  does 
not  have  the  authority  to  make  this  type  of  redirection,  however,  the  College  would  like  to  put 
the  concept  on  the  table.  Since  our  annual  appropriations  prospects  are  not  expected  to 
improve  dramatically  over  the  next  few  years,  it  is  a  concept  that  we  believe  is  worth  looking 
into.  We  will  be  working  with  the  appropriate  Congressional  Committees  to  examine  this 
proposal  further. 

However,  until  we  determine  the  feasibility  of  such  a  switch,  we  would  request  that 
as  a  down  payment,  or  first  step  towards  the  professional  judgment  budget  request,  that  the' 
National  Institute  on  Drug  Abuse  receive  a  6%  increase  for  fiscal  year  1996. 

Conclusion 

Thank  you,  Mr.  Chairman  and  members  of  the  Committee,  for  listening  to  me  this 
morning.  The  drug  abuse  research  community  often  feels  that  our  true  challenge  is  not  just  in 
solving  the  mysteries  of  abuse,  but  also  in  communicating  our  progress  to  those  outside  the 
research  community.  The  bottom  line  is  that  drug  addiction  is  treatable;  the  treatment  works- 
and  the  treatment  is  the  direct  result  of  basic  and  clinical  research  supported  by  NIDA. 

Mr.  Chairman,  the  drug  abuse  research  community  is  encouraged  by  your 
Chairmanship  and  we  look  forward  to  working  with  you. 
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Tuesday,  January  31,  1995. 

WITNESS 

FERNANDO  M.  TREVINO,  PH.D.,  AMERICAN  PUBLIC  HEALTH  ASSOCIA- 
TION 

Mr.  Porter.  Fernando  M.  Trevino,  Ph.D.,  American  Public 
Health  Association. 

Dr.  Trevino.  Mr.  Chairman,  my  name  is  Fernando  Trevino,  and 
I  am  the  Executive  Director  of  the  American  Public  Health  Associa- 
tion, the  oldest  and  largest  society  of  public  health  in  the  world. 
I  am  honored  to  have  the  opportunity  to  testify  on  behalf  of  APHA 
regarding  public  health  funding. 

The  House  congressional  leadership  is  calling  for  a  rapid 
progress  toward  a  balanced  budget.  Other  Members  have  suggested 
that  Congress  enact  a  middle-class  tax  cut  and  increase  defense 
spending.  To  do  even  some  of  this,  this  subcommittee  and  the  other 
Appropriations  Subcommittees  must  look  for  ways  to  limit  or  re- 
duce Federal  discretionary  spending.  We  urge  that  this  subcommit- 
tee not  devastate  critically  important  public  health  programs  in  the 
course  of  achieving  these  goals. 

Since  the  turn  of  the  century,  life  expectancy  in  the  United 
States  has  increased  by  30  years.  Improvements  in  public  health 
account  for  25  of  these  years,  while  advances  in  clinical  medicine 
are  credited  with  the  other  five  years  of  additional  life  gained.  Pub- 
lic health  professionals  are  proud  of  their  accomplishments  in  ad- 
dressing and  in  some  cases  virtually  eliminating  once  deadly  com- 
municable diseases  like  smallpox  and  polio.  We  are,  however,  frus- 
trated by  our  Nation's  apparent  inability  to  tackle  and  eliminate 
other  public  health  problems.  Once,  universal  immunization 
against  childhood  diseases  seemed  within  reach.  Today,  almost  one- 
third  of  our  two-year-olds  in  this  country  lack  some  or  all  of  their 
shots.  Years  ago,  we  talked  about  eliminating  tuberculosis.  Now, 
we  are  in  the  midst  of  a  TB  crisis. 

It  is  a  lack  of  committed  resources,  not  a  lack  of  knowledge  or 
tools,  that  prevents  us  from  solving  these  problems.  The  public 
health  community  is  eager  to  tackle  the  issues  that  confront  us,  but 
it  is  not  receiving  the  resources  it  needs  to  do  the  job. 

In  the  past,  our  testimony  to  this  subcommittee  has  concentrated 
on  the  inadequacies  of  the  administration's  budget.  This  year,  you 
have  asked  us  to  appear  prior  to  the  budget's  release.  Since  we  are 
unable  to  comment  on  the  fiscal  1996  proposal,  we  will  instead  pro- 
vide you  with  our  views  on  what  that  document  should  include. 
Given  time  and  space  constraints,  we  will  discuss  only  a  handful 
of  the  many  programs  funded  through  the  Centers  for  Disease  Con- 
trol and  Prevention  that  are  of  interest  to  the  public  health  com- 
munity. In  total,  the  CDC,  in  our  opinion,  should  receive  a  mini- 
mum of  $2.5  billion  in  fiscal  year  1996. 

Breast  and  cervical  cancer  will  kill  more  than  half  a  million 
women  in  the  1990s,  even  though  most  cervical  cancer  deaths  could 
be  prevented,  and  breast  cancer  mortality  reduced  30  to  50  percent 
with  early  detection.  Only  35  States  now  have  comprehensive 
breast  and  cervical  cancer  mortality  prevention  programs.  CDC 
needs  $200  million,  in  fiscal  1996  to  move  toward  a  national  pro- 
gram. 
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Injury  disproportionately  impacts  our  children  and  young  people. 
It  is  the  leading  cause  of  death  among  Americans  1  to  44  years  of 
age.  Every  day,  60  children  die  from  injuries.  Most  injuries  are  at- 
tributable to  preventable  behavioral  and  environmental  factors. 

In  1966,  to  cite  one  example,  motor  vehicle  crashes  accounted  for 
over  50,000  deaths  in  America.  By  1992,  crash-related  deaths  had 
dropped  to  39,000.  These  reductions  are  attributable  to  public 
health  intervention  such  as  seat  belts,  the  introduction  of  child 
safety  seats,  bicycle  and  motorcycle  helmets,  improved  emergency 
medical  services,  and  a  concerted  attack  on  drunk  driving. 

Diabetes  is  the  seventh  leading  cause  of  death  in  the  United 
States,  contributing  to  300,000  deaths  per  year.  About  14  million 
Americans  have  diabetes,  and  6  million  of  them  do  not  know  that 
they  have  the  condition. 

Diabetic  eye  disease  is  the  single  greatest  cause  of  blindness  in 
working  age  Americans.  Early  diagnosis  and  treatment  could  pre- 
vent at  least  24,000  new  cases  of  blindness  in  working  age  Ameri- 
cans and  save  over  $167  million  annually. 

Diabetic  lower  extremity  disease  causes  54,000  leg,  foot  and  toe 
amputations  each  year  among  adult  Americans.  Good  foot  care 
would  reduce  amputations  by  more  than  50  percent,  saving  over 
$600  million  each  year  in  hospitalization  costs  alone. 

The  American  Public  Health  Association  gratefully  acknowledges 
past  efforts  by  Members  of  this  subcommittee  to  increase  resources 
for  diabetes  prevention  and  control,  and  urges  you  to  fund  CDC's 
diabetes  translation  program  at  $60  million  in  fiscal  1996.  Only  42 
States  and  four  territories  now  receive  CDC  support  for  this  pro- 
gram. Even  in  these  States,  the  level  of  support  is  adequate  only 
in  selected  localities.  If  we  are  serious  about  controlling  diabetes, 
this  program  must  reach  every  State  in  the  Union. 

Sexually  transmitted  diseases  are  among  the  most  critical  health 
challenges  facing  the  United  States.  Higher  rates  of  STDs  in  ado- 
lescents and  young  adults  have  severe  consequences  for  women  and 
infants,  and  play  an  important,  and  deadly,  role  in  the  spread  of 
AIDS. 

Ten  thousand  cases  of  female  infertility,  attributable  to  STDs, 
could  be  averted  each  year  by  an  adequately  funded,  nationwide, 
infertility  prevention  program.  Thousands  of  infants  are  born  each 
year  with  congenital  syphilis,  putting  them  at  risk  of  permanent 
disability,  including  severe  mental  retardation.  Many  of  these  cases 
could  be  prevented  by  investing  in  CDC's  program. 

Infectious  diseases  are  the  leading  cause  of  death  worldwide,  and 
they  cost  our  Nation  approximately  $120  billion  annually.  Emerg- 
ing food  borne  illnesses  caused  by  E.  coli  and  salmonella  kill  9,000 
Americans  each  year.  The  parasite  Cryptosporidium  was  respon- 
sible for  hundreds  of  thousands  of  Milwaukee  citizens  getting  sick 
after  drinking  the  water.  Infectious  diseases  reemerge  when  pre- 
vention and  control  strategies  fail,  as  evidenced  by  outbreaks  of 
multidrug  resistant  tuberculosis,  the  spread  of  rabies  and  plague, 
and  contaminated  food  and  water  that  place  entire  communities  at 
risk.  Many  chronic  illnesses  such  as  arthritis,  kidney  failure,  peptic 
ulcers,  and  cirrhosis  of  the  liver  are  caused  or  aggravated  by  infec- 
tious agents. 
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I  want  to  close  by  expressing  our  appreciation  to  this  subcommit- 
tee for  its  past  commitment  to  public  health  and  prevention.  As  a 
result  of  this  subcommittee's  initiative,  thousands  of  women  have 
been  screened  for  breast  and  cervical  cancer,  young  children  have 
been  screened  for  lead  poisoning,  and  countless  numbers  of  dia- 
betics have  avoided  debilitating  health  complications  from  their 
disease. 

We  need  your  support  again  this  year.  We  have  the  tools  to  make 
great  strides  in  controlling  infectious  disease,  and  the  effects  of  dia- 
betes, to  mention  only  two.  Much  more  can  and  must  be  done  to 
improve  the  public's  health.  The  health  of  our  Nation  depends  upon 
and  deserves  your  support. 

Thank  you  very  much,  Mr.  Chairman. 

Mr.  Porter.  Thank  you,  Dr.  Trevino. 

[The  prepared  statement  of  Fernando  M.  Trevino,  Ph.D.  follows:] 
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Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  my  name  is 
Dr.  Fernando  Treviho.   I  am  Executive  Director  of  the  American  Public 
Health  Association  (APHA),  the  oldest  and  largest  public  health  society  in  the 
world.   I  am  honored  to  appear  before  you  on  behalf  of  the  APHA  to  discuss 
public  health  funding. 

The  House  Congressional  Leadership  is  calling  for  rapid  progress  towards  a 
balanced  budget.   Other  members  have  suggested  that  Congress  enact  a 
middle  class  tax  cut  and  increase  defense  spending.   To  do  even  some  of  this, 
this  subcommittee  and  the  other  appropriations  subcommittees  must  look  for 
ways  to  limit  or  reduce  federal  discretionary  spending.   We  urge  this 
subcommittee  not  to  devastate  critically  important  public  health  programs  in 
the  course  of  achieving  these  goals. 

Since  the  turn  of  the  century,  life  expectancy  in  the  United  States  has  increased 
by  30  years.   Improvements  in  public  health  account  for  25  of  those  years, 
while  advances  in  clinical  medicine  are  credited  with  the  other  five.   Public 
health  professionals  are  proud  of  our  accomplishments  in  addressing  (and  in 
some  cases  virtually  eliminating)  once-deadly  communicable  diseases  like 
smallpox  and  polio.   We  are,  however,  frustrated  by  our  nation's  apparent 
inability  to  tackle  and  eliminate  other  public  health  problems.   Once, 
universal  immunization  against  childhood  diseases  seemed  within  reach; 
today  almost  33%  of  two  year  olds  lack  some  or  all  of  their  shots.  Years  ago, 
we  talked  of  eliminating  tuberculosis;  now  we  are  in  the  midst  of  a  TB  crisis. 

It  is  a  lack  of  committed  resources,  not  a  lack  of  knowledge  or  tools,  that 
prevents  us  from  solving  these  problems.   The  public  health  community  is 
eager  to  tackle  the  issues  that  confront  us,  but  it  is  not  given  the  resources  it 
needs  to  do  the  job. 

In  the  past,  our  testimony  to  this  Subcommittee  has  concentrated  on  the 
inadequacies  of  the  Administration's  budget.   This  year,  you  have  asked  us  to 
appear  prior  to  the  budget's  release.   Since  we  are  unable  to  comment  on  the  FY 
96  proposal,  we  will  instead  provide  you  with  our  views  on  what  that  document 
should  include.   Given  time  and  space  constraints,  we  will  discuss  only  a 
handful  of  the  many  programs  funded  through  the  Centers  for  Disease  Control 
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and  Prevention  (CDC)  that  are  of  interest  to  the  public  health  community.   In 
total,  the  CDC  should  receive  a  minimum  of  $2.5  billion  in  FY  96. 

Breast  and  Cervical  Cancer  Prevention 

Breast  and  cervical  cancer  will  kill  more  than  half  a  million  women  in  the 
1990s,  even  though  most  cervical  cancer  deaths  could  be  prevented,  and 
breast  cancer  mortality  reduced  30%  to  50%,  with  early  detection.  Only  35 
states  now  have  comprehensive  breast  and  cervical  cancer  mortality 
prevention  programs.  CDC  needs  $200  million  in  FY  96  to  move  toward  a 
national  program. 

Injury  Control 

Injury  disproportionately  impacts  our  children,  youth  and  young  adults.   It  is 
the  leading  cause  of  death  among  Americans  aged  1  to  44;  every  day  60 
children  die  from  injuries.   Most  injuries  are  attributable  to  preventable 
behavioral  and  environmental  factors.  In  1966,  to  cite  one  example,  motor 
vehicle  crashes  accounted  for  50,894  deaths.  By  1992,  crash  related  deaths  had 
dropped  to  39,235.   These  reductions  are  attributable  to  public  health 
interventions  such  as  seat  belts,  the  introduction  of  child  safety  seats,  bicycle 
and  motorcycle  helmets,  improved  emergency  medical  services  and  a 
concerted  attack  on  drunk  driving. 

CDC's  Injury  Prevention  and  Control  Program  supports  activities  that 
address  bicycle  helmet  safety,  prevention  of  falls  in  nursing  homes,  fire  and 
burn  prevention,  and  playground  and  pool  safety  ~  to  name  only  a  few.  We 
urge  you  to  fund  CDC's  Center  for  Injury  Prevention  and  Control  at  $65 
million  in  FY96. 

Diabetes 

Diabetes  is  the  seventh  leading  cause  of  death  in  the  United  States, 
contributing  to  300,000  deaths  per  year.  About  14  million  Americans  have 
diabetes,  and  6  million  of  them  don't  know  it. 
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Diabetic  eye  disease  is  the  single  greatest  cause  of  blindness  in  working-age 
Americans.   Early  diagnosis  and  treatment  could  prevent  at  least  24,000  new 
cases  of  blindness  in  working-age  Americans  —  and  save  over  $167  million 
annually.   Diabetic  lower  extremity  disease  causes  54,000  leg,  foot,  and  toe 
amputations  each  year  among  adult  Americans.   Good  foot  care  could  reduce 
amputations  by  more  than  50  percent,  saving  over  $600  million  annually  in 
hospitalization  costs.    Funding  programs  that  produce  such  results  reduces 
the  costs  incurred  by  the  federal  government. 

The  APHA  gratefully  acknowledges  past  efforts  by  Members  of  this 
Subcommittee  to  increase  resources  for  diabetes  prevention  and  control  and 
urges  you  to  fund  CDC's  diabetes  translation  program  at  $60  million  in  FY  96. 
Only  42  states  and  four  territories  will  receive  CDC  support  this  year  for  their 
diabetes  programs.   Even  in  these  states,  the  level  of  support  is  adequate  only 
in  selected  localities.   If  we  are  serious  about  controlling  Diabetes,  this 
program  must  reach  every  state. 

Sexually  Transmitted  Diseases 

Sexually  transmitted  diseases  are  among  the  most  critical  health  challenges 
facing  the  United  States.   High  rates  of  STDs  in  adolescents  and  young  adults 
have  severe  consequences  for  women  and  infants,  and  play  an  important  (and 
deadly)  role  in  the  spread  of  AIDS. 

10,000  cases  of  female  infertility  ~  attributable  to  STDs  -  could  be  averted 
each  year  by  an  adequately  funded  nationwide  infertility  prevention 
program.  Thousands  of  infants  are  born  each  year  with  congenital  syphilis, 
putting  them  at  risk  of  permanent  disability,  including  severe  mental 
retardation.  Many  of  these  cases  could  be  prevented  by  investing  in  CDC's 
program. 

APHA  supports  an  appropriation  of  $150  million  to  enhance  CDC's 
prevention  and  control  activities  in  the  areas  of  congenital  syphilis, 
chlamydia,  genital  herpes,  and  resistant  gonorrhea. 
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Infectious  Diseases 

Infectious  diseases  are  the  leading  cause  of  death  worldwide,  and  they  cost 
our  Nation  approximately  $120  billion  annually.   Emerging  food  borne 
illnesses  caused  by  E.  coli  and  salmonella  kill  9,000  Americans  each  year.   The 
parasite  Cryptosporidium  was  responsible  for  hundreds  of  thousands  of 
Milwaukee  citizens  getting  sick  after  drinking  the  water.   Infectious  diseases 
reemerge  when  prevention  and  control  strategies  fail,  as  evidenced  by 
outbreaks  of  multi-drug  resistant  tuberculosis,  the  spread  of  rabies  and 
plague,  and  contaminated  food  and  water  that  place  entire  communities  at 
risk.   Many  chronic  illnesses  such  as  arthritis,  kidney  failure,  peptic  ulcers, 
and  cirrhosis  of  the  liver  are  caused  or  aggravated  by  infectious  agents. 
Indeed,  we  now  believe  that  hepatitis  C  is  a  more  important  cause  of  cirrhosis 
and  liver  failure  than  alcohol. 

The  CDC's  Center  for  Infectious  Diseases  responds  to  emerging  and 
reemerging  national  and  global  infectious  disease  threats.   Its  public  health 
professionals  help  identify  outbreaks,  provide  laboratory  support,  and 
develop  prevention  and  control  programs  for  states  and  local  communities. 
CDC  would  require  approximately  $125  million  in  FY  96  to  implement  its 
recently  released  report,  "Addressing  Emerging  Infectious  Disease  Threats:  A 
Prevention  Strategy  for  the  United  States." 


554 


Conclusion 

I  want  to  close  by  expressing  our  appreciation  to  this  Subcommittee  for  its 
past  commitment  to  public  health  and  prevention.   As  a  result  of  this 
Subcommittee's  initiative,  thousands  of  women  have  been  screened  for  breast 
and  cervical  cancer,  young  children  have  been  screened  for  lead  poisoning, 
and  countless  numbers  of  diabetics  have  avoided  debilitating  health 
complications  from  their  disease.   We  need  your  support  again  this  year.  We 
have  the  tools  to  make  great  strides  in  controlling  infectious  disease  and  the 
effects  of  diabetes,  to  mention  only  two.   Much  more  can  and  must  be  done  to 
improve  the  public's  health.    The  health  of  our  Nation  depends  upon  —  and 
deserves  --  your  support. 

Thank  you.   I  would  be  pleased  to  answer  any  questions. 
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Tuesday,  January  31,  1995. 

WITNESS 

THOMAS  J.  KENNEDY,  JR.,  M.D.,  NATIONAL  INSTITUTES  OF  HEALTH 
ALUMNI  ASSOCIATION 

Mr.  Porter.  I  would  again  remind  our  witnesses  that  we  ask 
them  to  stay  within  the  time  limit  because  of  the  limited  time. 

And  our  next  witness  is  Thomas  J.  Kennedy,  Jr.,  M.D.,  National 
Institutes  of  Health  Alumni  Association.  Dr.  Kennedy. 

Dr.  Kennedy.  Chairman  Porter,  Members  of  the  subcommittee, 
I  am  Thomas  J.  Kennedy,  the  current  President  of  the  NIH  Alumni 
Association.  We  deeply  appreciate  today's  opportunity  to  express 
our  views  on  two  topics,  the  NIH  appropriation  for  fiscal  1996,  and 
a  special  problem  related  to  intramural  research  at  the  NIH. 

Throughout  the  last  50  years,  the  Appropriations  Committee  of 
the  Congress  has  been  the  leading  force  responsible  for  the  creation 
and  sustenance  of  a  broad  national  network  of  individuals  and  in- 
stitutions dedicated  to  and  engaged  in  research  in  the  basic  and  ap- 
plied medical  sciences  in  order  to  relieve  human  suffering  and  to 
eliminate  premature  death. 

You  and  your  distinguished  predecessors  have  also  facilitated 
and  guided  the  development  of  a  Federal  agency  for  the  governance 
of  the  Nation's  bioscientific  enterprise,  the  National  Institutes  of 
Health,  that  has  managed  the  latter  with  fairness,  objectivity,  in- 
tegrity, sound  judgment,  and  above  all,  extraordinary  success. 

Today  our  association  encourages  the  subcommittee  to  extend  the 
spectacularly  successful  track  record  of  its  partnership  with  the 
Nation's  scientific  community  for  the  improvement  of  human 
health. 

Firstly,  the  problem  of  intramural  research,  one  unlikely  to  be 
raised  by  any  organization  other  than  ours. 

Traditionally,  about  10  to  12  percent  of  the  NIH's  appropriation 
has  funded  direct  operations,  mostly  intramural  research.  This  is 
the  vital  element  of  the  NIH  research  enterprise  most  vulnerable 
to  the  forces  unleashed  by  President  Clinton's  resolve  to  reinvent 
government.  Our  alumni  association  believes  the  NIH  to  be  prov- 
ably  an  absolutely  top  notch  organization,  one  that  every  American 
citizen  and  particularly  every  Member  of  Congress  can  view  with 
enormous  pride  and  deep  satisfaction. 

In  a  letter  to  the  members  of  the  NIH  Alumni  Association,  the 
manuscript  of  which  I  would  be  pleased  to  submit  for  the  record 
should  the  committee  so  desire,  I  have  summarized  the  evidence  in- 
dicating that  intramural  NIH  is  not  only  a  good  biomedical  re- 
search center,  but  that  it  is  among,  if  not  actually,  the  best  in  the 
world,  an  opinion  shared,  incidentally,  by  the  late  Dr.  Lewis  Thom- 
as, as  quoted  in  my  formal  statement. 

Whatever  the  imperfections  in  the  functioning  of  other  elements 
of  the  Federal  Government  that  its  reinvention  is  designed  to  cor- 
rect simply  do  not  exist  to  any  significant  degree  in  intramural  re- 
search at  the  NIH.  Thus,  the  imposition,  as  has  already  been  done, 
on  a  truly  national  treasure  of  a  15  percent  personnel  reduction 
that  explicitly  requires  large  cuts  in  personnel  at  the  higher  grade 
levels  and  thus  impacts  severely  on  the  NIH's  best  and  most  cre- 
ative scientists,  makes  absolutely  no  sense.  Why  saddle  a  Federal 
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agency  that  has  become,  internationally,  virtually  peerless,  with 
across-the-board,  one-size-fits-all  government  ukases? 

Therefore,  we  urge  the  subcommittee  to  take  whatever  measures 
are  at  its  disposal  to  modulate  a  process  for  overall  government  re- 
form that  if  allowed  to  run  its  course  at  the  NIH  will  seriously, 
even  if  inadvertently  and  unintentionally,  delay  and/or  prevent 
contributions  by  intramural  scientists  to  the  betterment  of  the 
human  condition,  a  vision  for  whose  realization  this  committee  has 
long  and  assiduously  labored. 

As  far  as  the  total  NIH  appropriation  is  concerned,  it  must  be 
noted  that,  despite  remarkable  progress  in  research,  humanity  con- 
tinues to  be  plagued  by  seemingly  intractable  health  problems  that 
maim  and  kill  all  too  many  victims  and  bring  incalculable  anguish 
and  despair  to  them  and  their  loved  ones.  The  association  believes 
it  axiomatic  that:  Research  is  the  only  possible  approach  to  obviat- 
ing these  dreadful  debilitating  and  lethal  scourges;  and  that  his- 
torically research  has  written  a  record  of  stunning  successes.  More- 
over, an  unprecedented  level  of  optimism  prevails  in  the  scientific 
community  today  that  a  cascade  of  advances  is  imminent,  if  only 
the  myriad  of  emerging  scientific  opportunities  can  be  exploited. 

For  these  reasons,  we  urge  the  subcommittee  to  be  generous  in 
its  recommendation  for  the  fiscal  year  1996  appropriation  for  the 
NIH.  Our  association  lacks  the  resources  to  reach  a  specific  inde- 
pendent estimate  of  need.  However,  we  are  familiar  with  the  proc- 
esses and  the  people  responsible  for  the  estimates  of  the  Ad  Hoc 
Group  on  Medical  Research  Funding  and  the  Federation  of  Amer- 
ican Societies  for  Experimental  Biology.  After  careful  review,  we 
endorse  their  recommendations  with  enthusiasm. 

Thank  you  for  your  attention. 

Mr.  Porter.  Dr.  Kennedy,  we  very  much  appreciate  your  coming 
to  testify.  I  think  the  very  fact  that  there  is  an  active  alumni  asso- 
ciation indicates  the  kind  of  organization  that  NIH  is  and  the  de- 
gree of  loyalty  that  its  members  still  retain  for  it.  We  thank  you 
very  much  for  being  with  us. 

[The  prepared  statement  of  Dr.  Thomas  J.  Kennedy,  Jr.  follows:] 
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STATEMENT  BY  THE  NATIONAL  INSTITUTES  OF  HEALTH  ALUMNI  ASSOCIATION 


ON  THE  FY  1996  APPROPRIATION 


FOR  THE  NATIONAL  INSTITUTES  OF  HEALTH 


PRESENTED  BY  DR.  THOMAS  J.  KENNEDY,  JR. 

PRESIDENT,  THE  NIH  ALUMNI  ASSOCIATION. 

TO 

THE  SUBCOMMITTEE  ON 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION,  AND  RELATED  AGENCIES 

OF  THE  HOUSE  APPROPRIATIONS  COMMITTEE 


ON  JANUARY  31,  1995. 
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STATEMENT  ON 

THE  APPROPRIATION  TO  THE  NATIONAL  INSTITUTES  OF  HEALTH 

FOR  FY  1996,  PRESENTED  BY  THE  NIH  ALUMNI  ASSOCIATION. 


Chairman  Porter,  Members  of  the  Subcommittee: 

I  am  Dr.  Thomas  J.  Kennedy,  the  current  President  of  the  NIH  Alumni  Association, 
a  group  of  former  NIH  employees,  mostly  scientists  and  scientific  administrators,  now 
banded  together  to  help  an  institution  to  which  we  owe  an  enormous  debt  of  gratitude.  The 
Association  welcomes  and  deeply  appreciates  today's  opportunity  to  express  our  views  on 
two  topics:  The  NIH  appropriation  for  FY  1996;  and  a  special  problem  related  to 
intramural  research  at  the  NEHL 

Throughout  the  last  50  years,  the  Appropriations  Committees  of  the  Congress  have 
been  the  leading  force  responsible  for  the  creation  and  the  sustenance  of  a  broad  national 
network  of  individuals  and  institutions  dedicated  to,  and  engaged  in,  research  in  the  basic 
and  applied  medical  sciences,  in  order  to  relieve  human  suffering  and  to  eliminate 
premature  death.  You  and  your  distinguished  predecessors  have  also  facilitated  and  guided 
the  development  of  a  federal  agency  for  the  governance  of  the  nations  bioscientific 
enterprise  —  The  National  Institutes  of  Health  —  that  has  managed  the  latter  with  fairness, 
objectivity,  integrity,  sound  judgement  and,  above  all,  extraordinary  success. 

Today,  our  Association  encourages  the  Subcommittee  to  extend  the  spectacularly 
successful  track  record  of  its  partnership  with  the  nations  scientific  community  for  the 
improvement  of  human  health. 

Firstly,  the  problem  of  intramural  research,  one  unlikely  to  be  raised  by  any 
organization  other  than  ours. 

Traditionally,  about  10  -  12%  of  the  funds  appropriated  to  the  NIH  have  been  used 
to  fund  "direct  operations",  mostly  intramural  research.  This  is  the  vital  element  of  the  NIH 
research  enterprise  most  vulnerable  to  the  forces  unleashed  by  President  Clinton's  resolve 
to  reinvent  government,  subsequently  ratified  and  sanctioned  by  the  last  Congress  in  the 
Federal  Workforce  Restructuring  and  the  Violent  Crime  Control  and  Law  Enforcement  Acts 
of  1994,  and  likely  to  be  extended  by  the  present  Congress.  The  potential  impact  of  the 
processes  of  reinventing  government  on  intramural  research  at  the  NIH  are  very  worrisome. 

Whatever  the  overall  quality  of  the  operations  of  other  elements  of  the  federal 
government,  our  Alumni  Association  believes  the  NIH  to  be  provably  an  absolutely  top- 
notch  organization,  one  that  every  American  citizen  and  particularly  every  member  of 
Congress  can  view  with  enormous  pride  and  deep  satisfaction.  Let  me  cite  just  two  objective 
measures  of  the  excellence  of  the  research  conducted  on  the  Bethesda  campus. 

Short  of  a  Nobel  Prize,  the  highest  distinction  an  American  scientist  can  earn  is 
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election  to  the  National  Academy  of  Sciences  (NAS).  If  this  nation's  scientific  institutions 
are  rank-ordered  by  their  representation  in  the  NAS,  intramural  NIH  ranks  seventh.  But  the 
NIH  doesn't  even  field  teams  in  many  fields  of  science  —  mathematics,  physics,  astronomy, 
astrophysics,  economics  and  many  others.  If  the  ranking  is  based  solely  on  representation 
in  the  biological  and  medical  sciences,  intramural  is  second,  outranked  only  by  Harvard 
University. 

Another  important  measure  of  scientific  excellence  is  the  frequency  with  which 
scientists  cite  the  advances  made  by  their  predecessors  as  the  basis  for  their  own  discoveries. 
In  a  carefully  documented  analysis,  commissioned  by  a  Committee  of  the  NAS,  the  citation 
history  of  papers  published  by  NIH  authors  was  compared  to  that  of  papers  authored  by 
scientists  from  universities  and/or  medical  schools.  In  terms  of  the  influence  exerted  by  a 
paper  and  the  frequency  with  which  a  paper  appeared  among  those  most  heavily  cited  in 
the  international  scientific  literature,  the  NIH  intramural  program  stood  head  and  shoulders 
above  the  aggregate  of  academic  institutions. 

These  are  but  two  lines  of  evidence  indicating  that  intramural  NIH  is  not  only  just 
a  good  biomedical  research  center,  but  that  it  is  among,  if  not  actually,  the  best  in  the  world. 
This  opinion  is  not  simply  alumni  chauvinism;  it  was  eloquently  articulated  by  the  late  Dr. 
Lewis  Thomas,  when  he  stated: 

"  We  seem  to  be  living  through  a  period  (transient,  I  hope)  of  public  disillusion  and 
discouragement  over  government  and  all  its  works.  At  all  levels,  bureaucracy  in 
general  is  mistrusted,  here  and  abroad.  The  word  is  out  that  government  doesn't 
really  work,  can't  get  things  right,  wastes  public  money,  fumbles  along,  stalls,  gets  in 
the  way. 

"At  such  a  time,  it  lifts  the  heart  to  look  closely  at  one  institution  created  by  the 
United  States  Government  which  has  been  achieving,  since  its  outset,  one  spectacular, 
stunning  success  after  another.  The  National  Institutes  of  Health  is  not  only  the 
largest  institution  for  biomedical  science  on  earth,  it  is  one  of  this  nation's  great 
treasures.  As  social  inventions  for  human  betterment  go.  this  one  is  a  standing  proof 
that,  at  least  once  in  a  while,  government  possesses  the  capacity  to  do  something 
unique,  imaginative,  useful,  and  altogether  right 

"But  at  the  center  of  the  NIH  scientific  effort,  driving  the  whole  vast  enterprise  along, 
is  the  research  conducted  on  the  Bethesda  campus  itself  —  the  so-called  Intramural 
Research  Program.  Although  this  represents  only  a  minor  portion  of  the  total  NIH 
research  budget  —  around  10%  —  for  sheer  excellence  and  abundant  productivity 
the  institution  cannot  be  matched  by  any  other  scientific  enterprise  anywhere". 

Whatever  the  imperfections  in  the  functioning  of  the  federal  government  that  its 
reinvention  is  designed  to  correct  simply  do  not  exist  to  any  significant  degree  in  intramural 
NIH.   Thus,  the  Alumni  Association  urges  thauhe  utmost  care  be  taken  by  the  Congress 
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and  the  Administration  in  reinventing  the  NIH's  outstandingly  productive  intramural 
research  program.  The  imposition  —  as  has  already  been  done  —  on  a  truly  national 
treasure  of  a  15%  personnel  reduction  that  explicitly  requires  large  cuts  in  personnel  at  the 
higher  grade  levels  and  thus  impacts  severely  on  the  NIH's  best  and  most  creative  scientists, 
makes  absolutely  no  sense.  Why  cripple  a  federal  agency  that  has  become,  internationally, 
virtually  peerless  by  virtue  of  the  actions  taken  by  a  series  of  distinguished  leaders,  with 
unstinting  support  from  the  Congressional  Appropriations  Committees,  and  despite  serious 
obstacles  imposed  by  government  administrative  regulations,  by  saddling  it  with  across-the- 
board,  one-size-fits-all  government  ukases. 

I  have  outlined  this  issue  in  more  detail  in  a  President's  letter  to  the  members  of  the 
Alumni  Association.  Should  the  Subcommittee  so  desire,  I  would  be  pleased  to  submit  the 
manuscript  of  this  letter  for  the  Record. 

Therefore,  we  urge  the  Subcommittee  to  take  whatever  measures  are  at  its  disposal 
to  modulate  a  process  for  overall  government  reform  that,if  allowed  to  run  its  course  at  the 
NIH,  will  seriously,  even  if  inadvertently  and  unintentionally,  delay  and/or  prevent 
contributions  by  intramural  scientists  to  the  betterment  of  the  human  condition,  a  vision  for 
whose  realization  this  Committee  has  long  and  assiduously  labored. 

As  far  as  the  total  NIH  appropriation  is  concerned,  it  must  be  noted  that,  despite 
remarkable  progress  in  research,  humanity  continues  to  be  plagued  by  seemingly  intractable 
health  problems  that  maim  and  kill  all  too  many  victims  and  bring  incalculable  anguish  and 
despair  to  them  and  their  loved  ones.  The  Association  believes  it  axiomatic  that:  research 
is  the  only  possible  approach  to  obviating  these  dreadful,  debilitating  and  lethal  scourges; 
and  that  historically  research  has  written  a  record  of  stunning  successes.  Moreover,  an 
unprecedented  level  of  optimism  prevails  in  the  scientific  community  today  that  a  cascade 
of  advances  is  imminent,  if  only  the  myriad  of  emerging  scientific  opportunities  can  be 
exploited. 

For  these  reasons,  the  NIH  Alumni  Association  urges  the  Subcommittee  to  be 
generous  in  its  recommendation  of  the  FY  1996  appropriation  for  the  NIH.The  Association 
lacks  the  resources  to  reach  a  specific  independent  estimate  of  need.  However,  we  are 
familiar  with  the  knowledgeability,  wisdom,  energy,  insight,  competence  and  intelligence  of 
those  responsible  for  the  estimates  of  the  Ad  Hoc  Group  on  Medical  Research  Funding  and 
the  Federation  of  American  Societies  for  Experimental  Biology.  After  careful  review,  we 
endorse  with  enthusiasm  the  recommendations  of  these  organizations. 

Thank  you  for  your  attention. 
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Tuesday,  January  31,  1995. 

WITNESS 
JOHN  L.  SEVER,  M.D.,  ROTARY  INTERNATIONAL 

Mr.  Porter.  John  L.  Sever,  M.D.,  Rotary  International.  Did  I 
pronounce  that  right,  Doctor? 

Dr.  Sever.  Yes,  sir,  thank  you. 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Dr.  John 
L.  Sever.  I  am  Professor  of  Pediatrics  and  Infectious  Diseases  at 
the  Children's  National  Medical  Center  here  in  Washington,  D.C. 
I  have  worked  on  the  development  of  vaccines  for  children  for  over 
30  years  at  Northwestern  University,  at  the  National  Institutes  of 
Health  in  Bethesda,  and  now  at  the  Children's  Hospital  here  in 
Washington. 

I  want  to  thank  you  for  permitting  me  to  testify  on  behalf  of  Ro- 
tary International  concerning  the  opportunity  to  completely  eradi- 
cate polio,  polio  myelitis,  by  the  year  2000.  We  are  here  today  rep- 
resenting a  coalition  of  health  advocates,  including  Rotary  Inter- 
national, the  American  Academy  of  Pediatrics,  the  Task  Force  for 
Child  Survival  and  Development,  and  the  U.S.  Committee  for 
UNICEF,  to  seek  your  support  for  the  global  program  to  eradicate 
polio. 

The  progress  in  eradication  has  really  been  extraordinary.  How- 
ever, even  though  the  goal  is  within  sight,  we  lack  the  resources 
needed  to  finish  that  job  once  and  for  all. 

The  case  for  investing  in  polio  eradication  is  compelling,  and  I 
would  like  to  just  make  three  points.  First  of  all,  we  have  the  vac- 
cine to  prevent  polio,  and  we  are  within  reach  of  eradicating  the 
disease.  Therefore,  the  goal  is  achievable  within  the  next  few  years. 

Second,  eradicating  polio  will  save  the  United  States  over  $230 
million  a  year  in  immunization  costs.  Once  eradication  has  been 
achieved,  we  will  no  longer  have  to  immunize  our  children  against 
polio,  and  thus  the  benefits  for  that  eradication  are  permanent. 

And  third,  investing  in  polio  eradication  will  help  develop  a  pub- 
lic health  structure  that  will  help  the  worldwide  fight  against  many 
other  deadly  diseases. 

Now  some  of  you  may  remember  as  late  as  the  1940s  and  1950s, 
we  had  the  summers  where  we  recommended  that  children  didn't 
go  to  the  movies,  that  we  weren't  supposed  to  go  to  swimming 
pools,  and  thousands  of  people  were  affected  by  the  crippling  dis- 
ease polio  in  this  country,  and  they  had  the  braces,  the  pain  and 
agony  with  the  disease  itself,  the  permanent  paralysis.  And  in  this 
picture,  if  you  may  remember,  the  iron  lungs,  and  the  many,  many 
people  that  had  to  be  put  in  those  for  many,  many  years.  Last  I 
saw  a  system  like  that  or  unit  like  that  for  polio  was  in  the  late 
1970s  at  Evanston  Hospital. 

But  now  we  are  on  the  brink  of  an  historic  opportunity.  Polio  is 
the  second  major  disease  in  history  that  is  close  to  eradication.  You 
may  know  that  smallpox  was  eradicated  in  1977.  And  no  child  in 
the  United  States  or  the  world  ever  has  to  suffer  from  smallpox 
again.  And  we  no  longer  immunize  children  for  smallpox. 

Rotary  International  has  been  working  since  1985  to  help  eradi- 
cate polio  throughout  the  world.  And  it  is  now  possible  to  achieve 
that  goal.  It  has  been  one  of  the  largest  private  and  public  sector 
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initiatives  ever  organized.  We  have  raised  over  $246  million  for  our 
polio  campaign.  We  have  mobilized  tens  of  thousands  of  Rotarians 
to  work  on  immunization  with  their  national  health  ministries,  the 
World  Health  Organization,  Pan  American  Health  Organization, 
UNICEF,  and  the  Centers  for  Disease  Control.  We  have  dem- 
onstrated how  effective  a  private  sector  initiative  can  be  with  a 
public  health  problem  such  as  polio.  And  as  I  say,  we  have  commit- 
ted our  own  funding  to  over  $250  million. 

Together,  with  our  partners,  we  have  achieved  some  remarkable 
success.  Immunization  rates  have  increased  worldwide  since  1985, 
from  40  percent  to  now  over  80  percent  at  the  present  time.  There 
has  been  no  polio  in  this  hemisphere  for  over  three  years,  and  this 
was  just  celebrated  a  few  months  ago  at  the  World  Health  Organi- 
zation. Worldwide,  145  countries  had  no  polio  last  year  at  all.  And 
the  number  of  cases  of  polio  reported  worldwide  has  decreased  from 
50,000  10  years  ago,  to  less  than  10,000  at  the  present  time.  The 
People's  Republic  of  China  and  34  other  countries  in  the  Pacific 
Rim  expect  to  have  eliminated  polio  by  the  year  1996. 

Now,  since  there  has  been  no  polio  in  this  country  since  1979, 
we,  however,  must  still  continue  to  immunize  our  children.  As  long 
as  there  is  polio  anywhere  in  the  world,  there  is  the  chance  the 
polio  will  be  brought  into  this  country  and  immunizations  must 
continue  and  it  costs  us  a  total,  as  estimated  by  the  Centers  for 
Disease  Control,  of  about  $230  million  a  year  just  to  maintain  that 
immunization. 

Now  many  countries  are  already  polio  free.  However,  the  World 
Health  Organization  and  the  Centers  for  Disease  Control  indicate 
that  there  is  a  current  shortage  of  funds  to  eradicate  polio  of  about 
$100  million  a  year  for  five  years.  If  the  United  States  contributes 
$100  million  a  year  annually  for  the  next  five  years,  we  can  do  the 
job. 

In  conclusion,  we  ask  that  you  recommend  and  appropriate  an 
additional  $100  million  a  year  for  five  years  to  help  eradicate  polio. 
This  is  a  special  opportunity  but  we  need  your  assistance  to  move 
forward  by  the  year  2000.  If  there  is  a  delay,  thousands  of  people 
will  be  crippled  each  year,  and  the  expense  of  the  routine  immuni- 
zation of  children  will  have  to  be  continued  indefinitely  in  the  Unit- 
ed States  and  abroad. 

Your  action  will  provide  the  vaccine  and  related  support  needed 
to  eradicate  this  dreadful  disease.  You  will  not  only  be  eliminating 
a  terrible  disease  from  children  forever,  but  you  will  be  saving  mil- 
lions and  millions  of  dollars  each  year  in  immunization  costs  in  the 
United  States  and  abroad. 

Thank  you  for  permitting  me  to  be  here  before  your  committee, 
and  if  you  have  any  questions,  I  will  be  glad  to  answer  them. 

[The  prepared  statement  of  John  L.  Sever,  M.D.  follows:] 
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Mr.  Chairman,  thank  you  for  this  opportunity  to  testify  on  behalf  of  Rotary  International. 

Rotary  International  is  the  global  association  of  27.000  Rotary  clubs,  with  a  membership  of  1.2  million 
business  and  professional  leaders  in  151  countries.  We  are  the  world's  first  service  club  having  been 
established  in  Chicago  in  1905.  In  the  United  States  today,  there  are  more  than  7.300  Rotary  clubs  with 
420.000  members.  All  of  our  clubs  work  to  promote  humanitarian  service,  high  ethical  standards  in  all 
vocations  and  international  understanding. 

We  are  here  today  representing  a  broad  coalition  of  child  health  advocates,  including  the  American 
Academy  of  Pediatrics,  the  Task  Force  for  Child  Survival  and  Development  and  the  U.S.  Committee  for 
UNICEF,  to  seek  your  support  for  the  Global  Program  to  Eradicate  Polio. 

The  progress  in  eradicating  polio  has  been  extraordinary.  However,  even  though  the  goal  in  within  sight, 
we  lack  the  resources  needed  to  finish  the  job  once  and  for  all.  The  case  to  invest  in  polio  eradication  is 
compelling: 

►  We  have  the  vaccine  to  prevent  polio  and  we  are  within  reach  of  completely  eradicating 
the  disease  --  the  goal  is  achievable. 

►  ERADICATING  POLIO  WILL  SAVE  THE  UNITED  STATES  $230  MILLION  A 
YEAR  IN  IMMUNIZATION  COSTS.  Once  eradication  is  achieved,  we  will  no  longer 
need  to  immunize  our  children  against  polio  ~  the  benefits  are  permanent. 

►  Investing  in  polio  eradication  will  develop  a  public  health  infrastructure  around  the 
world  that  will  help  us  to  fight  other  deadly  diseases. 

Polio  Eradication  is  Aciiikvahle 

You  may  all  remember  those  days  in  the  summers  when  your  parents  would  not  let  you  go  to  the  movies 
or  the  public  swimming  pools.  Thousands  of  people  were  afflicted  by  this  crippling  disease.  We 
remember  the  braces,  the  agony  and  suffering,  the  iron  lungs,  the  death  and  the  productivity  lost  due  to 
polio. 

Humankind  is  on  the  brink  of  a  historic  opportunity.  Polio  is  the  second  major  disease  in  history  that  is 
close  to  eradication.  We  celebrated  the  eradication  of  smallpox  in  1977.  No  child  in  the  United  States  or 
in  the  world  will  ever  suffer  from  smallpox  again  The  annual  global  savings  of  about  $1  billion  per  year 
in  smallpox  disease  and  control  costs  far  exceed  the  approximately  $300  million  that  was  spent  over  10 
years  to  eradicate  smallpox.  The  major  force  behind  the  successful  eradication  of  smallpox  was  the  United 
States  Government.  We  are  moving  in  on  the  eradication  of  polio  and  we  are  seeking  your  increased 
support  to  be  that  major  force  again. 

Rotary  International  has  been  working  since  1985  to  help  eradicate  polio  from  the  world  and  it  is  now 
possible!  This  has  been  one  of  the  largest  private/public  sector  initiatives  ever  organized.  We  have  raised 
more  than  $246  million,  making  it  the  largest  private  contribution  to  a  public  health  initiative,  for  our 
PolioPlus  Campaign  and  more  importantly  have  mobilized  tens  of  thousands  of  Rotarians  to  work  together 
with  their  national  ministries  of  health.  UNICEF  and  the  World  Health  Organization  and  with  the  health 
providers  at  grassroots  levels  in  thousands  of  communities.  To  date,  we  have  demonstrated  how  effective 
the  private  sector  can  be  in  a  public  health  disease  reduction  initiative.  We  have  committed  our  own 
funding  in  the  amount  of  $217  million.  Together  with  our  partners,  we  have  achieved  some  remarkable 
successes. 
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There  has  not  been  a  case  of  endemic  polio  anywhere  in  the  Western  Hemisphere  for  the  last  three  and  half 
years.  The  reported  number  of  cases  worldwide  has  decreased  from  over  50.000  cases  in  1985  to  under 
10.000  cases  in  1993.  There  are  presently  145  countries  in  the  world  which  have  reported  no  polio  in  the 
last  year.  The  People's  Republic  of  China  and  34  other  countries  of  the  far  east  expect  to  report  no  polio 
cases  by  1996.  Major  coordinated  efforts  are  underway  to  immunize  the  children  under  five  years  of  age 
through  National  Immunization  Days  to  ensure  that  the  transmission  of  this  disease  can  be  interrupted  as 
it  was  in  the  Americas 

Eradicating  Polio  will  SAVE  the  United  States  $230  Million  Annually 

But  even  though  there  has  not  been  a  case  of  endemic  Polio  in  the  United  States  since  1979  we  cannot  be 
complacent.  Our  children  are  not  protected  from  polio  unless  the  entire  world  is  free  of  polio.  If  we 
succeed  in  eradicating  polio  by  the  target  year  2005.  no  child  will  ever  have  to  be  immunized  against  polio 
ever  again.  This  will  result  in  a  savings  in  the  United  States  alone  of  $230  million  annually,  which  can 
be  used  to  fight  other  diseases. 

In  1988  and  in  1993.  the  member  nations  of  the  World  Health  Assembly,  including  the  United  States. 
affirmed  their  commitment  to  eradicate  polio  by  the  year  2000  and  to  achieve  certification  of  eradication 
by  the  year  2005.  But  even  with  these  great  intentions  and  with  the  tremendous  reduction  of  polio  cases 
being  made  in  many  countries,  there  is  concern  that  other  more  pressing  demands  will  divert  attention  and 
funding  from  this  program.  There  are  some  major  challenges  ahead,  particularly  in  South  Asia  and  Africa. 


Eradicating  Polio  Will  Helm  Develop  the  Infrastructure  Needed  to  Fight  other  Diseases 

By  investing  in  polio  eradication,  we  will  be  helping  countries  to  develop  the  public  health  and  disease 
surveillance  systems  necessary  to  effectively  eradicate  polio.  The  benefits  of  strengthening  the  disease 
surveillance  system  are  broad-based.  Not  only  will  a  strong  surveillance  system  help  eradicate  polio,  but 
will  help  us  to  control  the  spread  of  other  infectious  diseases. 

Once  polio  is  eradicated,  tremendous  resources  will  be  freed  up  to  focus  on  other  diseases. 

Resources  Needed  to  Finish  the  Joit  of  Polio  Eradication 

Rotary  International  has  committed  itself  to  make  the  eradication  of  polio  our  highest  priority  until  the 
disease  is  certified  as  eradicated.  We  will  use  every  avenue  of  our  service,  our  financial  and  human 
resources,  to  work  with  our  partners  to  help  eradicate  polio.  This  public/private  initiative  has  already 
demonstrated  how  effective  this  partnership  can  be.  Together,  we  are. confident  that  this  disease  can  be 
eradicated.    But  we  need  your  help 

The  World  Health  Organization  estimates  that  the  current  shortage  of  funds  to  eradicate  polio  is  $100 
million  per  year  for  the  next  five  years.  If  the  United  States  contributes  $100  million  annually  for  the  next 
five  years,  we  can  end  polio  once  and  for  all. 

If  the  United  States  takes  this  leadership  role  and  makes  a  commitment  to  polio  eradication,  it  will  likely 
stimulate  other  countries  such  as  Japan.  Norway.  Sweden.  Germany.  Switzerland  and  the  European  Union 
to  increase  their  support  as  well.    But  we  need  the  United  States  to  take  the  leadership  role. 

Two  years  ago.  there  were  68  cases  of  polio  in  the  Netherlands  in  an  unimmunized  religious  sect.  The 
virus  was  tracked  to  Canada  where  fortunately,  due  to  the  very  high  immunization  levels  there,  the  virus 
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died  before  it  spread  further.  But  it  could  have  come  into  the  United  States  where  we  still  have  pockets 
of  unimmunized  children.  Our  children  will  not  be  safe  from  polio  anywhere  until  polio  has  been 
eradicated  everywhere.  And  eradication  is  the  most  powerful  cost  saving  device,  because  its  benefits  will 
accrue  forever.    This  will  be  our  gift  to  the  future  children  of  the  world. 

Thank  you  for  this  opportunity  to  testify 
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Global  Immunization  Coverage  with  OPV3 

in  the  First  Year  of  Life,  by  Year 


Percent 


Source:   World  Health  Organization.  March  1994 
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Figure  5:  Reported  Incidence  of  Indigenous  Poliomyelitis,  1988 


Figure  6:  Reported  Incidence  of  Indigenous  Poliomyelitis,  1993 
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Mr.  Porter.  Dr.  Sever,  I  have  said  this  to  several  panels  of  wit- 
ness, I  would  like  to  say  it  again,  that  the  testimony  given  here  is 
not  given  in  a  vacuum.  And  all  of  us  have  backgrounds  that  in  var- 
ious ways  reflect  the  kinds  of  concerns  that  witnesses  are  express- 
ing. 

My  father  was  a  victim  of  what  was  called  infantile  paralysis 
when  he  was  18  months  old,  walked  all  of  his  life  with  a  brace  on 
his  leg  from  the  effects  of  polio.  And  so  I  have  the  same  concerns 
that  you  have,  that  this  disease  be  eradicated.  And  we  very  much 
appreciate  your  coming  to  testify  today. 

Dr.  Sever.  Thank  you,  sir. 

Mr.  PORTER.  Thank  you  so  much. 


Tuesday,  January  31,  1995. 

WITNESS 

JOHN   E.   MIDTLING,   M.D.,   ORGANIZATIONS    OF   ACADEMIC    FAMILY 
MEDICINE 

Mr.  Porter.  John  E.  Midtling,  M.D.,  Organizations  of  Academic 
Family  Medicine.  Dr.  Midtling.  Did  I  pronounce  your  name  right? 

Dr.  Midtling.  Yes,  you  did. 

Thank  you,  Mr.  Chairman,  Honorable  Congressman  Bonilla,  and 
Honorable  Congressman  Miller.  It  is  a  pleasure  to  appear  before 
you  today  on  behalf  of  the  academic  family  medicine  organizations 
to  testify  for  increased  funding  for  family  medicine  education  and 
research. 

I  am  here  representing  five  family  medicine  organizations  rep- 
resenting both  academic  and  practicing  family  physicians  in  the 
United  States.  Our  Organizations  of  Academic  Family  Medicine 
have  three  recommendations  for  the  committee  for  the  fiscal  year 
1996  appropriations. 

First,  we  ask  the  committee  to  continue  your  support  for  family 
medicine  and  support  a  newly  authorized  and  appropriated  level  of 
$87  million  for  fiscal  year  1996.  Two,  we  ask  the  committee  to  ex- 
press in  its  report  opposition  to  merging  the  primary  care  organiza- 
tions and  programs  under  one  authority.  And,  three,  we  ask  your 
support  for  critical  practice  oriented  research  through  the  creation 
of  a  center  for  primary  care  research  within  the  agencies  for  health 
care  policy  and  research,  and  targeting  $25  million  for  that  endeav- 
or. 

The  reasons  for  this  are  the  following:  The  request  for  $87  mil- 
lion for  fiscal  year  1996  is  based  upon  current  program  funding  lev- 
els, to  include  expansion  to  create  departments  of  family  medicine 
in  the  15  U.S.  medical  schools  that  currently  lack  departments  of 
family  medicine.  The  recent  GAO  report  showed  that  students  were 
57  percent  more  likely  to  enter  careers  in  family  medicine  if  they 
attended  a  school  that  had  a  department  of  family  medicine.  To  es- 
tablish 60  new  residency  programs  in  family  medicine.  Currently, 
we  have  a  request  for  more  than  150  new  programs  before  our  ac- 
creditation body  to  establish  family  medicine  clerkships  in  the  51 
U.S.  schools  that  still  lack  clerkships  in  family  medicine.  Again,  the 
GAO  report  showed  that  those  schools  that  had  family  medicine 
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clerkships  had  a  18  percent  increase  in  student  career  choice  of 
family  practice  as  a  specialty. 

And  finally,  to  meet  the  faculty  development  needs  of  our  spe- 
cialty. We  currently  know  that  we  have  an  excess  of  600  faculty  va- 
cancies nationally.  Family  medicine  must  remain  a  unique  and  sep- 
arate funding  line  within  Title  VII  because  of  its  uniqueness.  Fam- 
ily medicine  is  the  only  specialty  in  medicine  that  distributes  itself 
in  a  ratio  equal  to  the  U.S.  population.  All  other  specialties,  includ- 
ing general  internal  medicine  and  general  pediatrics,  locate  pri- 
marily in  high  doctor  density  urban  areas.  Recent  data  has  shown 
that  family  physicians  are  five  times  more  likely  to  locate  a  prac- 
tice in  underserved  rural  areas  and  two  times  more  likely  to  locate 
a  practice  in  underserved  urban  areas  than  any  other  primary  care 
specialty  group. 

In  addition  to  that,  recent  HCFA  data  has  shown  that  the  1,500 
39  U.S.  counties  that  have  the  highest  family  physician  to  popu- 
lation ratios  have  the  lowest  per  beneficiary  medicare  cost,  the  low- 
est length  of  stay,  the  lowest  number  of  hospital  admissions,  the 
lowest  hospital  charges,  and  the  lowest  overall  mortality.  Family 
physicians  save  lives  and  save  costs.  You  can  call  it  the  gatekeeper 
methodology  or  you  can  call  it  preventive  medicine,  but  the  facts 
are  true,  family  physicians  save  costs  and  save  lives. 

Funding  for  primary  care  research  is  critical.  We  are  asking  that 
a  center  for  primary  care  research  be  established  within  the  Agen- 
cy for  Health  Care  Policy  and  Research,  and  that  $25  million  be 
targeted  to  fund  this  agency. 

Primary  care  research  would  focus  on  the  development  of  proto- 
cols of  care  that  would  make  the  best  use  of  our  country's  strained 
health  care  dollars. 

Lack  of  a  primary  care  research  infrastructure  has  also  been  re- 
sponsible for  the  underdevelopment  of  primary  care  in  our  Nation's 
medical  schools  and,  hence,  fewer  students  selecting  primary  care 
as  a  career  choice. 

Our  country  currently  invests  billions  of  dollars  in  medicare 
graduate  medical  education  payments,  and  NIH  payments  which 
favor  subspecialty  training  and  research.  Market  incentives  are 
desperately  needed  to  protect  and  enhance  family  medicine,  which 
improves  access,  controls  costs,  and  enhances  care  for  all  Ameri- 
cans. Your  support  of  these  programs  is  vital  to  the  survival  of 
family  medicine  in  the  United  States,  and  vital  to  improved  access 
and  lower  health  care  costs  for  all  Americans. 

We  have  heard  much  testimony  this  morning  about  disease-spe- 
cific care,  funding  for  disease-specific  care,  funding  for  prevention 
strategies.  But  without  an  investment  to  deliver  that  care,  the  in- 
vestment is  all  for  naught.  Family  medicine  provides  that  infra- 
structure for  the  delivery  of  that  care. 

I  want  to  thank  you  for  supporting  our  request  and  for  taking 
the  opportunity  to  listen  to  our  concerns.  I  would  be  happy  to  an- 
swer any  questions  that  the  committee  has  at  this  time.  Thank 
you. 

Mr.  Porter.  Dr.  Midtling,  let  me  thank  you.  You  were  right 
within  your  time  limit.  Your  testimony  was  excellent  and  right  to 
the  point,  and  we  very  much  appreciate  your  coming  to  testify 
today. 
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Dr.  MlDTLlNG.  Thank  you. 

[The  prepared  statement  of  John  E.  Midtling,  M.D.,  follows:] 


572 


ORGANIZATIONS  OF  ACADEMIC  FAMILY   MEDICINI 

I       SOCIETY   OF  TEACHERS  OF   FAMILY    MEDICINE 
ASSOCIATION  OF   DEPARTMENTS  OF   FAMILY    MEDICINE 
ASSOCIATION  OF  FAMILY   PRACTICE   RESIDENCY   DIRECTORS 
NORTH   AMERICAN    PRIMARY   CARE    RESEARCH  GROUP 


TESTIMONY  BEFORE  THE 

SUBCOMMITTEE  ON  LABOR/HHS, 

EDUCATION  AND  RELATED  AGENCIES 

HOUSE  COMMITTEE  ON  APPROPRIATIONS 

CONCERNING 
FAMILY  PRACTICE  TRAINING  PROGRAMS  AND  RESEARCH 


Presented  by 


January  31,  1995 

John  E.  Midtling,  MD,  MS 

Chairman,  Department  of  Family  Medicine 

Medical  College  of  Wisconsin 

Milwaukee,  Wisconsin 

on  behalf  of 


THE  SOCIETY  OF  TEACHERS  OF  FAMILY  MEDICINE 

ASSOCIATION  OF  DEPARTMENTS  OF  FAMILY  MEDICINE 

ASSOCIATION  OF  FAMILY  PRACTICE  RESIDENCY  DIRECTORS 

NORTH  AMERICAN  PRIMARY  CARE  RESEARCH  GROUP 


•4GTON.   DC   20036 


573 


Mr.  Chairman,  I  am  John  Midtling,  MD,  Chairman  of  the  Department  of  Family  Medicine 
at  the  Medical  College  of  Wisconsin  and  Chair  of  the  Academic  Family  Medicine 
Organizations'  Legislation  and  Federal  Policy  Subcommittee.  I  am  pleased  to  be  here  orice 
again  on  behalf  of  the  listed  academic  family  medicine  organizations  to  speak  in  support  of 
critical  funding  of  family  medicine  training  programs  and  research. 

Mr.  Chairman,  we  know  you  have  your  work  cut  out  for  you  with  a  mandate  to  cut 
government  spending  and  target  remaining  federal  funds  where  they  can  do  the  most  good. 
We  understand  that  tough  decisions  must  be  made.  I  am  here  today  because  we  believe 
that  the  small  amount  of  funding  spent  on  Section  747,  family  medicine  training,  of  Title  VII 
is  money  well  spent.  It  is  money  that  achieves  its  purpose  --  the  production  of  generalist 
physicians,  and  ones  who  serve  in  rural  and  urban  underserved  areas.  Moreover,  this 
funding  sows  the  seeds  for  a  more  cost-effective  utilization  of  health  care  dollars  in  the 
future. 

The  organizations  of  academic  family  medicine  support  a  new  authorized  and  appropriated 
level  of  $87  million  for  Section  747,  family  medicine  training,  and  maintaining  it  as  a  separate 
authorization  from  other  health  professions  training  programs.  Section  747  family  medicine 
training  funds  are  used  to  help  develop  and  maintain  an  infrastructure  for  the  production 
of  family  physicians.  Funding  is  used  for  the  establishment  of  departments  of  family 
medicine  within  medical  schools,  the  development  of  third-year  clerkships  in  family  medicine 
for  medical  students,  the  training  of  family  practice  residents,  and  development  of  teaching 
and  education  skills  for  family  medicine  faculty. 

Our  recommendation  would  provide  funds  for  60  new  residency  training  programs,  15  new 
departments,  51  additional  predoctoral  programs,  900  new  faculty  and  a  number  of 
collaborative  demonstration  projects.  This  recommendation  is  the  result  of  a  strategic  plan 
for  the  future  needs  of  family  medicine  developed  by  the  Academic  Family  Medicine 
Organizations,  which  is  represented  by  all  five  family  medicine  organizations. 

How  Do  We  Know  This  Title  VII  Money  Is  Well  Spent? 

Title  VII  has  helped  build  much  needed  family  medicine  training  capacity  and  quality. 
According  to  Division  of  Medicine  data,  Title  VII  grant  support  has  been  influential  in  the 
following: 

•  The  number  of  Departments  of  Family  Medicine  has  increased  24  percent  from  88 
in  1980  to  109  in  1994.  A  funding  preference  for  new  departments  helped  establish 
seven  new  departments  since  1992.  Two  more  have  applied  for  funds  to  establish  new 
departments  in  FY  1995,  and  six  others  are  currently  developing  proposals  for  future 
years.  This  funding  is  critical  for  these  and  the  other  seven  schools  who  would  still 
be  without  departments  of  family  medicine. 
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•  Funds  available  for  predoctoral  clerkships  in  family  medicine  helped  increase  family 
medicine  clerkships  by  40  percent  from  57  in  1990  to  80  in  1994.  There  are  still 
approximately  fifty  schools  without  required  third-year  clerkships. 

•  Family  practice  residency  training  programs  increased  in  number  from  388  in  1990 
to  421  in  1995,  the  largest  expansion  in  twenty  years.  In  the  last  two  years  the 
Residency  Review  Committee  (RRC)  has  received  over  150  applications  for 
accreditation  for  new  residency  programs.  Prior  to  this  the  average  number  of 
applications  in  a  given  year  was  35. 

Two  Government  Accounting  Office  (GAO),  reports  have  addressed  these  issues.  A  July 
1994  report,  states  that  "the  programs  were  important  for  funding  innovative  projects  and 
providing  "seed  money"  for  starting  new  programs.  For  example,  Title  VII  was  considered 
important  in  the  creation  and  maintenance  of  family  medicine  departments  and  divisions  in 
medical  schools..  ."(GAO/HEHS-94-164). 

The  GAO,  in  another,  more  recent  report,  states  in  October  1994,  that  "students  who 
attended  schools  with  family  practice  departments  were  57  percent  more  likely  to  pursue 
primary  care."  In  addition,  the  report  goes  on  to  say  that  "students  attending  medical  schools 
with  more  highly  funded  family  practice  departments  were  18  percent  more  likely  to  pursue 
primary  care  and  students  attending  schools  requiring  a  third-year  family  practice  clerkship 
were  [also]  18  percent  more  likely  to  pursue  primary  care."  The  money  spent  on  Section 
747  of  Title  VII  is  directly  targeted  in  these  areas.  (GAO/HEHS-95-9) 

Why  is  a  continued  and  enhanced  federal  role  necessary? 

Simply  put,  now  is  not  the  time  to  withdraw  life-line  funding  from  programs  that  are 
successfully  meeting  and  achieving  federal  policy  goals.  America  needs  family  physicians 
preferentially  to  provide  care  to  all  individuals,  from  cradle  to  grave,  in  all  areas  of  the 
country,  in  a  cost-effective,  high-quality  manner. 

There  is  a  tremendous  need  for  increased  production  of  family  physicians  and  other 
generalist  physicians  in  this  country.  Family  physicians  serve  in  rural  and  urban  underserved 
areas  in  the  same  proportion  as  the  population  which  no  other  specialty  does  and  serve  in 
health  profession  shortage  areas  and  community  and  migrant  health  centers  more  than  other 
specialists.  Family  doctors  are  especially  in  demand  in  those  sites  and  in  managed  care 
organizations.  Family  physicians  also  provide  the  most  cost-effective  care.  Medicare  data 
(most  recent  available)  show  that  the  increased  presence  of  family  physicians  in  a 
population,  greatly  reduces  costs  and  mortality. 

Although  managed  care  organizations  are  preferentially  recruiting  family  physicians,  43 
percent  of  salaried,  and  29  percent  of  capitated  plans,  report  that  it  takes  almost  one  year 
to  recruit  a  new  primary  care  physician.  A  recent  national  survey  of  family  medicine 
departments  and  residency  programs  shows  that  nearly  500  positions  in  departments  of 
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family  medicine  and  family  medicine  residency  programs  are  currently  unfilled,  and  that  an 
additional  700  faculty  positions  will  be  created  (but  not  necessarily  filled)  over  the  next  two 
years.  (Fam.  Med.  1995;  27:  98-102). 

Although  the  need  is  great,  the  federal  government  has  instituted  conflicting  incentives  that 
have  made  it  fiscally  difficult  to  develop  a  family  medicine  infrastructure.  Medicare 
reimbursement  rates  for  procedural  services.  Medicare  reimbursement  for  graduate  medical 
education  in  a  hospital  setting,  and  the  more  than  $10  billion  dollars  a  year  spent  on  NIH 
research  all  serve  to  induce  the  academic  medical  environment  to  greatly  produce  more 
subspecialists  than  primary  care  physicians.  Given  the  current  state  of  federal  incentives, 
market  forces  alone  are  not  enough  to  bring  about  the  necessary  changes  in  the  timeframe 
needed.  There  is  ample  evidence  of  a  tremendous  unmet  need  for  family  physicians  and 
other  primary  care  physicians.  The  Physician  Payment  Review  Commission,  Council  on 
Graduate  Medical  Education,  American  Medical  Association  and  Association  of  American 
Medical  Colleges  all  advocaate  increasing  the  supply  of  generalist  physicians.  Now  is  not  the 
time  to  dilute,  or  diminish,  the  only  federal  program  designed  to  produce  more  family  physicians. 

The  medical  school  environment  is  not  a  level  playing  field.  Family  medicine  departments 
and  residencies  cannot  compete  successfully,  given  their  limited  resources,  and  limited 
reimbursement  potential.  Moreover,  there  remain  15  schools  without  departments  of  family 
medicine  and  approximately  50  schools  without  third  year  clerkships  in  family  medicine.  In 
contrast,  internal  medicine  and  pediatrics  departments  and  clerkships  are  found  in  all 
schools.  Unlike  other  generalist  disciplines,  exposure  and  training  in  family  medicine  is  not 
yet  required  by  accrediting  bodies,  so  all  students  are  not  yet  even  exposed  to  family 
medicine  as  a  potential  career  choice. 

Family  medicine  has  not  yet  achieved  parity  with  other  primary  care  specialties  in  medicine 
or  academic  medicine.  An  average  department  of  internal  medicine  has  80  faculty.  The 
average  pediatric  department  has  greater  than  40  faculty.  Family  medicine  departments 
average  only  12  faculty. 

Eighty  percent  of  family  practice  residency  programs  are  located  in  community  hospitals, 
half  of  which  have  no  other  specialty  residency.  This  is  a  key  reason  family  medicine 
produces  physicians  who  practice  in  all  areas  of  the  country,  but  also  one  of  the  reasons 
there  is  not  a  great  deal  of  outside  funding  available  to  these  programs.  This  is  especially 
true  because  Medicare  does  not  reimburse  hospitals  for  graduate  medical  education  (GME) 
training  that  occurs  in  the  ambulatory  setting  ~  the  hallmark  of  family  medicine  residency 
training.  Not  only  does  Medicare  GME  not  reimburse  programs  for  such  training,  but  this 
type  of  training  is  more  labor-intensive  and  more  expensive  than  in-hospital  training. 

Yes,  family  physicians  are  preferentially  recruited  by  managed  care,  and  yes,  hospitals  and 
medical  schools  are  also  now,  heavily  recruiting  family  physicians,  but  there  is  a  tremendous 
shortage  of  family  physicians,  particularly  in  academia  where  it  is  difficult  to  recruit 
competitively  with  the  "market  forces"  that  are  finally  raising  salaries  for  primary  care 
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physicians  in  the  managed  care  sector.  We  are  currently  in  a  situation  where  student 
interest  is  growing,  at  both  the  predoctoral  and  residency  levels,  constraining  even  further 
the  resources  of  the  faculty  in  both  departments  and  residency  programs. 

It  is  this  faculty  role  to  which  Section  747  is  crucial  Family  medicine  training  funds  are  decisive 
in  providing  departments  and  residency  programs  with  the  minimum  funding  necessary  to  build 
the  infrastructure  needed  to  produce  the  family  physicians  needed  to  meet  our  nation 's  health 
care  needs.  The  federal  partnership  with  family  medicine  has  been  critical  to  the  development 
of  the  discipline,  which  is  still  in  its  early  stages.  Now  is  not  the  time  for  the  federal  government 
to  withdraw  this  much  needed  support. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH  (AHCPR) 

Also  of  concern  to  the  academic  family  medicine  community  is  funding  for  the  Agency  for 
Health  Care  Policy  and  Research  (AHCPR).  AHCPR's  mandate  specifies  clinical  practice 
research  to  include  primary  care  and  practice-oriented  research.  Research  funding 
availability  is  also  an  important  factor  in  increasing  the  number  of  physicians  going  into 
primary  care  medicine. 

In  addition,  we  support  $25  million  in  funding  dedicated  to  primary  care  research  within  the 
Agency  for  Health  Care  Policy  and  Research.  This  money  should  be  targeted  to  establish  a 
Center  for  Primary  Care  Research.  This  supplemental  funding,  with  direction  from  Congress, 
will  urge  AHCPR  to  devote  increased  attention  to  primary  care  issues. 

It  is  estimated  that  less  than  $10  million  of  the  total  federal  investment  in  medical  research 
is  awarded  to  family  medicine  principal  investigators.  This  has  precluded  family  medicine 
researchers  from  developing  vigorous  investigational  programs  to  guide  family  physicians  and 
others  in  providing  primary  care.  Consequently,  while  our  country  has  invested  in  basic 
medical  science  research  through  NIH  programs,  there  has  been  little  support  to  answer 
questions  of  major  concern  to  family  physicians  or  to  develop  clinical  applications  from  new 
basic  science  knowledge.  As  a  consequence,  physicians  in  family  practice  or  other  primary 
care  practice,  although  they  provide  the  majority  of  care  to  the  American  people,  have  had 
little  support  in  answering  research  questions  arising  from  their  own  experience. 

Although  a  bit  simplistic,  one  can  look  at  primary  care  research  as  research  into  the  best 
ways  to  implement  the  successes  of  biomedical  research.  In  other  words,  how  do  we  put  the 
critical  information  derived  from  biomedical  research  to  use  in  the  population.  Much  of 
primary  care  research  would  focus  on  development  and  assessment  of  protocols  of  care  that 
would  make  the  best  use  of  this  country's  strained  health  care  dollars. 

This  mandate  to  the  agency  has  given  hope  that  much  needed  primary  care  research  would 
receive  federal  attention  and  support  and  be  able  to  provide  the  nation  with  a  great  deal 
of  information  to  help  control  costs  of  health  care  and  improve,  or  reduce,  morbidity  and 
~*^        mortality.  More  needs  to  be  done,  however. 
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In  fact,  the  1992  Senate  Report  102-426  accompanying  P.L.  102-410,  which  reauthorized 
AHCPR,  states  that  the  Agency  should  strengthen  its  commitment  to  family  practice  and 
primary  care  research.   The  report  states: 

"The  committee  believes  that  inadequate  attention  has  been  given  to  conditions  that 
affect  the(se)  vast  majority  of  Americans  --  that  is,  the  undifferentiated  problems 
individuals  present  to  their  generalist  physicians.  A  focus  on  family  practice/primary 
care  research  is  essential  if  we  are  to  redirect  the  U.S.  health  care  system  that  is 
currently  skewed  toward  high  technology  medicine  for  catastrophic  diseases." 

If  we  are  ever  to  change  the  status  quo  in  this  country  and  examine  the  root  causes  of 
expensive  and  unnecessary  medical  care,  research  in  family  medicine  and  primary  care  is 
essential.  A  center  for  such  research  within  AHCPR,  with  dedicated  funding,  will  help 
achieve  this  goal. 

RECOMMENDATIONS  FOR  FAMILY  MEDICINE  TRAINING  AND  RESEARCH 

The  Organizations  of  Academic  Family  Medicine  have  three  main  recommendations  for  the 
FY96  Labor/HHS  Appropriations  bill.   They  are  as  follows: 

•  We  ask  that  you  continue  your  support  for  family  medicine  training,  and  bring  the 
appropriations  level  for  section  747  up  to  $87  million  for  FY  1996. 

•  We  ask  the  committee  to  express,  in  its  report,  its  opposition  to  the  merging  of  all 
primary  care  training  programs  under  one  authority. 

•  In  order  to  support  critical  practice-oriented  primary  care  research  we  are  asking  that 
an  additional  $25  million  be  targeted  to  establish  a  new  Center  for  Primary  Care 
Research  at  the  Agency  for  Health  Care  Policy  and  Research. 
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Tuesday,  January  31,  1995. 

WITNESS 
KENNETH  I.  BERNS,  M.D.,  PH.D.,  ASSOCIATION  OF  AMERICAN  MEDICAL 
COLLEGES 

Mr.  Porter.  Kenneth  I.  Berns,  M.D.,  Ph.D.,  Association  of  Amer- 
ican Medical  Colleges.  Dr.  Berns. 

Dr.  Berns.  Good  morning.  My  name  is  Kenneth  Berns  and  I  am 
Chairman  of  the  Association  of  American  Medical  Colleges,  on 
whose  behalf  I  appear  this  morning.  I  am  also  a  Professor  and 
Chairman  of  Microbiology  at  Cornell  Medical  College. 

The  AAMC  thanks  the  Members  of  this  subcommittee,  and  you 
personally,  Mr.  Chairman,  for  your  continued  support  of  the  Na- 
tional Institutes  of  Health.  We  believe  that  the  Federal  Govern- 
ment has  a  unique  and  necessary  role  in  the  support  of  this  Na- 
tion's biomedical  research  efforts.  As  a  consequence  of  that  Federal 
investment,  the  United  States  has  reaped  enormous  benefits  from 
technological  advances  in  health  care  and  from  the  explosive  devel- 
opment of  the  biotechnology  industry. 

Another  result  of  congressional  support  of  the  NIH  is  the  wealth 
of  scientific  opportunities  that  currently  exists.  The  testimony  to 
the  abundant  opportunities  available  is  the  NIH  director's  profes- 
sional judgment  budget  which  says  that  the  NIH  could  reasonably 
use  in  a  profitable  manner  a  15  percent  increase  in  funding  in  the 
coming  fiscal  year. 

We  appreciate  that  the  current  economic  constraints  that 
confront  this  Nation  make  an  increase  of  this  magnitude  improb- 
able. However,  we  wish  to  encourage  the  subcommittee  to  be  cog- 
nizant of  the  possibilities  of  biomedical  research,  and  we  are  con- 
fident that  the  subcommittee  will  appropriate  the  necessary  funds 
to  the  extent  possible. 

Investigator-initiated  research,  supported  primarily  through  re- 
search project  grants,  is  the  heart  of  the  NIH's  research  programs. 
There  is  general  consensus  within  the  research  community,  ex- 
pressed in  the  professional  judgment  budget,  that  the  NIH  should 
be  able  to  fund  35  percent  of  meritorious  research  project  grant  ap- 
plications to  ensure  that  top  quality  research  opportunities  are  not 
missed. 

Another  area  of  particular  interest  to  the  AAMC  is  the  general 
clinical  research  centers  program,  which  supports  clinical  research 
centers  at  university-based  hospitals  throughout  the  country.  These 
centers  offer  centralized  and  highly  specialized  resources  and  per- 
sonnel that  significantly  facilitate  progress  on  tomorrow's  lifesaving 
treatments  and  cures. 

The  general  clinical  research  centers  program  is  supported  by  the 
NIH's  National  Center  for  Research  Resources.  The  NCRR  is  a  crit- 
ical component  of  the  NIH,  assuring  that  the  programs  of  the  dis- 
ease-oriented institutes  will  have  the  essential  elements  of  a  vigor- 
ous research  environment,  including  state-of-the-art  instrumenta- 
tion and  advanced  technologies.  NCRR  programs  emphasize  shared 
resources,  which  promote  the  efficient  use  of  scarce  Federal  re- 
search dollars. 

The  AAMC  encourages  the  subcommittee  to  pay  particular  atten- 
tion to  the  needs  of  the  National  Center  for  Research  Resources  in 
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fiscal  year  1996.  The  AAMC  is  greatly  concerned  about  potential 
reductions  in  the  reimbursement  of  overhead,  associated  with  fed- 
erally funded  research  at  academic  medical  centers  and  univer- 
sities. 

During  the  past  year,  the  administration  has  undertaken  a  re- 
view of  issues  related  to  facilities  and  administrative  costs  associ- 
ated with  government-sponsored  research,  extending  a  process 
begun  in  the  Reagan  administration  and  continued  in  the  Bush  ad- 
ministration. The  administration  shortly  will  propose  significant 
changes  in  the  reimbursement  system  for  the  costs  associated  with 
research.  Although  the  proposed  changes  will  require  institutional 
concessions,  we  believe  they  represent  a  studied  approach  to  better 
accountability  and  potential  cost  reduction.  We  strongly  urge  the 
Congress  not  to  enact  arbitrary  reductions  or  caps  on  indirect  costs. 

The  geographic  and  specialty  maldistribution  of  physicians  in  the 
United  States  are  critical  issues  facing  the  Nation.  The  National 
Health  Service  Corps  and  the  health  professions  training  programs 
under  Title  VII  of  the  Public  Health  Service  Act  are  designed  to 
play  a  major  role  in  addressing  these  problems.  The  AAMC  urges 
the  subcommittee  to  continue  to  support  these  programs. 

For  example,  as  the  AAMC  and  its  member  schools  continue  our 
Project  3000  by  2000  initiative,  we  rely  upon  several  programs  in 
Title  VII  to  assist  us  in  striving  towards  the  project's  goal  of  ma- 
triculating at  least  3,000  underrepresented  minority  students  in 
medical  schools  by  the  year  2000  and  each  year  thereafter.  Our 
written  statement  provides  additional  details. 

In  closing,  the  AAMC  again  thanks  the  Members  of  the  sub- 
committee for  your  support  in  the  past  and  we  look  forward  to 
working  with  you  in  the  future. 

Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Dr.  Berns,  thank  you  for  your  fine  testimony  and 
for  being  with  us  this  morning. 

[The  prepared  statement  of  Kenneth  Berns,  MD.,  follows:] 
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My  name  is  Kenneth  I.  Berns,  M.D.,  Ph.D.,  and  I  am  Professor  and  Chairman  of  the 
Department  of  Microbiology  at  Cornell  University  Medical  College.  I  currently  serve  as  the 
Chairman  of  the  Association  of  American  Medical  Colleges  (AAMC)  and  I  also  chair  the 
AAMC's  Advisory  Panel  on  Biomedical  Research. 

The  AAMC  -  which  represents  all  126  accredited  U.S.  medical  schools;  some  400 
major  teaching  hospitals,  including  74  Veterans'  Administration  Medical  Centers;  91 
professional  and  academic  societies,  representing  70,000  faculty  members;  and  the  nation's 
medical  students  and  residents  --  appreciates  this  opportunity  to  comment  on  the  FY  1996 
appropriations  for  the  National  Institutes  of  Health  (NIH)  and  the  various  health  professions 
training  programs  funded  through  the  Health  Resources  and  Services  Administration.  The 
Association's  members  wish  to  thank  the  Chairman  and  members  of  this  Subcommittee  for 
their  continued  support  of  these  programs. 


Medical  Research 

The  Federal  Government  plays  a  unique  and  necessary  role  in  the  support  of  this 
nation's  biomedical  and  behavioral  research  efforts.  The  investment  that  the  Federal 
Government  has  made  in  the  NIH  has  produced  a  comprehensive  network  of  scientists, 
physicians,  and  technicians  at  more  than  1,700  institutions  across  the  United  States 
dedicated  to  the  continued  pursuit  of  fundamental  knowledge  and  the  application  of  this 
information  to  the  prevention,  diagnosis,  and  treatment  of  disease.  NIH-supported  scientists 
have  made  enormous  contributions  to  improving  the  health  and  quality  of  lives  for  all 
Americans  and,  indeed,  for  everyone  on  earth.  In  addition,  NIH-sponsored  research  has  made 
significant  economic  contributions,  both  locally  and  nationally.  The  role  that  the  U.S. 
biotechnology  industry  plays  globally  is  just  one  example  of  the  economic  benefits  to  be 
derived  from  NIH  research. 

Still,  America  faces  serious  health  problems  and  new  challenges  constantly  appear. 
In  my  own  area  of  research,  new  and  emerging  infections  represent  a  serious  and  growing 
threat  to  health  and  the  safety  of  food  in  this  country.  Infectious  diseases  are  the  among  the 
leading  causes  of  morbidity  and  mortality  in  the  United  States:  five  of  the  ten  leading  causes 
of  death  last  year  were  directly  or  indirectly  related  to  infectious  diseases.  In  addition,  15 
percent  of  all  1992  health  care  expenditures  in  the  U.S.  were  related  directly  or  indirectly  to 
infectious  diseases. 

Congressional  support  of  biomedical  research  has  produced  a  wealth  of  scientific 
opportunities  to  answer  these  challenges.  A  testimony  to  the  abundant  opportunities  available 
is  the  NIH  Director's  professional  judgement  budget,  which  says  that  the  NIH  could  reasonably 
use  in  a  profitable  manner  a  15  percent  increase  in  funding  in  the  coming  fiscal  year. 

For  FY  1  996,  the  AAMC  endorses  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding  that  the  NIH  be  funded  at  the  level  proposed  by  the  Director  of  the 
NIH  in  his  professional  judgement  budget.  The  Ad  Hoc  Group  has  analyzed  the  Director's 
Budget  thoroughly  and  found  it  to  represents  the  best  and  most  reliable  estimate  of  the  level 
of  funding  needed  to  sustain  the  high  standard  of  scientific  achievement  embodied  by  the  NIH. 
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We  appreciate  that  the  current  economic  constraints  that  confront  us  as  a  nation 
makes  an  increase  of  this  magnitude  improbable.  However,  we  wish  to  encourage  the 
Subcommittee  to  be  cognizant  of  the  possibilities  and  to  continue  to  support  the  NIH.  We  are 
confident  that  the  Subcommittee  will  appropriate  the  necessary  funds  to  the  extent  possible. 

Investigator-initiated  research,  supported  primarily  through  research  project  grants,  is 
the  heart  of  the  NIH's  research  programs.  There  is  general  consensus  within  the  research 
community,  expressed  in  the  professional  judgement  budget,  that  the  NIH  should  be  able  to 
fund  35  percent  of  meritorious  research  project  grant  applications.  However,  in  recent  years 
the  percentage  of  applications  funded  has  been  about  one  in  four,  and  in  some  NIH  institutes, 
less  than  one  in  five  approved  applications  can  be  funded. 

This  problem  is  particularly  critical  for  new  research  project  applications.  The  new 
ideas  proposed  in  such  applications  drive  medical  progress.  Yet  because  of  inadequate 
resources,  in  some  fields  of  medical  research,  grant  applications  judged  to  be  in  the  top  10 
to  1 2  percent  of  applications  received  often  go  unfunded  the  first  time  they  are  reviewed.  As 
a  result,  many  important  scientific  leads  are  being  delayed  or  lost. 

At  the  same  time,  a  study  last  year  from  the  National  Research  Council  entitled  "The 
Funding  of  Young  Investigators  in  the  Biological  and  Biomedical  Sciences"  reported  data  from 
the  NIH  indicating  that  the  number  of  R-01  grant  applications  from  individuals  under  age  37 
fell  by  54  percent  from  1 985  to  1 993.  This  study  graphically  illustrates  the  potential  effects 
of  current  funding  trends. 

The  knowledge  gained  through  fundamental  research  must  be  applied  to  clinical 
problems  in  the  diagnosis,  treatment,  and  prevention  of  disease.  Clinical  research  often 
provides  important  leads  to  identify  further  basic  research  opportunities.  In  recent  years,  NIH 
funding  for  clinical  research  activities  has  not  kept  pace  with  available  research  opportunities 
or  with  current  health  needs. 

One  area  of  clinical  research  activity  that  has  been  severely  hampered  by  recent 
funding  trends  is  the  General  Clinical  Research  Centers  (GCRC)  program.  This  program 
supports  clinical  research  centers  at  university-based  hospitals  throughout  the  country.  The 
GCRC's  are  important  because  they  offer  centralized  and  highly  specialized  resources  for 
research  aimed  at  understanding  disease  processes  and  discovering  better  therapies  and  cures 
for  a  host  of  conditions,  including  cancer,  heart  disease,  hypertension,  diabetes,  AIDS, 
Alzheimer's  disease,  osteoporosis,  and  cystic  fibrosis.  A  typical  GCRC  has  both  inpatient  and 
outpatient  research  facilities.  Within  a  GCRC,  clinical  investigators  have  access  to  specialized 
laboratories,  metabolic  kitchens,  specially  trained  research  nurses  and  dieticians, 
biostatisticians,  and  computer  systems  managers.  This  collection  of  highly  specialized 
personnel  and  resources  provides  a  supportive  environment  for  the  patient  and  significantly 
facilitates  progress  on  tomorrow's  live-saving  treatments  and  cures. 

The  GCRC  program  has  seen  less  than  3  percent  growth  after  adjustment  for  inflation 
since  1985.  At  the  same  time  the  utilization  of  the  GCRC's  has  increased,  straining  their 
capacity. 
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The  GCRC  program  is  supported  by  the  NIH's  National  Center  for  Research  Resources 
(NCRR).  The  NCRR  is  a  critical  component  of  the  NIH,  assuring  that  the  programs  of  the 
disease-oriented  institutes  will  have  the  essential  elements  of  a  vigorous  research 
environment.  The  NCRR  provides  state-of-the-art  instrumentation,  advanced  technologies, 
essential  animal  models  and  resources,  and  comprehensive  support  for  clinical  research. 

In  addition,  NCRR  programs  emphasize  shared  resources,  which  promote  the  efficient 
use  of  scarce  Federal  research  dollars.  These  programs  encourage  interactions  among 
scientists,  which  stimulate  interdisciplinary  efforts.  By  providing  new  research  technologies 
and  providing  shared  resources,  the  NCRR  enhances  the  productivity  of  the  Federal-academic 
research  partnership. 

The  AAMC  thanks  the  Subcommittee  for  its  support  of  the  NCRR  in  the  FY  1995 
appropriation.  However,  the  ability  of  the  NCRR  to  fulfiii  its  mission  has  been  strained  by 
declining  appropriations  in  previous  years.  Even  with  the  increase  in  FY  1 995,  funding  for  the 
NCRR,  as  a  percentage  of  the  overall  NIH  budget,  falls  short  of  the  levels  of  the  mid-1980s. 

The  impact  of  these  funding  constraints  has  been  severe.  For  example,  the  Shared 
Instrumentation  Grant  program  has  been  cut  by  75  percent  in  recent  years.  This  program 
helps  scientists  meet  critical  instrumentation  needs  by  providing  groups  of  investigators  with 
cost-effective,  technologically  sophisticated  equipment  that  would  be  prohibitively  expensive 
to  support  on  a  single  grant  application.  By  sharing  equipment,  scientists  are  able  to  maximize 
the  effectiveness  of  Federal  research  dollars. 

The  health  of  tomorrow's  research  efforts  depends  upon  revitalization  of  the  NCRR 
today.  Therefore,  the  AAMC  urges  the  Subcommittee  to  pay  particular  attention  to  the  needs 
of  the  National  Center  for  Research  Resources. 

The  AAMC  is  greatly  concerned  about  potential  reductions  in  the  reimbursement  of 
overhead  associated  with  federally  funded  research  at  academic  medical  centers  and 
universities.  Significant  changes  have  been  made  in  the  Federal  policies  governing  so-called 
indirect  cost  reimbursement.  In  October  1 991 ,  the  Office  of  Management  and  Budget  (OMB) 
imposed  a  cap  on  the  reimbursement  for  administrative  expenses  at  26  percent  of  direct 
costs.  At  the  same  time,  OMB  clarified  its  rules  to  disallow  charges  for  specific  inappropriate 
costs.  In  July  1993,  the  OMB  placed  additional  limits  on  cost  reimbursement  through 
revisions  of  OMB  Circular  A-21. 

More  recently,  the  Administration  has  undertaken  a  review  of  issues  related  to  facilities 
and  administrative  costs  associated  with  government  sponsored  research,  extending  a  process 
begun  in  the  Reagan  and  Bush  administrations.  It  is  our  understanding  that  the  Administration 
will  propose  significant  changes  in  indirect  cost  policies  to  reform  the  grant  process  and  to 
achieve  cost  efficiencies.  These  changes  are  to  be  implemented  through  modifications  of 
OMB  Circular  A-21  and  other  guidances,  scheduled  for  publication  when  the  President's  FY 
1996  budget  is  released.  These  changes  were  developed  following  extensive  consultation 
between  the  Administration  and  the  university  research  community.  Although  the  proposed 
changes  will  require  institutional  concessions,  we  believe  they  represent  a  studied  approach 
to  better  accountability  and  potential  cost  reduction.   We  strongly  urge  the  Congress  not  to 
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enact  arbitrary  reductions  or  caps  on  indirect  costs. 


Health  Professions  Training 

The  geographic  and  specialty  maldistribution  of  physicians  in  the  United  States  are 
critical  issues  facing  both  the  Congress  and  the  nation.  Although  the  National  Health  Service 
Corps  (NHSC)  and  the  health  professions  training  programs  under  Title  VII  of  the  Public  Health 
Service  Act  are  designed  to  play  a  major  role  in  solving  these  problems,  over  the  past  20  years 
these  programs  have  not  received  funding  in  the  amounts  necessary  to  enable  them  to  meet 
all  of  the  needs  that  they  were  created  to  address. 

The  NHSC  was  established  to  assist  in  the  recruitment  of  primary  care  health 
professionals  for  service  in  shortage  areas.  In  contrast  to  the  1 980s,  when  funding  for  the 
NHSC  was  virtually  gutted,  the  corps  has  seen  an  overdue  but  welcome  increase  in  funding 
support  during  the  past  few  years.  In  the  FY  1995  appropriations  bill  for  the  Department  of 
Health  and  Human  Services,  the  NHSC  received  $125.1  million,  a  $1.2  million  increase  over 
the  comparable  FY  1994  level.  Since  the  NHSC  can  play  an  important  role  in  redressing  the 
geographic  imbalance  that  characterizes  physician  distribution,  the  AAMC  urges  the 
Subcommittee  to  continue  this  upward  trend  in  support  for  the  NHSC. 

The  Title  VII  health  professions  training  programs  have  been  sorely  underfunded  in 
recent  years;  last  year's  appropriations  for  Title  VII  fell  short  of  the  funding  levels  that 
Congress  provided  20  years  ago  for  these  programs,  without  even  taking  inflation  into 
account.  However,  Congress  last  year  recognized  the  importance  of  the  support  the  Title  VII 
programs  provide  to  students  and  training  programs  by  allocating  $290.3  million  for  Title  VII 
in  FY  1 995,  a  $7.6  million  increase  from  the  FY  1 994  level.  The  AAMC  joins  the  more  than 
35  organizations  of  the  Health  Professions  and  Nursing  Education  Coalition  (HPNEC), 
representing  a  variety  of  schools,  programs,  and  individuals  dedicated  to  educating 
professional  health  personnel,  in  urging  the  Subcommittee  to  continue  its  support  of  the  Title 
VII  programs,  which  are  currently  being  considered  for  reauthorization. 

The  Title  VII  programs  are  designed  to  meet  the  nation's  needs  for  an  expanded  supply 
of  primary  health  care  providers,  improve  the  geographic  distribution  of  health  professionals, 
and  increase  access  to  health  care  in  both  urban  and  rural  underserved  areas.  Three  programs 
under  Title  VII  provide  support  to  medical  schools  and  teaching  hospitals  for  planning, 
developing,  and  operating  programs  that  emphasize  the  education  of  students  and  residents 
in  generalist  medicine.  The  AAMC  urges  the  Subcommittee  to  provide  an  appropriate  level 
of  support  for  these  three  programs  --  general  internal  medicine  and  general  pediatrics 
residencies,  family  medicine  training,  and  preventive  medicine  residencies. 

The  AAMC  also  recommends  continued  support  for  geriatric  education  centers  and 
geriatric  training  programs  for  physicians  and  other  health  professionals.  These  centers  were 
created  to  provide  physicians  and  other  health  professionals  with  the  skills  necessary  to  care 
for  the  growing  number  of  elderly  Americans.  Support  for  geriatric  training  must  keep  pace 
with  the  rising  demand  for  specialized  services  necessary  to  care  for  an  aging  population. 
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Title  VII  also  provides  grants  for  the  creation  and  operation  of  area  health  education 
centers  (AHECs)  and  health  education  and  training  centers  (HETCs).  These  programs  provide 
clinical  training  opportunities  for  medical  students  and  residents  in  predominately  rural  settings 
by  extending  the  resources  of  academic  health  centers  to  communities  in  need  of  health  care 
and  health  education.  Through  these  linkages,  AHEC  projects,  which  eventually  become 
state-  or  self-supported,  form  networks  of  institutions  that  simultaneously  provide  health  care 
to  underserved  populations  and  educational  services  to  students,  faculty,  and  practitioners. 
The  AAMC  urges  the  Subcommittee  to  continue  its  commitment  to  AHECs  and  HETCs,  which 
exemplify  the  synergies  possible  in  well-crafted  federal-state  and  public-private  partnerships. 

As  the  AAMC  and  its  member  schools  continue  with  our  Project  3000  by  2000 
initiative,  we  rely  upon  several  programs  in  Title  VII  to  assist  us  in  striving  toward  the 
Project's  goal  of  matriculating  at  least  3,000  underrepresented  minority  students  in  medical 
schools  by  the  year  2000  and  each  year  thereafter.  For  example.  Title  VII  authorizes  two 
major  programs  upon  which  institutions  rely  to  increase  the  representation  in  medicine  of 
minorities  and  individuals  from  disadvantaged  backgrounds.  Grants  made  to  medical  schools 
under  the  Health  Careers  Opportunity  Program  (HCOP)  are  used  to  identify  and  recruit 
disadvantaged  students,  facilitate  their  entry  into  medical  school,  and  help  them  complete 
their  education.  The  Centers  of  Excellence  program  extends  grants  to  health  professions 
schools  for  the  establishment  and  expansion  of  programs  to  enhance  the  academic 
performance  of  minority  students.  The  AAMC  hopes  the  Subcommittee's  funding 
recommendations  will  recognize  the  crucial  support  these  two  programs  provide  to  our  efforts 
in  recruiting  and  retaining  qualified  minority  medical  students. 

In  addition.  Title  VII  includes  four  loan  and  scholarship  programs  that  assist  needy  and 
disadvantaged  medical  students  in  covering  the  costs  of  their  education;  these  are  the 
Exceptional  Financial  Need  scholarship,  the  Financial  Aid  for  Disadvantaged  Health  Professions 
Students  scholarship,  the  Scholarships  for  Disadvantaged  Students,  and  the  Loans  for 
Disadvantaged  Students  programs.  The  AAMC  hopes  the  Subcommittee  will  recommend 
funding  for  these  programs  that  is  at  a  sufficient  level  to  help  poor  and  otherwise 
disadvantaged  students  overcome  the  financial  barriers  they  face  in  pursuing  their  medical 
education. 

Finally,  I  wish  to  express  the  AAMC's  strong  support  for  the  activities  of  the  Physician 
Payment  Review  Commission  and  the  Prospective  Payment  Assessment  Commission.  Both 
of  these  organizations  provide  extensive  data  collection  and  analytical  capabilities  that  we 
believe  greatly  inform  the  policy-making  debate  in  their  respective  areas.  As  Congress 
continues  to  address  issues  in  health  care,  the  expertise  and  unique  abilities  of  these  two 
organizations  are  valuable  national  resources  that  should  be  preserved. 

The  AAMC  regrets  that  time  constraints  limit  the  opportunity  to  discuss  other 
important  health  and  education  programs  under  the  Subcommittee's  jurisdiction.  We 
appreciate  the  continued  support  the  Subcommittee  has  given  these  programs.  We  emphasize 
again  their  critical  importance  and  look  forward  to  working  with  the  Subcommittee  members 
and  staff  to  achieve  their  implementation. 
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Tuesday,  January  31,  1995. 


WITNESS 
VAL  BIAS,  NATIONAL  HEMOPHILIA  FOUNDATION 

Mr.  Porter.  Our  next  witness  is  Val  Bias,  National  Hemophilia 
Foundation.  Mr.  Bias. 

Mr.  Bias.  Mr.  Chairman  and  Members  of  the  subcommittee,  my 
name  is  Val  Bias.  I  am  a  person  with  severe  Factor  LX  deficiency 
who  has  acquired  Hepatitis  B  virus,  Hepatitis  C  virus,  HIV,  and 
Parvovirus  through  the  use  of  blood  products.  Two-and-a-half  years 
ago,  I  lost  my  wife,  Katie,  as  a  result  of  AIDS  contracted  through 
my  exposure. 

I  am  here  today  representing  the  National  Hemophilia  Founda- 
tion, a  volunteer  health  agency  working  to  improve  the  health  and 
welfare  of  20,000  persons  with  hemophilia,  von  Willebrand's  dis- 
ease, and  other  clotting  deficiencies  in  the  U.S. 

The  hemophilia  community  continues  to  be  the  first  marker  in 
the  event  of  any  complication  or  virus  that  impacts  the  blood  sup- 
ply. In  effect,  persons  with  hemophilia  serve  as  the  early  warning 
system  for  transmission  of  diseases  through  the  blood  supply. 

CDC  funding  has  made  possible  the  work  of  peer  support  groups 
such  as  the  Men's  Advocacy  Network,  the  Women's  Outreach  Net- 
work, and  the  Chapter  Outreach  Demonstration  Projects.  These 
groups  have  addressed  the  HIV  epidemic  and  have  facilitated  the 
rebuilding  of  three  generations  of  people  with  hemophilia  whose 
lives  have  been  devastated  by  HIV.  By  combining  medical, 
psychosocial,  and  peer  leadership  strategies,  these  groups  have 
achieved  remarkable  success  in  reducing  sexual  and  perinatal 
spread  of  HIV  in  this  community. 

NHF  has  also  strongly  supported  CDC's  recently  established 
hematologic  disease  intervention  program,  which  is  designed  to 
prevent  or  reduce  the  complications  associated  with  hemophilia 
and  other  bleeding  disorders.  Bleeding  episodes  can  result  in  severe 
joint  damage,  stroke,  as  well  as  damage  to  the  other  organ  sys- 
tems. 

In  consultation  with  NHF  and  its  network  of  treatment  centers, 
peer  groups,  chapters,  the  CDC  has  developed  cost-effective  ap- 
proaches to  prevent  disabling  complications  from  bleeding  dis- 
orders. It  will  define  the  scope  of  complications  of  hemophilia  and 
other  bleeding  disorders  and  their  impact  on  health  care  resources. 

NHF  requests  that  the  fiscal  year  1996  Labor-HHS  appropria- 
tions bill  report  provide  an  additional  $1  million  for  hemophilia-re- 
lated programs  and  activities.  In  addition,  the  National  Heart, 
Lung  and  Blood  Institute  in  consultation  with  NHF  has  developed 
a  scientific  blueprint  to  pursue  hemophilia  gene  therapy  research. 
With  strong  support  from  the  House  and  Senate  Appropriations 
Committee,  NHLBI  initiated  an  extramural  grants  program  in  he- 
mophilia gene  therapy  research  at  $2  million. 

NHF  requests  that  for  fiscal  year  1996  the  bill  provide  for  contin- 
ued support  provided  for  in  last  year's  Labor-HHS  appropriations 
bill  maintaining  the  support  level  at  $2  million. 

Further,  the  foundation  has  a  series  of  recommendations  related 
to  the  safety  of  the  blood  supply.  Historically,  the  community  has 
been  impacted  by  a  number  of  viruses  through  the  blood  supply. 
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Most  notably,  HIV.  Those  affected,  80  to  90  percent  of  the  severe 
hemophilia  population  have  already  died.  We  have  had  5,000 
deaths  and  4,000  others  are  in  the  later  stages  of  HIV.  The  recent 
withdrawal  of  blood  and  plasma  derivatives  contaminated  by 
Creutzfeldt-Jakob  disease,  a  central  nervous  disorder,  dramatically 
demonstrates  that  the  system  of  blood  safety  is  still  in  jeopardy. 

The  National  Hemophilia  Foundation  continues  to  be  concerned 
that  no  adequate  system  accountable  and  responsible  for  donor 
health  exists  in  this  country.  No  procedures  exist  for  appropriately 
reporting  changes  in  donor  health  status  after  a  blood  donation. 

Without  additional  safeguards,  we  will  never  be  able  to  proclaim 
we  do  all  we  can  do  to  ensure  the  safety  of  the  blood  supply.  Until 
some  mechanism  is  in  place  to  determine  the  health  outcomes  of 
people  who  donate  blood  and  who  may  later  present  themselves  for 
treatment  of  transmissible  diseases,  the  foundation  recommends 
that  a  study  be  funded  through  NHLBI  on  the  possible  impact  of 
CJD  on  the  hemophilia  population  and  the  blood  supply  in  general. 
We  also  recommend  that  NHLBI  receive  at  least  parity  in  funding 
with  other  institutes. 

The  National  Hemophilia  Foundation  has  been  working  in  co- 
operation with  the  National  Institute  of  Allergy  and  Infectious  Dis- 
eases to  ensure  full  access  to  HIV/AIDS  clinical  trials  for  hemo- 
philia patients. 

The  NHF  requests  continuation  of  the  current  support  as  pro- 
vided in  previous  appropriations.  The  hemophilia  treatment  centers 
program,  funded  through  the  maternal  child  health  set-aside  and 
administered  by  the  Maternal  and  Child  Health  Bureau  consists  of 
a  regionalized  system  of  hemophilia  treatment  centers  providing 
support  to  over  100  facilities  throughout  this  country.  The  system 
serves  over  60  percent  of  the  hemophilia  population,  and  it  is  a 
well-documented  model  for  other  chronic  diseases  with  remarkable 
health  and  economic  data  to  support  its  numerous  successes. 

Hemophilia  treatment  centers  are  inadequately  funded  to  meet 
the  enormous  increase  in  health  care  needs  at  their  patient  popu- 
lations and  families,  with  18  States  underserved  or  unserved.  NHF 
requests  that  the  Labor-HHS  appropriations  bill  provide  additional 
funding  of  $500,000  for  regionalized  systems  of  hemophilia  treat- 
ment centers  under  the  maternal  child  health  set-aside. 

Thank  you  very  much. 

[The  prepared  statement  of  Val  D.  Bias  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Val  Bias. 
I  am  a  person  with  severe  Factor  IX  deficiency  who  has  acquired 
Hepatitis  B  virus,  Hepatitis  C  virus,  human  immunodeficiency  virus 
(HIV),  and  Parvovirus  through  the  use  of  blood  products.  Two  and 
a  half  years  ago  I  lost  my  wife,  Katie,  as  a  result  of  AIDS 
contracted  through  my  exposure.  I  am  here  today  representing  the 
National  Hemophilia  Foundation  (NHF) ,  a  voluntary  health  agency 
working  to  improve  the  health  and  welfare  of  the  20,000  persons 
with  hemophilia,  von  Willebrand's  disease,  and  other  clotting 
deficiencies  in  the  U.S. 

The  hemophilia  community  continues  to  be  the  first  marker  in  the 
event  of  any  complication  or  virus  that  impacts  the  blood  supply. 
In  effect,  persons  with  hemophilia  serve  as  the  early  warning 
system  for  transmission  of  diseases  through  the  blood  supply. 

Over  the  years,  this  Committee  has  been  very  supportive  of  the 
hemophilia  community  and  its  needs  in  a  number  of  areas. 

Centers  for  Disease  Control  and  Prevention 

*RISK  REDUCTION  --CDC  funding  has  made  possible  the  work  of  peer 
support  groups  such  as  the  Men's  Advocacy  Network  (MANN),  the 
Women's  Outreach  Network  (WONN) ,  and  the  Chapter  Outreach 
Demonstration  Project  (CODP) .  These  groups  have  addressed  the  HIV 
epidemic  and  have  facilitated  the  rebuilding  of  three  generations 
of  people  with  hemophilia  whose  lives  have  been  devastated  by  HIV. 
By  combining  medical,  psychosocial  and  peer  leadership  strategies, 
these  groups  have  achieved  remarkable  success  in  reducing  the 
sexual  and  perinatal  spread  of  HIV. 

♦HEMATOLOGIC  DISEASES  INTERVENTION  PROGRAM  --NHF  also  strongly 
supports  CDC's  recently  established  hematologic  disease 
intervention  program,  which  is  designed  to  prevent  or  reduce  the 
complications  associated  with  hemophilia  and  other  bleeding 
disorders.  Bleeding  episodes  can  result  in  severe  joint  damage, 
stroke,  as  well  as  damage  to  other  organ  systems.  In  consultation 
with  NHF  and  its  network  of  treatment  centers,  peer  groups  and 
chapters,  CDC  will  develop  cost-effective  approaches  to  prevent 
disabling  complications  from  bleeding  disorders;  it  will  -- 

■  Define  the  scope  of  the  complications  of  hemophilia  and  other 
bleeding  disorders  and  their  impact  on  health  care  resources. 

-■  Assess  the  opportunities  for  reducing  premature  complications, 
crippling  effects  and  death. 

■  Provide  education  on  safe  home  infusion  practices,  joint 
damage  and  other  complication  of  bleeding  disorders  a  through 
peer- led  programs. 

Recommended  Action;  NHF  requests  that  the  FY  1995  Labor-HHS 
Appropriation  Bill  report  provide  for  an  additional  $1.0 
million  for  the  hemophilia  related  program  activities. 
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National  Heart.  Lung  and  Blood  Institute  (NHLBI) 

In  addition,  the  National  Heart,  Lung  and  Blood  Institute  (NHLBI), 
in  consultation  with  NHF,  developed  a  scientific  blueprint  to 
pursue  hemophilia  gene  therapy  research.  With  strong  support  from 
the  House  and  Senate  Appropriations  Committees,  NHLBI  initiated  an 
extramural  grants  program  in  hemophilia  gene  therapy  research  at  $2 
million. 

Recommended  Action;  NHF  requests  that  the  FY  1995  Labor-HHS 
Appropriation  Bill  report  provide  for  continued  support 
provided  for  in  last  year's  Labor-HHS  Appropriations  Bill, 
maintaining  the  support  level  at  $2  million. 

Further,  the  Foundation  has  a  series  of  recommendations  related  to 
the  safety  of  the  blood  supply.  Historically,  the  hemophilia 
community  has  been  impacted  by  a  number  of  viruses  through  the 
blood  supply.  The  most  notable  of  these  is  HIV,  which  has  infected 
between  80  and  90  percent  of  people  with  severe  hemophilia,  and 
between  10  and  20  percent  of  their  spouses  and  children.  To  date, 
the  hemophilia  community  has  suffered  more  than  5,000  deaths,  and 
an  additional  4,000  are  in  the  latter  stages  of  HIV  disease.  Other 
viruses  impacting  the  hemophilia  community  include  Hepatitis  B 
virus,  Hepatitis  C  virus,  and  most  recently,  European  exposures  to 
Hepatitis  A,  and  Parvovirus  in  the  United  States.  The  recent 
withdrawal  of  blood  and  plasma  derivatives  contaminated  by 
Creutzfeldt -Jakob  disease  (CJD) ,  a  central  nervous  system  disorder, 
dramatically  demonstrates  that  the  system  of  blood  safety  is  still 
in  jeopardy.  The  National  Hemophilia  Foundation  continues  to  be 
concerned  that  no  adequate  system  accountable  and  responsible  for 
donor  health  exists  in  this  country.  No  procedures  exist  for 
appropriately  reporting  changes  in  donor  health  status  after  blood 
donation. 

Without  additional  safeguards,  we  will  never  have  the  ability  to 
proclaim  --  We  do  all  we  can  do  to  ensure  the  safety  of  the  blood 
supply  --  until  some  mechanism  is  in  place  to  determine  the  health 
outcomes  of  people  who  donate  blood  and  who  may  later  present 
themselves  for  treatment  of  transmissible  diseases. 

Recommended  Action:  The  Foundation  recommends  that  a  study 
be  funded  through  NHLBI  on  the  possible  impact  of  CJD  on  the 
hemophilia  population  and  the  blood  supply  in  general.   We 
also  recommend  that  NHLBI  receive  at  least  parity  in 
funding,  or  up  to  a  15  percent  increase  in  research  support, 
including  initiatives  focused  on  protecting  the  blood  supply 
in  this  country. 

National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID) 

The  National  Hemophilia  Foundation  has  been  working  in  cooperation 
with  the  National  Institute  of  Allergy  and  Infectious  Diseases 
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(NIAID)  to  ensure  full  access  to  HIV/AIDS  clinical  trails  for 
hemophilia  patients,  utilizing  the  existing  network  of  hemophilia 
treatment  centers  ("ACTU  Without  Walls"  Concept). 

RgflOBBOandad  Acfr&P""  NHF  requests  continuation  of  current 
support  as  provided  for  in  previous  appropriations. 

Maternal  and  Child  Health  Set-Aside  Program 

The  Hemophilia  Treatment  Centers  (HTC)  Program,  funded  through  the 
Maternal  and  Child  Health  Set -aside  and  administered  by  the 
Maternal  and  Child  Health  Bureau,  consists  of  a  regionalized  system 
of  hemophilia  treatment  centers,  providing  support  to  over  100 
facilities  throughout  the  country.  The  system  serves  over  60%  of 
the  hemophilia  population.  It  is  a  well  -documented  model  for 
other  chronic  diseases  with  remarkable  health  and  economic  data  to 
support  its  numerous  successes. 

Hemophilia  treatment  centers,  however,  are  inadequately  funded  to 
meet  the  enormous  increase  in  the  health  care  needs  of  their 
patient  population  and  families,  with  about  18  states  underserved 
or  unserved.  It  is  essential  that  the  regional  HTC  structure  be 
expanded,  particularly  to  address  these  overwhelming  needs. 

Recommended Action:     NHF   requests   that   the   Labor-HHS 

Appropriations  Bill  provide  additional  funding  of  $500,000  for 
the  regionalized  system  of  hemophilia  treatment  centers  under 
the  Maternal  and  Child  Health  Set -aside. 
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Mr.  Porter.  Mr.  Bias,  because  all  of  our  Members  weren't  here 
when  you  began,  can  you  tell  us  again  how  you  contracted  the  HIV 
virus  so  that  they  know? 

Mr.  Bias.  Through  the  use  of  blood  products.  I  am  of  the  severe 
population,  80  to  90  percent  of  the  severe  population,  approxi- 
mately 10,000  individuals  contracted  HIV  through  the  use  of  blood 
products  in  1982  and  1983.  About  10  to  20  percent  of  our  spouses 
and  children  were  also  infected  through  the  lack  of  early  warning 
or  actually  through  the  lack  of  addressing  the  issue  when  we  could 
have  addressed  hepatitis  in  the  late  1970s. 

Mr.  PORTER.  I  had  a  very  good  friend  who  had  a  heart  attack 
about  that  time  and  received  blood  transfusions  of  tainted  blood, 
contracted  the  virus  and  died  of  it.  We  have  made  some  progress 
since  that  time  in  screening  the  blood,  have  we  not,  though? 

Mr.  Bias.  We  have.  We  haven't  completed  it. 

Mr.  PORTER.  It  is  much  improved,  but  it  is  not  yet  a  certainty 
that  you  won't  receive  blood  that  is  tainted,  is  that  correct? 

Mr.  BIAS.  As  recently  as  two  months  ago,  there  was  a  withdrawal 
of  blood  because  of  Creutzfeldt--Jakob  disease,  and  I  know  of  more 
than  50  members  or  families  that  have  been  exposed  to  that.  It  has 
a  30-year  incubation  period,  but  we  will  see  if  they  come  up  with 
CJD. 

Mr.  Porter.  And  you  said  you  lost  your  wife  to  AIDS  because 
of — explain  that  again. 

Mr.  Bias.  My  exposure  to  HIV,  at  the  time  not  knowing  that  HIV 
was  transmitted  sexually,  exposed  my  wife  prematurely  and  she 
died  two-and-a-half  years  ago  of  full  blown  AIDS. 

Mr.  PORTER.  We  very  much  appreciate  your  coming  to  testify 
today  and  for  bringing  these  things  home  to  our  understanding  and 
we  learn  from  what  you  tell  us,  so  thank  you. 

Mr.  Bias.  Thank  you  very  much  for  your  time. 


Tuesday,  January  31,  1995. 

WITNESS 

C.  EUGENE  CARLTON,  JR.,  M.D.,  AMERICAN  UROLOGICAL  ASSOCIA- 
TION 

Mr.  Porter.  C.  Eugene  Carlton,  Jr.,  M.D.  American  Urological 
Association.  Dr.  Carlton,  welcome. 

Dr.  Carlton.  Thank  you,  Mr.  Chairman  and  Members  of  the 
subcommittee.  I  am  Gene  Carlton.  I  am  a  Professor  of  Urology  at 
Baylor  College  of  Medicine  in  Houston  and  President  of  the  Amer- 
ican Urological  Association.  I  am  very  pleased  to  have  the  oppor- 
tunity to  present  the  recommendations  of  our  organization  for  fiscal 
year  1996  funding  for  urological  research.  And  I  will  summarize 
our  statement  for  the  record. 

Our  organization  appreciates  the  support  that  you  personally, 
Mr.  Chairman,  and  this  subcommittee  have  given  to  urologic  re- 
search functions  through  the  years.  Urological  diseases  can  affect 
anyone,  from  early  infancy  through  the  latest  years  of  life.  Their 
effect  on  minority  populations  and  women  is  disproportionate  to 
their  overall  effect  on  the  entire  population.  These  diseases  cur- 
rently result  in  health  care  expenditures  of  the  United  States  of 
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over  $9  billion  each  year.  Measurable  advances  in  the  prevention 
and  the  cure  of  these  diseases  have  been  made  because  of  the  sup- 
port provided  by  the  National  Institutes  of  Health.  Our  specific 
funding  suggestions  are  a  conservative  estimate  of  what  is  needed 
to  move  forward  in  key  areas  of  urologic  science. 

Research  just  published  as  late  as  this  past  week  on  the  early 
detection  of  prostate  cancer  confirms  the  value  and  accuracy  of  the 
PSA  blood  test.  We  need,  however,  new  and  more  specific  markers 
to  detect  early  prostate  cancer.  And  we  need  to  improve  our  ability 
to  treat  prostate  cancer.  Substantial  resources  for  breast  cancer  are 
already  available,  but  prostate  cancer  research  funding  has  not 
kept  pace,  even  though  the  incidence  of  these  two  diseases  is  very 
similar.  Our  organization  recommends  that  the  NCI  bring  research 
funding  for  breast  and  prostate  cancers  into  equilibrium  within  the 
next  two  years. 

Another  part  of  the  effort  to  combat  prostate  cancer  is  to  increase 
our  understanding  of  the  basic  growth  mechanisms  of  the  prostate. 
And  this  is  one  of  the  functions  of  the  urology  program  at  NIDDK. 
We  recommend  that  NIDDK  prostate  research  be  granted  an  addi- 
tional $15  million. 

At  the  request  of  Congress,  the  Centers  for  Disease  Control  has 
developed  a  small  prostate  cancer  awareness  and  outreach  pro- 
gram. These  activities  show  great  promise  and  we  ask  that  $10 
million  be  allocated  to  expand  the  CDC's  ability  to  target  high-risk 
populations,  particularly  the  African-American  male  who  has  the 
highest  incidence  of  prostate  cancer  and  the  lowest  early  detection 
rate. 

Other  diseases  that  need  to  be  addressed,  the  George  M.  O'Brien 
Kidney  and  Urology  Centers  were  initiated  at  your  urging,  Mr. 
Chairman,  and  has  successfully  brought  together  multiple  dis- 
ciplines to  focus  on  the  problems  of  urologic  and  kidney  disease, 
and  we  urge  the  expansion  of  these  centers. 

There  is  a  pressing  need  to  increase  research  in  the  urologic  dis- 
eases that  affect  women.  Urinary  incontinence,  urinary  tract  infec- 
tions, and  interstitial  cystitis.  And  we  recommend  that  the  addition 
of  $6  million  for  women's  urology  research  in  addition  to  the  mon- 
ies already  committed  to  the  interstitial  disease,  interstitial  cysti- 
tis. 

We  recommend  the  development  of  the  prostate  disease  database 
at  NIDDK. 

Other  areas  need  attention.  Male  infertility,  impotency,  and 
stone  disease  where  there  is  really  no  funding  for  basic  research  in 
this  area.  The  subcommittee,  we  believe,  should  seek  the  advice  of 
the  urology  program  at  NIDDK  on  ways  to  reinvigorate  research  in 
these  areas. 

Mr.  Chairman,  this  completes  my  testimony.  I  will  be  happy  to 
try  to  answer  any  questions. 

Mr.  Porter.  Dr.  Carlton,  we  thank  you  for  your  testimony. 

[The  prepared  statement  of  C.  Eugene  Carlton,  Jr.  M.D.,  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee:  I  am  C.  Eugene 
Carlton,  Jr.  ,  President  of  the  American  Urological  Association,  and 
I  practice  urology  at  Baylor  in  Houston,  Texas.  I  am  pleased  to 
have  the  opportunity  to  present  the  recommendations  of  the  American 
Urological  Association  (AUA)  for  fiscal  year  1996  funding  for 
urology  research  at  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Diseases  (NIDDK)  and  the  National  Cancer 
Institute  (NCI)  .  We  are  also  recommending  that  the  Centers  for 
Disease  Control  and  Prevention  (CDC)  receive  additional  funds  to 
expand  their  prostate  cancer  outreach  and  prevention  program. 

Urological  diseases  can  affect  anyone,  from  early  infancy  through 
the  later  years  of  life.  Their  effect  on  minority  populations  and 
women  is  disproportionate  to  the  overall  effect  on  the  entire 
population.  These  diseases  result  in  health  care  expenditures  in 
the  United  States  of  over  $9  billion  each  year.  Measurable 
advances  in  the  prevention  and  cure  of  these  diseases  have  been 
made  because  of  the  support  provided  by  the  National  Institutes  of 
Health.  For  example,  the  original  work  on  the  prostatic  specific 
antigen  (PSA) ,  which  has  revolutionized  the  early  detection  of 
prostate  cancer,  was  funded  by  NCI.  We  can  continue  to  make 
progress  as  long  as  adequate  money  is  focused  on  research  in  these 
areas . 

This  year  the  Congress  and  the  President  expect  to  review  almost 
all  categories  of  federal  spending.  Such  a  top-to-bottom  analysis 
is  long  overdue,  and  AUA  urges  that  no  federal  program  be  spared 
from  scrutiny.  We  believe  that  the  National  Institutes  of  Health 
will  fare  well,  because  the  many  contributions  these  funds  have 
made  to  the  nation's  health  will  be  clear.  NIH  is  among  our  best 
investments,  and  the  nation  needs  to  maintain  its  biomedical 
research  infrastructure  if  we  are  to  continue  to  improve  the  health 
of  our  citizens.  This  Subcommittee  has  been  steadfast  in  its 
support  of  biomedical  research,  and  AUA  greatly  appreciates  those 
efforts.  As  the  Subcommittee  moves  forward  under  new  leadership, 
we  ask  for  a  renewal  of  this  support .  We  cannot  rely  on  the 
commercial  sector  to  take  over  this  activity.  Although  privately 
or  commercially  funded  research  efforts  are  important,  they  are  not 
a  substitute  for  NIH. 

Urology  is  a  fairly  new  field  of  research  in  this  country,  and  one 
that  is  filled  with  promising  developments.  For  example,  research 
just  published  on  the  early  detection  of  prostate  cancer  confirms 
the  value  and  accuracy  of  PSA.  Research  on  the  causes  of 
interstitial  cystitis  has  helped  physicians  and  patients  better 
understand  this  painful  disease.  Only  by  investing  additional 
resources  can  we  capitalize  on  these  opportunities  in  a  reasonable 
period  of  time.  Our  statement  contains  specific  funding 
recommendations  that  represent  our  conservative  estimates  of  the 
resources  needed  to  move  urology  research  forward. 

We  need  to  continue  to  improve  our  ability  to  detect  and  treat 
prostate  cancer.  Substantial  resources  for  breast  cancer  are 
already  available,  but  prostate  cancer  research  funding  has  not 
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kept  pace,  even  though  the  incidence  of  these  diseases  is  quite 
similar.  We  strongly  urge  that  the  subcommittee  take  steps  to 
address  that  disparity.  NCI  should  be  able  to  commit  at  least  $100 
million  for  prostate  cancer  research  in  fiscal  year  1996.  The  full 
array  of  NCI  programs  must  be  supported,  including  centers  of 
excellence,  clinical  trials,  individual  research  grants,  and 
research  training.  AUA  recommends  that  the  Subcommittee  direct  NCI 
to  bring  research  funding  on  breast  and  prostate  cancers  into 
equilibrium  over  the  next  two  years. 

Another  part  of  the  effort  to  combat  prostate  cancer  is  to  increase 
our  understanding  of  the  basic  science  of  the  prostate.  This  is 
one  of  the  functions  of  the  urology  program  at  NIDDK  which  plays  a 
significant  leadership  role  in  funding  basic  and  clinical  research 
on  prostate  disease.  We  recommend  that  prostate  research  in  the 
urology  program  at  NIDDK  be  granted  an  additional  $15  million. 
These  new  funds  would  permit  continuation  of  an  important  clinical 
trial  to  evaluate  the  effects  of  various  pharmacological  agents  on 
the  regulation  of  prostate  growth. 

Similarly,  we  strongly  encourage  the  transfer  of  $1  million  from 
the  Office  of  Research  on  Minority  Health  to  NIDDK  to  focus  greater 
attention  on  the  disproportionate  occurrence  of  prostate  disease 
among  minority  populations.  The  reasons  for  this  impact  are  not 
understood,  and  we  believe  that  a  focused  effort  between  the  Office 
of  Research  on  Minority  Health  and  NIDDK  would  reap  great  benefit. 

Since  prostate  cancer  does  disproportionately  strike  African 
American  men,  it  is  imperative  that  we  conduct  prevention  and 
outreach  programs  within  this  community  to  assure  early 
intervention  and  treatment  using  the  best  tools  available.  CDC  is 
a  logical  place  for  such  an  effort  given  its  experience  with 
similar  programs  in  breast  and  cervical  cancer.  We  are  pleased 
that  the  efforts  of  Congress  to  stimulate  such  a  program  have 
succeeded,  and  a  small  activity  has  been  developed.  These 
activities  show  great  promise,  and  we  ask  that  $10  million  be 
allocated  to  this  effort  in  order  to  expand  CDC  s  ability  to  target 
high  risk  populations  for  this  disease.  Education,  awareness  and 
early  detection  are  key  to  reducing  the  extremely  high  prostate 
cancer  rates  among  African  American  men.  CDC  should  not  be 
conducting  prostate  cancer  screening  programs,  since  there  are  many 
programs  throughout  the  country  that  provide  screening  for  free  or 
at  reduced  rates.  However,  men  must  be  motivated  to  take  advantage 
of  these  opportunities,  and  this  is  an  area  in  which  CDC  can  play 
a  critical  role. 

In  order  to  deal  effectively  with  other  urologic  diseases,  we 
recommend  that  the  following  steps  be  taken  to  expand  the  urology 
program  at  NIDDK. 

1.    The  George  M.  O'Brien  Kidney  and  Urology  Centers  at  NIDDK  have 
successfully  brought  together  multiple  disciplines  to  focus  on 
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problems  within  the  kidney  and  urology  area.  We  urge  the 
expansion  of  these  centers  to  allow  more  coordinated  research 
focusing  on  benign  prostate  disorders,  women's  urology  and 
pediatric  urology. 

2.  There  is  a  pressing  need  to  increase  research  into  the 
urologic  disorders  which  affect  women:  urinary  incontinence, 
urinary  tract  infections  and  interstitial  cystitis.  These 
diseases  affect  a  significant  number  of  women  of  all  ages  and 
result  in  major  U.S.  health  care  expenditures.  There  is  very 
little  funded  research  which  focuses  on  either  the  prevention 
or  effective  treatment  of  these  diseases.  Congress  has 
previously  allocated  funds  for  research  into  the  causes  of  IC. 
This  work  should  be  continued,  and  we  recommend  the  addition 
of  $6  million  for  research  into  urinary  incontinence  and 
urinary  tract  infections,  and  other  basic  bladder  research. 
The  Office  of  Research  on  Women's  Health  already  participates 
in  the  urology  program  at  NIDDK.  This  effort  should  be 
increased  to  $1  million,  to  support  work  on  incontinence, 
urinary  tract  infections  and  interstitial  cystitis. 

3.  This  Subcommittee  has,  in  the  past,  generously  funded  the 
creation  of  an  end-stage  kidney  disease  data  base  by  the 
NIDDK.  This  data  base  has  provided  significant  information 
which  has  led  to  the  development  of  strategies  for  prevention 
and  increased  cost-savings  in  the  treatment  of  this  disease. 
Prostate  disease  takes  a  considerably  larger  toll  on  the  male 
population.  Therefore,  we  recommend  that  the  development  of 
a  data  base  for  prostate  diseases  at  NIDDK  be  supported  by 
this  committee.  This  data  base  would,  for  the  first  time, 
give  realistic  estimates  of  the  extent  of  these  diseases,  the 
health  care  expenditures  for  these  diseases,  the  variations  in 
treatment,  and  the  effect  that  these  diseases  have  on 
different  population  groups.  We  recommend  that  $1  million  be 
designated  for  the  development  of  this  data  base  and  that 
NIDDK  report  annually  to  this  Subcommittee  on  the  data  derived 
from  it . 

4.  Two  other  areas  of  research  need  attention,  male  infertility 
and  impotence,  and  kidney  stone  diseases.  There  is  really  no 
funding  available  for  research  in  these  areas .  We  ask  the 
Subcommittee  to  direct  the  urology  program  at  NIDDK  to  prepare 
a  plan  to  reinvigorate  the  work  in  these  important  areas.  AUA 
would  participate  in  such  an  effort.  This  plan  and 
recommendations  for  resources  should  be  provided  to  the 
Subcommittee  in  time  for  inclusion  in  the  FY  1997 
appropriations  bill. 

Despite  the  support  that  Congress  has  given  to  funding  urologic 
research,  the  program  continues  to  fall  behind  other  areas  of 
activity  at  NIH.  We  believe  this  is  in  part  due  to  the  lack  of 
focus  for  urology  research  at  NIH.  Currently  grant  applications  in 
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urology  are  being  sent  to  as  many  as  nine  institutes  with  possible 
review  by  any  of  over  20  study  sections.  We  strongly  urge  a 
consolidation  of  urology  research  funding,  as  well  as  a  reduction 
in  the  number  of  study  sections  reviewing  urology  applications. 
The  remaining  study  sections  should  be  expanded  to  include 
additional  urologic  scientists  to  insure  that  the  necessary 
expertise  is  there  to  have  adequate  peer  review  of  the 
applications.  We  ask  the  Subcommittee's  help  in  achieving  better 
organization  of  urologic  research  at  NIH. 

Finally,  Mr.  Chairman,  let  me  comment  on  the  Agency  for  Health  Care 
Policy  and  Research  (AHCPR) .  On  February  8,  1994,  AHCPR  announced 
the  medical  practice  guideline  for  benign  prostatic  hyperplasia 
(BPH)  .  This  common,  noncancerous  enlargement  of  the  prostate 
afflicts  a  substantial  number  of  men  over  the  age  of  50.  The  most 
common  effective  treatment  is  surgery.  This  makes  it  the  second 
most  common  surgical  procedure  in  the  Medicare  program.  AUA  was 
very  pleased  to  cooperate  with  the  Agency  in  the  production  of  this 
guideline,  which  we  feel  fulfills  the  hope  the  Congress  had  in 
establishing  AHCPR.  Recent  polling  data  indicates  a  high  level  of 
acceptance  of  the  guideline's  tenets  by  practicing  urologists. 
Although  some  improvements  in  the  Agency's  process  may  be  in  order, 
we  believe  the  cooperative  production  of  medical  practice 
guidelines  continues  to  make  good  sense.  We  encourage  your 
continued  support  for  this  effort. 

Mr.  Chairman,  this  completes  my  testimony.  AUA  urges  careful 
consideration  of  our  recommendations  and  appreciates  the 
opportunity  to  appear  before  you  today.  I  will  be  pleased  to 
answer  any  questions  you  or  Members  of  the  Subcommittee  may  have. 
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Mr.  Porter.  I  would  say  to  the  new  Members  of  our  subcommit- 
tee that  this  committee  has  lost  two  of  our  Members  to  prostate 
cancer  within  the  last  10  years,  the  first  being  George  O'Brien  after 
whom  the  centers  are  named  of  course,  and  then  our  Ranking 
Member,  Silvio  Conte,  and  we  should  perhaps  more  than  anyone  be 
aware  of  the  dangers  of  this  disease.  So  we  thank  you  very  much 
for  coming  to  testify  today. 

Dr.  Carlton.  Thank  you. 


Tuesday,  January  31,  1995. 

WITNESS 

ROBERT  J.  GUMNIT,  M.D.,  NATIONAL  ASSOCIATION  OF  EPILEPSY  CEN- 
TERS 

Mr.  Porter.  Robert  J  Gumnit,  M.D.,  National  Association  of  Epi- 
lepsy Centers.  Dr.  Gumnit. 

Dr.  Gumnit.  Mr.  Chairman,  Members  of  the  subcommittee,  I  am 
Dr.  Robert  J.  Gumnit,  President  of  MINCEP  Epilepsy  Care,  a  com- 
prehensive epilepsy  center  in  Minneapolis,  Minnesota,  and  Clinical 
Professor  of  Neurology  and  Neurosurgery  at  the  University  of  Min- 
nesota. I  am  here  today  in  my  capacity  as  the  President  of  the  Na- 
tional Association  of  Epilepsy  Centers,  an  organization  represent- 
ing over  50  specialized  epilepsy  centers  in  the  United  States. 

Epilepsy  is  a  common  disorder  affecting  approximately  two-and- 
a-half  million  people  in  the  United  States,  or  about  1  percent  of  the 
population.  Epilepsy  is  a  chronic  neurological  condition  defined  as 
having  more  than  one  seizure  on  more  than  one  occasion.  It  affects 
primarily  children  and  young  adults.  However,  9  percent  of  the 
population,  including  many  people  over  65,  will  have  a  seizure 
sometime  in  their  life.  And  that  will  require  similar  diagnostic 
tests  and  perhaps  treatment. 

Timely  entry  into  the  medical  care  system,  making  the  correct  di- 
agnosis, and  the  early  and  appropriate  treatment  of  the  medical, 
psychological,  and  social  conditions  of  people  with  epilepsy  have 
been  the  major  goals  of  the  NAEC.  With  this  in  mind,  we  explored 
avenues  within  the  Public  Health  Service  to  educate  health  care 
practitioners  and  people  with  epilepsy  and  their  families  about  the 
benefits  of  early  intervention.  We  have  taken  an  incremental  ap- 
proach beginning  with  the  Centers  for  Disease  Control.  And  have 
found  that  modest  funding  has  a  great  pay  off  in  helping  people 
with  epilepsy. 

This  subcommittee  was  instrumental  in  initiating  funding  for 
education  and  outreach  about  epilepsy  at  the  CDC. 

NAEC  with  the  Epilepsy  Foundation  of  America,  a  lay  organiza- 
tion, and  the  American  Epilepsy  Society  have  been  active  partici- 
pants in  a  working  group  of  the  CDC  to  plan  the  future  course  of 
the  epilepsy  program.  In  September,  CDC  convened  a  national  epi- 
lepsy prevention  and  education  meeting  of  representatives  from  the 
epilepsy  organizations,  other  health  care  groups,  and  public  offi- 
cials. A  consensus  was  reached  to  move  forward  in  the  following 
areas:  Developing  strategies  to  address  the  occurrence  of  delays  in 
entry  into  the  medical  care  system,  misdiagnosis,  inappropriate 
treatment,  and  treatment  of  related  social  and  psychological  issues; 
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developing  of  simple,  practical  practice  guidelines  in  epilepsy  diag- 
nosis and  treatment;  increasing  public  awareness  of  epilepsy  to 
prevent  unnecessary  death  and  injury,  increased  knowledge  about 
medicine  side  effects  and  reduce  the  stigma  of  the  disease;  and 
identifying  opportunities  for  early  intervention  for  school  aged 
youth  since  two-thirds  of  all  new  cases  occur  among  people  under 
the  age  of  18. 

Funding  in  1995  for  these  activities  is  at  a  level  of  $710,000. 
NAEC  recommends  that  the  program  be  provided  a  modest  in- 
crease to  bring  it  to  the  originally  requested  level  of  $1  million. 
This  will  provide  CDC  with  the  necessary  funds  to  complete  the 
planning  process  and  to  initiate  educational  programs  for  providers 
and  consumers. 

One  of  the  most  important  recommendations  coming  from  the 
CDC  planning  meeting  was  the  need  to  develop  clinical  practice 
guidelines  for  the  evaluation  and  early  intervention  of  patients 
with  epilepsy.  There  was  overwhelming  consensus  that  health  pro- 
fessionals and  specifically  primary  care  practitioners  would  benefit 
from  simple  practical  guidelines.  These  guidelines  could  be  used  as 
a  model  for  developing  guidelines  on  comparable  chronic  disease. 
We  are  exploring  with  the  Agency  for  Health  Care  Policy  and  Re- 
search the  best  means  for  CDC,  the  epilepsy  community,  and  the 
AHCPR  to  work  together  in  furthering  this  effort. 

On  behalf  of  the  NAEC,  I  would  also  like  to  urge  the  subcommit- 
tee to  build  upon  the  President's  1996  budget  for  the  National  In- 
stitute of  Neurological  Disorders  and  Stroke.  Medical  research  has 
greatly  improved  the  quality  of  life  for  persons  with  epilepsy  and 
their  families.  An  area  with  great  potential  is  women  with  epilepsy. 
Further  research  is  needed  on  the  relationship  between  hormones 
and  seizures  throughout  the  female  life  cycle  as  well  as  pregnancy 
risks  and  the  risks  of  malformed  babies.  We  urge  the  Congress  to 
allocate  sufficient  funding  to  further  these  and  other  important  re- 
search efforts  of  the  NINDS. 

Thank  you,  Mr.  Chairman,  and  I  am  prepared  for  questions,  if 
you  wish. 

Mr.  Porter.  Dr.  Gumnit,  we  very  much  appreciate  your  good 
statement  this  morning  and  also  for  staying  within  the  time  limit. 
We  thank  you  for  that.  Thank  you  for  being  here. 

[The  prepared  statement  of  Robert  J.  Gumnit,  M.D.,  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Robert  J. 
Gumnit,  President  of  MINCEP  Epilepsy  Care,  a  comprehensive  epilepsy- 
center  in  Minneapolis,  Minnesota  and  Clinical  Professor  of 
Neurology  and  Neurosurgery  at  the  University  of  Minnesota.  I  am 
here  today  in  my  capacity  as  the  President  of  the  National 
Association  of  Epilepsy  Centers  (NAEC) ,  an  organization 
representing  over  50  specialized  epilepsy  centers  in  the  U.S. 

Approximately  2.5  million  people  in  the  United  States,  or  an 
estimated  1  percent  of  the  population,  have  epilepsy  --a  chronic 
neurological  condition  defined  as  the  occurrence  of  more  than  one 
seizure  on  more  than  one  occasion.  Epilepsy  primarily  affects 
children  and  young  adults.  Each  year,  about  100,000  are  diagnosed 
with  epilepsy,  and  more  than  two-thirds  of  them  are  below  the  age 
of  25.  Persons  of  lower  socioeconomic  status,  residents  of  urban 
areas,  and  minority  populations  tend  to  bear  a  disproportionate 
share  of  the  epilepsy  burden.  Nine  percent  of  the  population, 
including  many  over  the  age  of  65  will  experience  at  least  one 
seizure  in  their  lives  and  will  require  similar  diagnosis  and 
perhaps  treatment . 

Timely  entry  into  the  medical  care  system,  making  the  correct 
diagnosis,  early  and  appropriate  treatment  of  the  medical, 
psychological  and  social  conditions  of  people  with  epilepsy  have 
been  major  goals  of  the  National  Association  of  Epilepsy  Centers. 
Delayed  recognition  of  the  cause  of  seizures  and  inadequate 
treatment  greatly  increases  the  risk  of  subsequent  brain  damage,  as 
well  as  disability  and  mortality  from  injuries  incurred  during  a 
seizure.  For  these  reasons  NAEC  has  explored  avenues  within  the 
Public  Health  Service  to  educate  health  care  practitioners  and 
people  with  epilepsy  and  their  families  about  the  benefits  of  early 
intervention.  In  taking  an  incremental  approach,  first  with  the 
Centers  for  Disease  Control,  we  have  found  that  modest  funding  has 
a  great  pay-off  for  people  with  epilepsy.  This  Subcommittee  was 
instrumental  in  initiating  funding  for  education  and  outreach  at 
CDC.   For  1996,  NAEC  seeks  an  extension  of  the  CDC  program  at  the 
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originally  requested  level  of  $1  million. 

CDC  -  Educational  Efforts  to  Promote  Early  Intervention 

As  directed  by  Congress  in  1993,  the  Centers  for  Disease  Control 
and  Prevention  (CDC)  launched  its  epilepsy  program  within  the 
National  Center  for  Chronic  Disease  Prevention  and  Health 
Promotion.  Focusing  on  early  detection  and  treatment  of  epilepsy 
and  enhancing  the  overall  quality  of  life  for  persons  with  epilepsy 
and  their  families,  the  epilepsy  program  targets  its  outreach  and 
education  efforts  on  consumers  and  health  professionals.  Areas  of 
particular  program  emphasis  include  the  importance  or  early 
diagnosis,  appropriate  treatment  and  patient  education  and 
management . 

The  NAEC,  the  Epilepsy  Foundation  of  America  (EFA)  and  the  American 
Epilepsy  Society  (AES)  have  been  active  participants  in  a  working 
group  with  the  CDC  in  planning  the  future  course  of  the  epilepsy 
program.  In  September,  CDC  convened  a  national  epilepsy  prevention 
and  education  meeting  of  representatives  from  the  epilepsy 
organizations  as  well  as  researchers  in  the  field,  primary  care 
practitioners,  consumers  and  others.  At  this  meeting 
recommendations  were  made  to  CDC  for  future  activities  in  the 
following  areas: 

o  Strategies  to  address  the  occurrence  of  delays  in  entry  into 
the  medical  care  system,  misdiagnosis,  inappropriate  treatment 
and  related  social  and  psychological  issues  for  people  with 
epilepsy; 

o  Development  of  simple,  practical  practice  guidelines  in 
epilepsy  diagnosis  and  treatment  for  health  professionals; 

o  Greater  public  awareness  of  epilepsy  to  prevent  unnecessary 
death  and  injury,  increased  knowledge  about  drug  side  effects 
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and  reduce  stigma; 

o  Increased  data  on  the  incidence,  etiology  and  prevalence  of 
epilepsy  and  the  effectiveness  of  current  programs; 

o  Opportunities  for  early  intervention  for  school-aged  youth, 
since  two-thirds  of  all  new  cases  occur  among  people  18  or 
younger . 

In  addition  to  this  planning  meeting,  CDC  has  already  contracted 
for  two  studies.  One,  to  quantify  the  direct  medical  costs 
associated  with  epilepsy  and  the  second,  to  develop  a  methodology 
to  assess  the  effectiveness  of  prevention  and  education 
interventions  for  persons  with  epilepsy.  CDC  is  also  creating  a 
database  dedicated  to  specifically  capturing  information  on 
prevention,  intervention  and  education  activities. 

Funding  in  1995  for  these  activities  are  at  a  level  of  $710,000. 
NAEC  recommends  that  the  program  be  provided  a  modest  increase 
bringing  it  to  the  originally  requested  level  of  $1  million.  This 
will  provide  CDC  with  the  necessary  funds  to  complete  the  planning 
process  and  economic  survey  and  initiate  educational  programs  for 
providers  and  consumers.  It  is  critical  that  the  momentum  for  this 
project  is  sustained  and  carried  into  FY  1996  to  implement  the 
first  phase  of  this  program. 

AHCPR  -  Developing  Practice  Guidelines  for  Epilepev 

One  of  the  most  important  recommendations  coming  from  the  CDC 
epilepsy  planning  meeting  was  the  need  to  develop  clinical  practice 
guidelines  on  the  evaluation  and  early  intervention  of  patients 
with  epilepsy.  There  was  overwhelming  consensus  that  health 
professionals  and  specifically  primary  care  practitioners  would 
benefit  from  simple  practical  guidelines  for  epilepsy  diagnosis  and 
treatment.   NAEC,  with  the  Epilepsy  Foundation  of  America,  has  had 
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initial  discussions  with  AHCPR  about  the  importance  of  this  topic 
and  its  use  as  a  model  for  developing  guidelines  on  comparable 
chronic  diseases.  We  are  further  exploring  with  AHCPR  the  best 
means  for  CDC  and  the  epilepsy  community  to  work  together  on 
furthering  this  effort. 

Due  to  the  importance  and  need  for  guidelines  in  the  epilepsy  area 
specifically,  it  is  critical  that  AHCPR  receive  full  funding  and  be 
encouraged  to  proceed  in  guideline  development.  Consideration 
should  also  be  given  to  the  development  of  mechanisms  to  allow 
AHCPR  to  develop  interagency  arrangements  in  order  to  fund  the 
development  of  practice  guidelines. 

NINDS  -  Enhance  Research  In  Severe  Or  Intractable  Epilepsy 

On  behalf  of  NAEC,  I  would  also  like  to  urge  the  Subcommittee  to 
build  upon  the  President's  1996  budget  for  the  National  Institute 
of  Neurological  Disorders  and  Stroke  (NINDS) .  Medical  research  has 
greatly  improved  the  quality  of  life  for  persons  with  epilepsy  and 
their  families.  The  development  of  anti-seizure  medications  over 
the  past  few  decades,  as  well  as  the  more  recent  advent  of  improved 
surgical  techniques,  has  enabled  many  people  with  the  condition  to 
lead  independent  and  productive  lives. 

More  research  is  needed  focusing  on  children  and  adults  with 
intractable  epilepsy.  For  example,  basic  molecular  neurobiology 
research  being  developed  in  several  areas  may  lead  to  a  whole  new 
generation  of  more  effective  and  less  toxic  anti-seizure 
medications.  Another  area  with  great  potential  is  women  and 
epilepsy.  Further  research  is  needed  on  the  relationship  between 
hormones  and  seizures  throughout  the  female  life-cycle  as  well  as 
pregnancy  risks  for  women  with  epilepsy.  We  urge  the  Congress  to 
allocate  sufficient  funding  to  further  these  and  other  important 
research  efforts  of  this  Institute. 
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Tuesday,  January  31,  1995. 

WITNESS 
NANCY  DAY,  PH.D.,  RESEARCH  SOCIETY  ON  ALCOHOLISM 

Mr.  Porter.  Nancy  Day,  Ph.D.,  Research  Society  on  Alcoholism. 
Dr.  Day. 

Dr.  Day.  Thank  you,  Mr.  Chairman. 

I  am  Nancy  Day,  a  faculty  member  in  the  Department  of  Psychi- 
atry at  Western  Psychiatric  Institute  at  the  University  of  Pitts- 
burgh. I  would  like  to  thank  you  for  the  chance  to  speak  today  on 
behalf  of  alcohol  researchers. 

If  you  look  to  the  right  of  you  and  if  you  look  to  the  left  of  you, 
you  should  know  that  one  of  you  will  be  touched  directly  by  the  ef- 
fects of  alcohol.  Alcohol  is  the  most  commonly  used  drug  in  our  so- 
ciety. Alcoholism  is  the  most  common  psychiatric  diagnosis,  and 
cirrhosis  of  the  liver  is  among  the  top  10  causes  of  death,  but  the 
effects  of  alcohol  use  and  misuse  extend  far  beyond  that  statistic, 
touching  the  elderly  grandmother  hit  by  a  drunk  driver  to  the  tiny 
newborn  whose  mother  could  not  stop  drinking  during  pregnancy. 
Alcohol  affects  every  aspect  of  society  from  the  individual  to  the  be- 
leaguered family,  our  community,  and  society  as  a  whole.  This 
leads  to  unnecessary  morbidity  and  mortality,  increased  health 
care  costs,  and  a  decreased  quality  of  life  for  all  of  us  whether  we 
drink  or  not. 

Alcohol  research  has  made  some  exciting  strides  in  recent  years. 
I  would  like  to  highlight  just  a  few  for  you. 

On  the  cellular  and  molecular  level,  we  have  made  substantial 
progress  of  understanding  of  the  mechanisms  of  alcohol.  In  genet- 
ics, researchers  are  engaged  in  identifying  genes  that  are  linked 
with  alcoholism.  Major  progress  has  been  made  in  this  arena  by  a 
multidisciplinary  collaborative  research  study.  The  identification  of 
the  biological  marker  will  enable  clinicians  to  identify  individuals 
who  may  be  at  increased  risk  of  developing  alcoholism. 

In  the  field  of  pharmacotherapy,  alcohol  researchers  have  re- 
cently documented  the  efficacy  of  a  new  drug  treatment  for  alcohol 
craving  and  consumption.  Naltrexone  has  now  been  shown  to  be  ef- 
fective in  reducing  the  desire  to  drink  and  the  amount  consumed. 
This  provides  new  promise  in  preventing  relapse  of  the  9  percent 
of  the  adult  population  that  currently  can  be  diagnosed  as  alco- 
holic. 

Researchers  are  engaged  in  the  study  of  the  biological  mecha- 
nism of  drugs  on  the  central  nervous  system  that  may  hold  promise 
for  even  more  effective  treatment.  In  addition,  other  researchers 
and  clinical  trials  are  addressing  more  efficacious  ways  of  admin- 
istering drugs  and  protocols  for  specific  drug  treatments. 

My  own  area  of  research  is  on  the  effects  of  alcohol  used  during 
pregnancy.  Researchers  have  identified  a  tremendous  number  of  ef- 
fects related  to  prenatal  exposure.  The  top  end  of  the  fetal  alcohol 
syndrome  diagnosis  recognizes  cognitive  deficits,  behavioral  prob- 
lems, growth,  and  morphological  anomalies.  These  only  represent  a 
small  amount  of  the  problem.  The  effects  exist  along  a  continuum. 

At  lower  levels  of  alcohol  use  are  subjects  who  are  more  mildly 
affected  but  also  they  find  their  abilities  blunted  and  their  chances 
are  limited.  This  disorder  which  represents  the  major  known  cause 
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of  mental  retardation  in  the  United  States  is  fully  preventable  if 
only  we  knew  how.  Researchers  are  currently  working  to  under- 
stand the  biological  effects  of  alcohol  on  the  fetus  as  well  as  the 
long-term  effects  on  the  child  and  the  affected  adult.  Other  re- 
searchers are  working  to  develop  programs  to  prevent  drinking 
during  pregnancy  and  still  others  are  developing  ways  to  optimize 
the  opportunities  for  those  individuals  already  affected. 

The  last  area  that  I  would  address  is  prevention.  The  effects  of 
alcohol  are  not  limited  to  the  problem  of  alcoholism.  In  fact,  this 
is  really  only  a  small  portion  of  the  impact  of  alcohol  use  and 
abuse.  Alcohol  is  an  important  component  in  accidents,  homicides, 
suicide,  violence,  crime,  and  child  abuse,  to  name  just  a  few.  Alco- 
hol is  also  a  factor  in  the  development  of  cancers,  heart  disease, 
and  other  psychiatric  disorders.  We  need  to  develop  methods  to  in- 
tervene in  the  natural  history  of  the  alcohol  use  before  it  becomes 
problematic.  Current  research  is  directed  to  schools,  the  workplace, 
and  the  community  to  prevent  the  problems  that  result  in  inappro- 
priate and  illegal  alcohol  use  and  abuse. 

Prevention  of  alcohol  problems  would  substantially  reduce  the 
toll  of  medical  costs,  workplace  expenses  resulting  from  absentee- 
ism and  accidents,  underage  drinking,  and  drinking  and  driving. 
We  are  making  great  progress  in  addressing  these  issues  but  we 
cannot  do  it  without  funding. 

In  spite  of  the  magnitude  of  the  problem,  NIAAA  is  one  of  the 
smallest  institutes  at  NIH  and  has  consistently  received  a  smaller 
increase  in  funding  compared  with  the  other  institutes.  We  cannot 
keep  pace  with  the  magnitude  of  the  problem  until  the  funding  for 
alcohol  research  has  begun  to  approximate  the  level  of  the  problem 
in  our  society. 

Alcohol  abuse  and  alcoholism  constitute  one  of  the  major  prob- 
lems in  our  society  today.  The  alcohol  research  endeavor  is  one  of 
the  smallest.  I  am  here  to  ask  you  to  remedy  this  imbalance  to 
allow  the  funding  for  alcohol  research  to  increase  so  that  we  can 
tackle  the  problems  on  an  appropriate  scale  and  in  the  long  run  the 
elimination  of  alcohol  problems  and  alcoholism  will  lead  to  reduced 
social  costs,  reduced  economic  drains  on  the  workplace,  and  signifi- 
cantly reduce  health  care  costs.  It  would  even  in  these  days  of  very 
tight  funding  prove  to  be  a  cost-effective  investment. 

Thank  you. 

[The  statement  of  Nancy  Day,  Ph.D,  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  my  name  is  Nancy  Day;  I  am  an  Associate 
Professor  of  Psychiatry  at  Western  Psychiatric  Institute  and  Clinic  at  the  School  of  Medicine,  of 
the  University  of  Pittsburgh.  I  am  here  today  on  behalf  of  the  Research  Society  on  Alcoholism 
(RSA),  a  professional  organization  of  scientists  engaged  in  basic  and  applied  research  related  to 
alcohol  abuse,  dependence,  and  alcohol-related  problems. 

On  behalf  of  RSA,  I  want  to  thank  the  Subcommittee  for  including  language  in  its  1995 
Appropriations  Committee  Report  encouraging  the  National  Institute  on  Alcohol  Abuse  and 
Alcoholism  (NIAAA)  to  address  critical  gaps  in  the  knowledge  of  women,  children,  and 
adolescents'  drinking  patterns  and  problems.  To  assure  increased  efforts  in  this  area,  we  strongly 
encourage  the  Congress  to  build  on  the  President's  budget  request  of  $185.7  million  for  NIAAA 
research  and  training  activities.  Increased  funds  will  support  research  studies  on  these  under- 
researched  populations  and  allow  for  important  studies  on  the  genetics  of  alcoholism,  research 
on  drinking  during  pregnancy,  the  effects  of  alcohol  on  the  fetus  and  the  prevention  of  fetal 
alcohol  syndrome,  and  new  medications  development  for  the  treatment  of  alcoholism  and  alcohol- 
related  problems.  RSA's  professional  judgement  supports  a  budget  of  $228  million  for  NIAAA 
in  FY  1996. 

Alcoholism  and  alcohol  abuse  are  pervasive  public  health  problems  that  exact  a  devastating  toll 
on  our  country  in  health,  economic,  and  human  terms.  More  than  1 5  million  Americans  suffer 
from  alcoholism  or  alcohol  abuse.  The  direct  effects  of  alcoholism  on  the  everyday  lives  of  its 
victims  cannot  be  overstated.  Alcoholism  is  a  disease  that  causes  alcoholics  to  lose  control  over 
drinking  and  to  develop  a  tolerance  for  the  drug.  Alcoholism  develops  from  the  complex 
interaction  of  genetic  and  environmental  factors,  just  like  heart  disease  and  cancer. 

Ultimately,  our  ability  to  reduce  the  occurrence  of  alcohol  abuse,  alcoholism  and  the  related 
devastating  consequences  of  alcohol  abuse  will  depend  on  our  ability  to  develop  new  and  more 
effective  ways  to  prevent  and  treat  alcohol  problems.  Alcohol  research  has  already  made  many 
important  advances  in  this  pursuit  and  continued  investment  in  research  promises  to  provide 
clinicians  with  more  effective  tools  to  help  prevent  relapse  to  drinking  and  to  sustain  long-term 
recovery.   Today,  NIAAA  provides  national  leadership  to  the  alcohol  research  community  and 
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is  the  source  of  financial  support  for  approximately  90  percent  of  all  alcohol  research  in  the 
United  States. 

Alcohol  abuse  and  alcoholism  take  a  tremendous  toll  on  Americans  through  deaths  on  the 
highways,  children  bom  with  fetal  alcohol  syndrome,  alcohol-related  violence  and  the  medical 
and  psychiatric  consequences  of  heavy  drinking.  However,  NIAAA  is  one  of  the  smallest  research 
Institutes  in  all  of  the  National  Institutes  of  Health  (NIH).  NIAAA's  budget  has  increased  an 
average  of  2.5  percent  a  year  since  NIAAA  became  part  of  NIH,  while  the  total  NIH  budget  has 
increased  an  average  of  4. 1  percent  a  year  over  the  same  period  of  time.  Due  to  this  shortfall, 
many  highly  qualified  research  projects  are  not  being  funded.  In  FY  1995,  only  21  percent  of 
all  grant  applications  to  NIAAA  will  be  funded  while,  overall,  25  percent  of  all  NIH  grant 
applications  will  be  funded.  The  projections  for  FY  1996  are  even  worse:  18  percent  of 
applications  will  be  funded  by  NIAAA  compared  to  23  percent  for  NIH.  An  infusion  of  funding 
in  1996  is  desperately  needed  to  enable  NIAAA  to  support  important  research  to  address  the 
major  problems  of  alcoholism,  alcohol  abuse  and  the  consequences  of  alcohol  misuse. 

There  are  many  promising  areas  of  research  that  I  would  like  to  highlight,  but  we  have  chosen 
only  a  few  for  this  presentation:  genetics,  pharmacotherapy,  FAS  and  prevention. 
Researchers  are  searching  the  entire  human  genome  for  genetic  markers  which  are  linked  with 
alcoholism.  For  the  past  five  years,  NIAAA  has  supported  a  major,  multidisciplinary, 
collaborative  research  study.  To  date,  this  research  has  demonstrated  that  genetic  vulnerability 
to  alcoholism  is  complex  and  determined  by  multiple  genes  much  like  diabetes,  hypertension,  and 
various  types  of  cancer.  The  use  of  these  genetic  studies  will  provide  biological  markers  which 
will  assist  clinicians  in  the  early  identification  of  individuals  who  are  at  risk  of  becoming 
alcoholic.  Further,  these  studies  are  critical  for  understanding  the  physiological  basis  of 
alcoholism.  With  this  understanding  we  can  come  closer  to  effective  treatments  and  perhaps  a 
cure.  This  research  also  has  the  potential  to  shed  light  on  the  different  patterns  of  vulnerability 
that  we  see  among  different  racial  groups,   women,  and  youth. 
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Second,  researchers  in  alcohol  pharmacotherapy  have  made  many  important  advances  in 
developing  more  effective  ways  to  treat  alcohol  problems  and  to  sustain  long-term  recovery.  As 
a  result  of  NIAAA  supported  research,  the  Food  and  Drug  Administration  (FDA)  recently 
approved  a  new  drug,  naltrexone,  for  the  treatment  of  alcoholism.  This  drug  both  reduces  alcohol 
craving  and  alcohol  consumption  and  offers  new  hope  for  preventing  relapse  in  many  of  the 
more  than  1  million  Americans  treated  each  year  for  alcoholism. 

We  need  to  continue  to  build  on  the  success  of  naltrexone  to  find  new  medications  that  can  block 
alcohol-seeking  behavior  and  can  halt  or  reverse  the  organ  damage  caused  by  alcohol. 
Continuing  advances  will  come  from  the  basic  sciences,  such  as  brain  neurochemistry  and 
physiology,  where  researchers  are  studying  the  biological  basis  for  alcohol  use  and  the 
phenomenon  of  craving  and  from  clinical  sciences  where  new  treatment  modalities  will  be 
developed  and  tested.  The  development  of  new  medications  will  have  a  major  impact  on  the 
effectiveness  and  cost  of  health  care  in  the  treatment  of  alcoholism. 

Another  important  area,  the  one  on  which  I  have  focused  my  research  is  the  effect  of  drinking 
during  pregnancy.  Research  funded  by  NIAAA  established  that  Fetal  Alcohol  Syndrome  (FAS) 
was  caused  by  alcohol  and  the  NIAAA  galvanized  efforts  to  alert  women  and  the  medical 
community  to  the  dangers  of  drinking  during  pregnancy.  Alcohol's  adverse  effects  on  the  fetus 
exist  along  a  continuum.  On  one  end  is  FAS,  a  devastating  complex  of  mental  retardation, 
behavior  problems,  growth  and  morphological  anomalies.  At  the  other  end  are  children  more 
subtly  affected,  but  with  clear  and  permanent  deficits  that  interfere  with  their  full  participation 
in  society.  Researchers  are  studying  how  prenatal  exposure  to  alcohol  disrupts  normal  fetal 
development,  by  exploring,  for  example,  alcohol's  effects  on  developmental  gene  regulation  and 
neural  cell  division.  Clinical  and  epidemiological  studies  are  defining  the  long-term 
consequences  of  prenatal  alcohol  exposure  and  developing  interventions  that  will  allow  these 
people  to  function  at  maximum  levels.  In  addition,  prevention  and  treatment  researchers  are 
focusing  on  the  development  of  methods  to  prevent  FAS,  the  leading  known  cause  of  mental 
retardation  and,  most  important,  one  that  should  be  entirely  preventable. 
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This  leads  us  to  the  last  area,  prevention.  Alcohol's  effects  are  not  limited  solely  to  the  disease 
of  alcoholism.  In  fact,  this  comprises  only  a  small  portion  of  the  damage  that  alcohol  can  create. 
Alcohol  is  an  important  component  in  motor  vehicle  accidents,  accidents  from  all  other  causes, 
homicides,  suicide,  violence,  crime,  and  child  abuse.  In  addition,  alcohol  use  is  an  important  risk 
factor  for  medical  problems  such  as  heart  disease,  cancer,  and  mental  illness.  Researchers  are 
developing  and  refining  techniques  to  prevent  the  consequences  of  alcohol  use  on  an  individual 
basis,  in  the  workplace,  and  the  community  with,  for  example,  school-based  programs  targeted 
at  reducing  under-age  drinking  and  community  programs  to  halt  drinking  and  driving.  Other 
researchers  are  studying  the  effects  of  alcohol  availability  and  the  economic,  legal  and  social 
environments  in  which  alcohol  is  purchased  and  used.  The  prevention  of  alcohol  consequences 
requires  understanding  when,  how,  and  where  people  drink  and  abuse  alcohol,  as  well  as  how 
to  intervene  and  prevent  problems. 

Conclusion 

The  objective  of  alcohol  research  is  to  produce  knowledge  that  enhances  our  ability  to  prevent 
or  treat  alcohol  abuse  and  alcoholism  and  to  reduce  the  devastation  these  disorders  cause  to 
individuals,  families,  and  society.  NIAAA  addresses  these  issues  through  funding  an  integrated 
program  of  biomedical,  behavioral,  and  epidemiologic  research  on  alcoholism,  alcohol  abuse,  and 
related  problems.  Dissemination  of  new  knowledge  to  clinicians,  the  medical,  and  scientific 
communities,  and  to  the  patient  community  also  represents  a  crucial  element  of  the  Institute's 
programs.  The  results  of  alcohol  research  contribute  directly  to  improved  health  for  the 
population;  decreased  cost  to  society;  and  reduce  alcohol-related  violence.  Research  provides  us 
the  means  to  address  these  issues.  The  investment  in  alcohol  research  funded  by  NIAAA  will 
provide  the  country  with  an  excellent  return.   I  urge  your  support. 
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Mr.  PORTER.  Dr.  Day,  we  thank  you  for  your  testimony.  I  have 
said,  and  I  think  this  is  so,  that  the  problems  of  alcohol  probably 
touched  every  family  in  the  United  States  one  way  or  the  other. 
And  you  are  correct,  that  we  don't  pay  sufficient  attention  to  it. 

Dr.  Day.  Thank  you  for  your  support. 

Mr.  Porter.  Could  do  a  great  deal  more.  Thank  you  very  much 
for  coming  to  testify. 


Tuesday,  January  31,  1995. 

WITNESS 
LAURA  GRASSO,  AMERICAN  LIVER  FOUNDATION 

Mr.  Porter.  Laura  Grasso,  American  Liver  Foundation.  Ms. 
Grasso,  we  welcome  you. 

Ms.  Grasso.  Thank  you.  Good  morning,  Mr.  Chairman,  and 
Members  of  the  subcommittee.  My  name  is  Laura  Grasso  and  I  am 
from  Higganum,  Connecticut.  I  am  here  representing  the  American 
Liver  Foundation,  otherwise  known  as  ALF.  I  will  be  summarizing 
ALF's  formal  statement  but,  with  your  permission,  I  would  like  to 
submit  the  full  statement  for  the  record. 

My  son  celebrated  his  fourth  birthday  yesterday,  and  I  am  hon- 
ored to  be  here  today  to  personally  thank  you  for  helping  to  make 
that  possible.  Vincent  was  born  in  1991  with  a  liver  disease,  biliary 
atresia,  and  we  had  serious  doubts  whether  he  would  make  it  to 
his  first  birthday.  After  his  first  birthday,  our  goal  was  the  second 
birthday,  but  his  liver  continued  to  fail.  There  seem  to  be  an  end- 
less wait  for  a  suitable  organ  donor  for  Vincent  to  be  able  to  con- 
tinue to  live.  A  year  and  a  half  ago  it  happened.  Vincent  received 
a  new  liver  in  July  of  1993  and  every  day  my  husband  and  I  are 
so  thankful  that  he  is  alive.  In  fact,  Vincent's  success  story  is  going 
to  be  presented  in  a  half-hour  documentary  nationwide  on  PBS  this 
coming  summer  and  I  have  brought  a  copy  of  this  video  for  you  to 
see  for  yourselves  what  we  went  through. 

But  most  important,  I  want  to  thank  you  for  your  support  of  the 
biomedical  research  that  has  paved  the  way  for  the  advances  that 
enable  Vincent  to  benefit  from  this  biomedical  miracle.  Having  ex- 
perienced liver  disease  firsthand,  I  also  understand  that  this  is  an 
imperfect  miracle,  as  much  more  needs  to  be  done  to  prevent  and 
treat  and  cure  diseases  of  the  liver. 

The  American  Liver  Foundation  has  chapters  throughout  the 
United  States.  I  am  an  active  and  proud  member  of  ALF's  Con- 
necticut chapter.  ALF  provides  information  updates  about  hepatitis 
and  liver  disease  to  over  120,000  individuals  and  families  affected 
by  liver  disease  and  70,000  physicians. 

The  liver  is  a  complex  organ  that  performs  hundreds  of  functions 
that  are  essential  to  life.  Just  to  name  a  few,  it  provides  your  body 
with  energy,  aids  in  digestion,  filters  and  destroys  toxic  substances, 
and  regulates  your  cholesterol.  Without  it,  you  simply  cannot  live. 

Over  25  million  Americans,  1  in  every  10,  are  affected  with  hepa- 
titis, and  other  liver  and  gallbladder  diseases.  In  1992,  more  than 
44,000  people  died  from  Hepatitis  B  and  C,  cirrhosis,  alcohol  and 
nonalcohol,  primary  liver  cancer,  and  other  liver  disease.  Liver  dis- 
ease is  the  seventh  leading  related  cause  of  death  in  the  United 
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States.  The  major  killer  disproportionately  strikes  Hispanic,  Asian, 
and  African- American  primarily  due  to  Hepatitis  B  and  C.  For  rea- 
sons unknown,  several  incurable  liver  diseases  disproportionately 
affect  women  and  the  human  cost  is  staggering. 

The  economic  cost  of  liver  disease  is  enormous.  It  is  estimated 
that  for  hospital  costs  alone  $7.8  billion  was  spent  for  liver  disease 
in  1993.  When  you  consider  how  serious  liver  disease  is  and  how 
little  we  know,  the  need  for  research  is  tremendous.  Even  to  this 
day  the  doctors  cannot  explain  to  me  and  my  husband  why  Vin- 
cent's had  biliary  atresia  and  we  are  looking  forward  to  the  time 
when  they  answer  to  the  question  why.  Not  only  will  that  relieve 
our  anxiety  but  it  will  also  mean  that  they  are  well  on  their  way 
to  preventing  or  curing  this  disease. 

Believe  me,  it  was  no  picnic  having  my  child  have  a  liver  trans- 
plant and  having  him  on  these  very  costly  drugs,  which  last  year 
alone  cost  us  $4,000  out  of  our  pocket.  And  because  we  are  middle 
class  no  State  or  government  agency  would  help  that.  And  I  realize 
that  this  is  not  the  appropriate  time  to  discuss  this,  but  I  hope  to 
have  the  honor  to  sit  before  you  again  and  discuss  a  very — another 
very  serious  subject. 

For  these  and  many  other  reasons,  the  American  Liver  Founda- 
tion has  made  the  following  recommendations  for  research:  Main- 
tain current  funding  adjusted  for  biomedical  inflation  for  liver  re- 
search to  find  the  cures  for  these  diseases;  convene  a  national  sci- 
entific research  meeting  on  liver  diseases.  As  you  know,  hepatitis 
is  a  major  public  health  leading  problem  to  liver  disease.  It  is  esti- 
mated there  are  4.7  million  Americans  with  Hepatitis  B  and  C  and 
for  over  one-third  of  these  people  we  don't  know  how  they  got  it. 

For  these  reasons,  ALF  recommends  support  of  the  following 
projects  at  CDC:  Vaccination  for  Hepatitis  B  for  4  million  11  to  12- 
year-olds;  expanded  studies  of  Hepatitis  B  and  C  transmission;  and 
establish  a  national  information  center  for  hepatitis  and  other  liver 
diseases. 

Our  goal  will  be  to  get  the  word  out  throughout  America  about 
what  people  can  do  themselves  to  prevent  liver  disease.  We  see  this 
as  a  joint  public  and  private  sector  effort  between  ALF  and  CDC 
that  would  target  at-risk  populations  in  order  to  reduce  liver  dis- 
ease in  the  United  States. 

Thank  you  very  much  for  allowing  us  to  have  the  opportunity  to 
present  this  enormous  public  health  challenge  we  are  now  facing 
with  hepatitis  and  other  liver  and  gallbladder  diseases  in  America. 

My  husband,  Daniel,  and  I  want  to  thank  you  again  for  your  sup- 
port of  funds  for  biomedical  research  that  has  made  the  difference 
for  Vincent  and  may  be  the  reason  he  is  alive  today.  Thank  you. 

[The  prepared  statement  of  Laura  Grasso  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee:   My  name  is  Laura  Grasso,  I  am  from 
Higganum,  Connecticut.   I  am  here  today  representing  the  American  Liver  Foundation 
(ALF).   ALF  is  the  only  national  voluntary  health  organization  dedicated  to  the  prevention, 
treatment  and  cure  of  liver  diseases. 

My  son  celebrated  his  4th  birthday  yesterday,  and  I  am  honored  to  be  here  today  to 
personally  thank  you  for  helping  to  make  that  possible.   Vincent  was  born  in  1991  with 
the  liver  disease  biliary  atresia  and  we  had  serious  reservations  about  whether  he  would 
make  it  to  his  first  birthday.   After  his  first  birthday,  our  goal  was  his  second  birthday,  but 
his  liver  was  continuing  to  fail.   There  seemed  to  be  an  endless  wait  for  a  suitable  organ 
donor  for  Vincent  to  be  able  to  continue  to  live.   A  year  and  a  half  ago  it  happened  - 
Vincent  received  a  new  liver  in  August  of  1 993  and  everyday  my  husband  and  I  are  so 
thankful  that  he  is  alive.    In  fact,  Vincent's  success  story  is  going  to  be  presented  in  a 
half-hour  documentary  nationwide  on  PBS  this  coming  summer,  and  I  have  brought  a  copy 
of  the  video  for  you  to  see  for  yourselves  what  we  went  through. 

But  most  important,  I  want  to  thank  you  for  your  support  of  biomedical  research  that  has 
paved  the  way  for  the  advances  that  enabled  Vincent  to  benefit  from  this  biomedical 
miracle.   Having  experienced  liver  disease  first-hand,  I  also  understand  that  this  is  an 
imperfect  miracle,  as  much  more  needs  to  be  done  to  prevent,  treat  and  cure  diseases  of 
the  liver. 

ALF  has  chapters  throughout  the  United  States.   I  am  an  active  and  proud  member  of 
ALF's  Connecticut  Chapter.   ALF  provides  information  updates  about  hepatitis  and  liver 
diseases  to  over  1 20,000  individuals  and  families  affected  by  liver  diseases.   We  also  have 
over  70,000  primary  care  physicians  and  gastroenterologists  and  hepatologists  who  are  on 
our  mailing  list  who  receive  "Liver  Update,"  our  scientific  newsletter  that  summarizes 
major  advances  in  hepatitis/liver  disease,  as  well  as  our  fact  sheets  and  brochures  for  their 
patients.   ALF  has  provided  over  $3,000,000  to  support  liver  research.   ALF  was  originally 
founded  in  1976  by  the  American  Association  for  the  Study  of  Liver  Diseases,  an 
academic  society  devoted  to  basic  and  clinical  research  of  the  liver.   Today,  ALF's  Board  is 
a  team  made  up  of  AASLD  scientists  and  clinicians  and  patients  and  family  members  who 
are  directly  affected  by  liver  disease.   As  a  Board  we  represent  a  partnership  of  lay  and 
medical  leadership,  working  in  close  collaboration  with  AASLD. 

The  liver  is  a  complex  organ  that  performs  hundreds  of  functions  that  are  essential  to  life. 
Just  to  name  a  few  -  it  provides  your  body  with  energy,  aids  in  digestion,  filters  and 
destroys  toxic  substances,  regulates  your  cholesterol,  produces  substances  allowing  blood 
to  clot  and  controls  your  level  of  consciousness.   Without  it,  you  simply  cannot  live. 

Over  twenty-five  million  Americans,  one  in  every  ten,  are  afflicted  with  hepatitis,  and  other 
liver  and  gallbladder  diseases.   In  1992,  more  than  44,000  people  died  from  hepatitis  B 
and  C,  cirrhosis  (alcohol  and  non-alcohol),  primary  liver  cancer  and  other  liver  diseases. 
Liver  disease  is  the  7th  leading  disease-related  cause  of  death  in  the  United  States. 
Between  the  ages  of  25-44,  liver  disease  if  the  4th  leading  disease-related  cause  of  death. 
This  major  killer  disproportionately  strikes  Hispanic,  Asian  and  African  Americans  primarily 
due  to  hepatitis  B  and  C.   For  reasons  unknown,  several  incurable  liver  diseases 
disproportionately  affect  women,  and  their  human  cost  is  staggering. 

The  economic  cost  of  liver  disease  is  equally  enormous.   It  is  estimated  that  for  hospital 
costs  alone,  $7.8  billion  was  spent  for  liver  disease  in  1993. 
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ALF  believes  that  finding  new  ways  of  preventing,  treating  and  ultimately  curing  diseases 
of  the  liver,  in  addition  to  the  benefit  of  improved  health  outcomes,  would  result  in 
substantial  reduction  in  public  and  private  sector  health  care  expenditures. 

LIVER  DISEASE  RESEARCH 

Funding  for  hepatitis,  and  other  liver  and  gallbladder  diseases  research  is  provided  primarily 
through  the  National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases  (NIDDK),  the 
National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  as  well  as  several  other  areas 
of  NIH  and  the  Department  of  Veterans  Affairs.   We  deeply  appreciate  the  excellent 
scientific  leadership  provided  by  these  institutes. 

We  understand  that  the  discretionary  budget  is  under  considerable  pressure.   However, 
when  you  consider  the  overall  importance  of  biomedical  research  and  the  magnitude  of 
liver  disease  morbidity  and  mortality  as  well  as  health  care  costs,  it  is  critically  important 
that  funding  for  liver  research  be  maintained  with  adjustments  for  biomedical  inflation. 

We  are  deeply  appreciative  of  the  support  Congress  has  provided  to  NIDDK  and  other  NIH 
institutes  to  help  us  achieve  medical  advances  in  the  treatment  of  liver  diseases.   Support 
for  liver  disease  research  is  an  investment  that  has  already  resulted  in  significant  human 
and  economic  returns  with  the  potential  for  far  greater  returns  in  the  future.   Consider  the 
following  biomedical  success  stories: 

•  Liver  directed  gene  therapy  is  now  being  targeted  to  liver  metabolic  diseases  with 
the  ultimate  goal  of  extending  it  to  other  liver  diseases  and  eventually  replacing  the 
costly  procedure  of  liver  transplantation.   This  has  already  begun  to  be  applied  to 
humans  on  an  experimental  basis.   A  29  year  old  women  was  actually  transplanted 
with  her  own  liver  cells  which  were  genetically  corrected  to  reduce  her  high  level  of 
cholesterol.   Gene  therapy  holds  enormous  promise  for  the  future. 

•  The  discovery  of  hepatitis  C  and  the  development  of  diagnostic  tests  showed  that  1 
to  2%  of  all  Americans  suffer  from  chronic  infection  of  this  virus  and  led  to  the 
development  of  antiviral  therapies. 

•  NIDDK  -  supported  investigators  who  cloned  the  gene  responsible  for  Wilson's 
disease,  an  inherited  disorder  that  can  result  in  end  stage  liver  disease.   We  are  now 
close  to  cloning  the  gene  for  hemochromatosis,  another  inherited  disorder  that  can 
lead  to  cirrhosis. 

•  Liver  transplantation  is  another  example  of  major  advance  in  life-saving 
biotechnology  which  began  as  an  experimental  procedure  and  now  is  routine  and 
highly  successful,  resulting  in  80-90%  survival  and  return  to  normal  life  in 
individuals  who  would  otherwise  have  died. 

•  Liver  assist  devices  are  now  used  to  support  patients  with  acute  liver  failure  and 
enable  them  to  survive  while  awaiting  a  liver  transplantation.   These  devices  were 
developed  by  NIDDK  supported  investigators  and  early  results  of  clinical  trials  are 
encouraging.    If  successful,  these  devices  could  save  thousands  of  lives  each  year. 


2- 


618 


Laura  Grasso/ALF  Testimony  January  31,  1995 


•       The  development  of  hepatitis  B  vaccine  is  a  major  biomedical  breakthrough  that  has 
already  saved  thousands  of  lives.   Once  we  achieve  full  population  immunization  it 
will  save  tens  of  thousands  more  and  hopefully  lead  to  the  eradication  of  this 
disease. 

Because  of  the  complexity  of  the  liver  and  the  enormity  of  the  public  health  problem,  we 
recently  convened  a  special  Scientific  Advisory  Council  which  is  made  up  of  leading 
scientists  with  expertise  in  different  aspects  of  liver  disease.   In  carrying  out  this  work, 
scientific  leadership  from  NIDDK  and  NIAID  have  agreed  to  serve  as  scientific  liaisons  to 
our  Scientific  Advisory  Council,  enabling  us  to  move  forward  in  the  spirit  of  private  and 
public  sector  partnership.   The  Scientific  Advisory  Council  is  preparing  a  "research  agenda 
for  liver  disease"  that  will  provide  for  a  focused  research  strategy  to  address  the  major 
scientific  issues  of  hepatitis  and  liver  disease  in  the  following  areas: 

immunology:    basic,  transplant,  autoimmune,  chronic  active  hepatitis,  primary 

biliary  cirrhosis,  primary  sclerosing  cholangitis; 

biliary  disease:   lipid  transport,  bile  acid  metabolism,  and  gallstones; 

liver  physiology  and  cell  biology; 

fibrogenesis;   collagen  gene  regulation  and  nonparenchymal  cells; 

alcohol  and  drug  hepatotoxicity:   cell  death,  oxidant  stress,  inflammation, 

cytokines; 

complication  of  cirrhosis:   blood  flow,  portal  hypertension,  ascites,  encephalopathy; 

hepatitis:   virology  treatment,  vaccines; 

liver  cancer  and  regeneration; 

pediatric  liver  disease:   genetic  and  metabolic  liver  disease,  atresia;  and 

gene  therapy. 
In  addressing  these  scientific  issues  we  will  identify  a  plan  of  action  that  will  project  a 
timetable  and  the  resources  needed.   In  addition,  we  will  do  our  best  to  project  health  and 
economic  outcomes  that  would  be  the  result  if  these  research  strategies  were  to  be 
successful. 

The  research  agenda  for  hepatitis  and  other  liver  and  gallbladder  diseases  will  be 
completed  this  April.   We  are  requesting  that  this  Subcommittee  ask  NIDDK  to  convene  a 
national  meeting  including  NIAID  and  other  institutes,  to  review  the  "research  agenda"  and 
identify  the  resources  that  would  be  required  to  effectively  address  the  scientific  problems. 
NIDDK  should  complete  this  review  so  that  recommendations  can  be  provided  by 
December  31,  1995  in  order  that  the  Subcommittee  will  have  the  guidance  needed  for 
appropriations  decisions  next  year.   The  budget  for  that  should  be  no  more  than  $300,000 
which  we  hope  the  Subcommittee  will  include  in  its  funding  recommendations. 

HEPATITIS.  EPIDEMIOLOGY.  PUBLIC  AWARENESS  AND  PREVENTION 

Epidemiology 

ALF  appreciates  the  excellent  work  done  by  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  in  seeking  to  gain  a  better  understanding  about  the  epidemiology  of 
hepatitis  and  liver  disease.   Recently,  CDC  initiated  an  epidemiologic  study  of  chronic  liver 
diseases  in  "Sentinel  Counties."   This  research  has  already  provided  startling  evidence  of 
morbidity  and  mortality  caused  by  hepatitis.   Based  on  this  data,  it  is  estimated  that  there 
are  1.2  million  Americans  with  hepatitis  B  and  3.5  million  with  hepatitis  C.   Among  those 
with  hepatitis  B  there  are  no  known  risk  factors  for  31  %  of  those  who  are  affected,  and 
for  hepatitis  C,  no  well  defined  risk  factors  could  be  identified  for  42%,  except  that  among 
those,  the  overwhelming  majority  were  poor. 
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Clearly,  we  have  to  learn  more  about  the  transmission  of  these  viruses  which  have 
infected  4.7  million  people  in  the  United  States.   Among  the  3.5  million  people  with 
hepatitis  C,  more  than  80%  will  develop  chronic  hepatitis  that  will  remain  for  the  rest  of 
their  lives  if  treatment  is  not  available.   Those  with  chronic  hepatitis  are  highly  vulnerable 
to  cirrhosis  and  liver  cancer. 

For  these  reasons,  ALF  recommends  that  the  original  Sentinel  Counties  project  and  the 
epidemiologic  activity  of  CDC  be  increased  by  an  additional  one  million  dollars  over  the  FY 
'95  spending  level. 

Pyblic  Awareness  and  Prevention 

It  is  important  to  realize  that  more  than  half  of  all  liver  diseases  can  be  treated  or 
prevented,  including: 

-  hepatitis;  -  bile  duct  diseases; 

-  cirrhosis;  -  cancer  of  the  liver;  and 

-  gallstones  and  gallbladder  diseases;  -  genetic  disorders 

-  alcohol  -  related  liver  disorders; 

CDC  has  identified  "future  directions  and  strategies  for  the  prevention  of  hepatitis  B."   The 
key  to  eliminating  hepatitis  B  as  a  significant  health  problem  is  public  awareness  about  the 
importance  of  hepatitis  B  vaccination.   ALF  has  successfully  promoted  programs  as  we 
have  the  importance  of  this  through  television,  public  service  announcements,  media 
relations  and  our  publications.    Elimination  of  hepatitis  B  would  be  a  true  biomedical 
success  story,  and  it  is  within  our  reach! 

With  Congressional  support  over  the  past  few  years,  CDC  has  played  a  leadership  role  in 
preventing  perinatal  hepatitis  B,  expanding  hepatitis  B  immunization  for  infants,  and  now, 
immunization  for  all  children  through  the  Vaccines  For  Children  (VFC)  program,  which  was 
launched  last  October. 

Adolescents  are  at  the  age  where  they  are  most  vulnerable  to  the  risks  of  hepatitis  B 
transmission.   Yet,  due  to  inadequate  funding  for  hepatitis  B  vaccine  program  support, 
activity  for  adolescents  has  been  limited  to  demonstration  projects  in  San  Francisco, 
Seattle,  Nashville,  Memphis,  North  Carolina,  Oregon  and  Massachusetts.   These  projects, 
targeted  to  immunize  11-12  year  olds  were  enormously  successful  and  should  be 
replicated  to  reach  the  four  million  11-12  year  olds  nationwide.   ALF  supports  the  recent 
recommendations  of  the  American  Academy  of  Pediatrics  and  the  Advisory  Committee  on 
Immunization  Practices  of  the  U.S.  Public  Health  Service  to  launch  a  national  program  of 
routine  vaccination  of  adolescents,  with  initial  targeting  to  11-12  year  olds,  with  $18 
million  dollars  funding  support  for  state  programs  and  CDC  to  immunize  four  million 
adolescents. 

New  treatments  for  hepatitis  B  and  C  are  beginning  to  emerge.   Alpha  interferon  has  been 
successful  in  treating  about  30%  of  patients  with  B  and  15%  with  C.   And  today  other 
therapeutic  agents  and  combination  therapies  offer  true  hope  for  the  future  in  the 
management  of  those  afflicted  with  hepatitis  B  and  C.   However,  even  with  the 
introduction  of  new  therapeutics,  public  awareness  and  professional  education  among 
primary  care  physicians  is  critically  important,  as  only  a  minority  of  patients  afflicted  with 
hepatitis  B  and  C  are  aware  of  the  option  of  the  drug  therapy  option. 
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Increased  public  awareness  is  also  important  with  respect  to  how  the  liver  is  damaged 
through  alcohol  and  drug  abuse.   There  are  many  other  ways  in  which  the  liver  can  be 
damaged  -  breathing  in  toxic  fumes  such  as  paint  thinners,  aerosol  sprays,  taking  large 
doses  of  acetaminophen  (e.g.,  in  Excedrin,  Datril,  Tylenol)  with  excessive  alcohol  use,  to 
name  a  few. 

Public  awareness  is  critical  because,  unlike  many  other  illnesses  where  there  are  warning 
signs,  when  clinical  symptoms  of  liver  disease  become  apparent,  it  is  usually  too  late  to 
prevent  the  inexorable  failure  and  shutdown  of  the  liver. 

ALF  has  established  a  leadership  role  in  providing  public  awareness  and  the  distribution  of 
health  educational  materials  concerning  hepatitis,  and  other  liver  and  gallbladder  diseases 
to  the  American  public.   By  the  close  of  our  fiscal  year  last  June  we  were  responding  to 
36,000  inquiries  per  year.   In  six  short  months  our  annual  rate  of  inquires  has  increased  by 
a  staggering  40%  to  a  rate  of  60,000  per  year.   Over  70%  of  the  inquires  related  to 
hepatitis.   ALF  is  seeking  $2,000,000  of  support  through  CDC  to  establish  an  information 
center  that  is  capable  of  serving  not  just  60,000  Americans  per  year  but  many  times  more 
in  the  years  ahead  in  order  to  make  sure  that  individuals  and  their  families  affected  by 
hepatitis/liver  diseases  and  health  professionals  have  ready  access  to  information  to 
prevent  and/or  treat  disease  (e.g.,  immunization,  behavior  change).   Our  goal  will  be  to 
"get  the  word  out"  throughout  America  about  what  people  can  do  themselves  to  prevent 
liver  disease.   We  see  this  as  a  joint  public  and  private  sector  effort  between  ALF  and  CDC 
that  would  target  at  risk  populations  in  order  to  reduce  the  incidence  and  prevalence  of 
liver  disease  in  the  United  States. 

Recommendations 

In  closing,  I  wish  to  summarize  our  recommendations: 

-  NIH  Liver  Research  -  maintain  current  funding  levels,  with  adjustments  for 
biomedical  inflation; 

-  NIDDK  -  $300,000  for  NIDDK  to  convene  a  national  inter-institute  and  ALF  meeting 
to  review  the  "research  agenda,"  and  identify  the  resources  that  would  be  required 
to  affectively  address  the  scientific  problems  that  have  been  identified.   That  would 
be  provided  in  a  report  to  the  Appropriations  Subcommittee  by  December  31 , 
1995. 

-  CDC 

•  additional  $18,000,000  support  CDC  and  state  programs  to  immunize 
6,000,000  adolescents  with  hepatitis  B  vaccine; 

•  additional  $1 ,000,000  over  FY  '95  spending  level  to  expand  the  Sentinel 
Counties  project  to  study  the  epidemiology  of  hepatitis  B  and  C; 

•  $2,000,000  to  assist  ALF  establish  an  information  center  as  a  public/private 
sector  model  with  CDC  to  expand  its  current  level  of  responding  to  60,000 
inquiries  per  year  as  well  as  other  public  awareness  and  health  education 
initiatives. 

Thank  you  very  much  for  allowing  us  the  opportunity  to  present  the  enormous  public 
health  challenges  we  are  now  facing  with  hepatitis,  and  other  liver  and  gallbladder 
diseases  in  American. 

My  husband,  Daniel,  and  I  want  to  thank  you  again  for  your  support  of  funds  for 
biomedical  research  that  has  made  the  difference  for  Vincent. 
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AMERICAN  LIVER  FOUNDATION 


Code 

Disease 

Total 

571  - 

Chronic  liver  disease/cirrhosis 

25,262 

572- 

Liver  abscess 

3,664 

155  - 

Primary  liver/bile  duct  cancer 

9,555 

070- 

Viral  hepatitis 

2,001 

573- 

Other  liver  disorders 

1,747 

275- 

Excess  metals/glycogen  storage  disease 

435 

576- 

Biliary  track  disorders 

952 

570- 

Acute,  subacute  necrosis  of  liver 

351 
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HOSPITAL  CHARGES  FOR  LIVER  DISEASES  IN  1993 


Total  Hospitals  in  Sample: 
Total  Discharges  in  Sample: 
Projected  Discharges  in  Sample 


1.341 
8.441,610 
33.768,619 


Total  Hospitals  in  this  Study: 
Total  Discharges  in  this  Study: 
Projected  Discharges  in  this  Study: 


1.329 
173,655 
720,079 


AVERAGE 

TOTAL 

TOTAL 

U.S. 

PATIENT 

HOSPITAL 

CODE 

MEDICAL  TERM 

CHARGE 

PATIENTS 

TOTAL  CHARGE 

070.0 

Hepatitis  A  with  coma 

$23,144 

121 

$1,740,750 

070.20-070.21 

Chronic  Hepatitis  B  with  coma 

$18,582 

683 

$16,814,651 

070.30 

Hepatitis  B  no  coma 

$11,522 

18.693 

$190,490,971 

070.31 

Hepatitis  B  with  delta  no  coma 

$7,719 

208 

$1,445,805 

070.41  -070.43,070.49.070.6 

Hepatitis  with  coma 

$21,171 

1,346 

$33,272,031 

070.40 

Hepatitis  C  without  coma 

$13,605 

28.546 

$372,525,006 

115.0 

Primary  Liver  Cancer 

$  1 4,000 

1  2.745 

$147,806,862 

197.7 

Liver  Cancer,  secondary 

$12,503 

229,719 

$2,347,885,693 

271.0 

Glycogen  storage  disease 

$10,997 

1.109 

$11,7639,158 

275.0 

Hemochromatosis:  Iron  storage 

$10,454 

7,263 

$79,702,529 

275.1 

Wilson's  disease:  copper  storage 

$12,712 

733 

$11,784,232 

277.6 

Alpha  1  antitripsin  deficiency 

$9,301 

5,191 

$61,806,185 

571.0 

Alcoholic  fatty  liver 

$10,362 

9,733 

$32,943,325 

571.1 

Alcoholic  Hepatitis 

$8,716 

51,742 

$403,424,235 

571.2 

Alcoholic  cirrhosis  liver 

$13,561 

115,813 

$1,362,975,1*9 

571.3 

Alcohol  liver  damage 

$9,443 

32.135 

$244,137,096 

571.40,571.49 

Chronic  Hepatitis 

$12,148 

23,730 

$251,377,505 

571.41 

Chronic  persistent  hepatitis 

$8,911 

1.649 

$11,175,423 

571.5 

Cirrhosis  liver,  without  alcohol 

$14,148 

86.713 

$1,160,529,427 

571.6 

Primary  biliary  cirrhosis 

$15,232 

6.175 

$96,493,504 

571.8 

Nonalcoholic  fatty  liver 

$12,450 

24,742 

$323,690,594 

576.1 

Sclerosing  cholangitis 

$16,164 

33,838 

$489,086,543 

576.2 

Biliary  atresia  acquired 

$15,082 

31,336 

$404,013,334 

574.51.674.21 

Biliary  atresia  acquired  with 

gallstones 

$12,398 

18.209 

$187,805,419 

574.01.574.31 

Biliary  atresia  acquired  with 

acute  cholecystitis 

$16,893 

25.927 

$360,154,096 

751.61 

Congenital  biliary  atresia 

$22,750 

2.703 

$90,515,465 

Total  Liver  Diseaee 

$12,693 

720.079 

$7,861,221,591 

SOURCE:  HCIA  Projected  Inpatient  Data  I 
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Mr.  Porter.  Ms.  Grasso,  we  appreciate  your  excellent  statement. 
Not  a  trace  of  nervousness. 

Ms.  Grasso.  Well,  I  don't  know  about  that. 

Mr.  Porter.  You  are  an  experienced  witness  and  we  look  for- 
ward to  having  you. 

Ms.  Grasso.  I  hope  you  can  watch  our  tape  some  day. 

Mr.  PORTER.  We  will  do  that.  Thank  you  very  much. 


Tuesday,  January  31,  1995. 

WITNESS 
HARVEY  FRIEDMAN,  BLUE  CROSS  AND  BLUE  SHIELD  ASSOCIATION 

Mr.  Porter.  Our  next  witness  is  not  present.  I  am  told  he  is  on 
his  way  so  we  will  pass  over  him  for  the  moment  and  go  to  Harvey 
Friedman,  Blue  Cross/Blue  Shield  Association. 

Mr.  Friedman.  Good  morning,  Mr.  Chairman  and  Members  of 
the  subcommittee.  I  am  Harvey  Friedman,  Vice  President  of  Medi- 
care Administration  for  the  Blue  Cross  and  Blue  Shield  Associa- 
tion, the  organization  representing  68  Blue  Cross  and  Blue  Shield 
member  plans  throughout  the  Nation. 

We  appreciate  this  opportunity  to  testify  on  the  fiscal  year  1996 
budget  for  medicare  fiscal  intermediaries  and  carriers,  also  known 
as  medicare  contractors. 

Mr.  Chairman,  my  full  testimony  has  been  given  to  the  commit- 
tee for  its  consideration. 

I  would  like  at  this  time  to  make  a  brief  statement.  I  make  my 
remarks  based  on  almost  30  years  of  personal  operational  involve- 
ment with  the  medicare  program. 

There  have  been  numerous  difficulties  over  the  years  for  the  con- 
tracting community,  mostly  dealing  with  either  funding  or  change. 
The  year  ahead,  however,  promises  to  present  one  of  the  greatest 
challenges  ever  for  the  contractors.  The  drive  to  achieve  a  balanced 
Federal  budget,  or  at  the  very  least  to  achieve  a  significant  reduc- 
tion in  the  Federal  deficit,  is  certain  to  generate  many  complex 
changes  and  at  the  same  time  strain  the  resources  contractors  will 
have  available.  When  your  work  is  done  here  in  Congress,  our  work 
as  fiscal  intermediaries  and  carriers  will  just  begin. 

We  will,  of  course,  provide  the  subcommittee  with  our  specific 
recommendations  on  contractor  funding  after  we  have  completed 
analysis  of  the  President's  budget  request.  At  this  time,  I  would 
simply  urge  the  subcommittee  to  consider  the  two  factors  that  have 
had  the  greatest  effect  on  the  adequacy  of  contractor  funding. 
These  factors  are  the  growth  in  the  medicare-eligible  population 
and  inflation. 

To  keep  pace  with  inflation  alone,  an  increase  of  $56  million  over 
fiscal  year  1995  would  be  required.  The  funding  needed  to  meet  the 
expected  5  percent  increase  in  claims  work  load  would  require  an 
additional  $81  million.  And  even  if  both  of  these  increases  were 
provided,  contractor  funding  would  be  less  than  1  percent  of  the 
medicare  budget.  For  the  past  several  years,  medicare  claims  vol- 
ume has  grown  about  four  times  faster  than  the  funds  available  to 
manage  the  incoming  work  load  and  to  ensure  that  only  proper 
payments  are  made. 


625 

Claims  processing  activities  represent  the  largest  portion  of  the 
medicare  contractor  budget.  Contractors  will  process  about  824  mil- 
lion claims  in  fiscal  year  1996,  more  than  3  million  each  processing 
day.  Contractors  are  also  responsible  for  customer  service  and  will 
receive  approximately  40  million  inquiries,  by  telephone,  in  writing 
or  through  direct  contact  with  beneficiaries  and  providers. 

Payment  safeguard  activities  certainly  are  an  essential  element 
of  managing  health  care  costs  and  ensuring  that  every  medicare 
dollar  is  spent  prudently  and  properly.  Safeguard  activities  include 
medical  review,  auditor-provided  cost  reports,  assurance  that  medi- 
care acts  as  a  secondary  payer  and  detection  and  deterrence  of 
fraud  and  abuse. 

On  this  issue,  Mr.  Chairman,  you,  too,  have  been  a  champion  of 
these  concerns  and  because  of  your  leadership  last  year,  funding 
for  medicare  fraud  and  abuse  prevention  was  increased  by  5.4  mil- 
lion over  the  administration's  request. 

In  conclusion,  Mr.  Chairman,  as  budgets  become  tighter  and  ap- 
propriations are  focused  on  the  cost-effectiveness  of  each  and  every 
dollar  spent  on  Federal  programs,  we  believe  that  Congress  will 
find  that  funding  for  medicare  administration  is  well  spent.  Medi- 
care contractors  work  diligently  and  effectively  to  fulfill  their  re- 
sponsibilities to  pay  claims,  provide  customer  service,  and  elimi- 
nate unnecessary  spending. 

We  look  forward  to  working  with  you  this  year  to  maintain  medi- 
care's high  level  of  service  to  its  beneficiaries  while  improving  the 
efficiency  of  its  operations,  commitments  we  know  we  share  with 
Members  of  this  subcommittee. 

Thank  you.  I  will  be  pleased  to  respond  to  any  questions. 

[The  prepared  statement  of  Harvey  Friedman  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Harvey  Friedman,  Vice  President  of 
Medicare  Administration  for  the  Blue  Cross  and  Blue  Shield  Association,  the  organization 
representing  68  Blue  Cross  and  Blue  Shield  member  Plans  throughout  the  nation. 

I  appreciate  the  opportunity  to  testify  before  the  subcommittee  on  the  fiscal  year  1996 
budget  for  Medicare  fiscal  intermediaries  and  carriers,  also  known  as  Medicare  contractors. 

The  Year  Ahead 

During  the  year  ahead,  the  Medicare  program  and  its  nationwide  network  of  Medicare 
contractors  are  certain  to  face  one  of  their  greatest  challenges  ever.  The  drive  to  achieve  a 
balanced  federal  budget  ~  or  at  the  very  least  a  significant  reduction  in  the  deficit  —  is  sure 
to  generate  many  complex  changes  and,  at  the  same  time,  strain  the  resources  contractors 
will  have  available  to  administer  the  Medicare  program.  When  your  work  is  done  here  in 
Congress,  deciding  on  what  changes  will  be  made,  our  work  as  Medicare  contractors  will 
just  begin.  It  will  fall  to  us  to  ensure  that  your  policies  are  put  in  place  on  time  and  that 
they  work  well. 

With  Medicare  spending  projected  to  reach  $190  billion  in  fiscal  year  1996,  few  challenges 
facing  the  federal  government  could  be  more  important  than  developing  and  implementing 
a  comprehensive  strategy  to  bring  sound  management  to  the  nation's  largest  health  care 
program. 

We  will  provide  the  subcommittee  with  our  specific  recommendations  on  funding  for 
Medicare's  administrative  responsibilities  after  we  have  completed  an  analysis  of  the 
President's  budget  for  fiscal  year  1996.  At  this  time,  I  would  urge  the  subcommittee  to 
consider  the  two  factors  that  have  the  most  effect  on  the  adequacy  of  funding  for  Medicare 
contractors.  They  are  the  growth  in  the  Medicare  eligible  population,  translated  into  the 
increase  in  claims  submitted  for  payment  by  Medicare's  approximately  37  million 
beneficiaries;  and  inflation.  To  keep  pace  with  inflation  alone,  an  increase  of  $56  million 
over  the  fiscal  year  1995  appropriation  would  be  required.  In  addition,  the  funding  needed 
to  meet  the  expected  5  percent  increase  in  next  year's  claims  workload  would  require  an 
increase  of  $81  million.  Even  if  both  of  these  increases  were  provided,  the  funding  for 
Medicare  contractors  would  be  less  than  1  percent  of  the  Medicare  budget. 

Blue  Cross  and  Blue  Shield  Plans  have  historically  played  a  critical  role  in  the  successful 
partnership  between  private  industry  and  government  administering  the  Medicare  program. 
For  Medicare,  Blue  Cross  and  Blue  Shield  Plans  process  85  percent  of  the  claims  from 
hospitals  and  68  percent  of  the  claims  from  physicians  and  other  health  care  practitioners. 
We  have  become  leaders  in  electronic  billing;  we  continue  to  adapt  quickly  to  legislative 
changes  in  the  program  and  remain  committed  to  restructuring  the  program  to  make  it 
better  for  beneficiaries. 
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For  the  past  several  years,  Medicare  claims  volume  has  grown  about  four  times  faster  than 
the  funds  available  to  manage  the  incoming  workload  and  to  ensure  that  only  proper 
payments  are  made.  Adequate  funding  to  handle  Medicare's  constantly  increasing 
workload  is  needed  to  maintain  quality  service  to  Medicare  beneficiaries  and  providers,  to 
pay  claims  within  the  time  frames  established  by  Congress,  and  to  prevent  fraud,  abuse,  and 
overpayments. 

The  Responsibilities  of  Medicare  contractors 

Medicare  contractors  are  the  organizations  that  the  government  relies  on  to  handle  a  broad 
range  of  responsibilities  to  serve  Medicare  beneficiaries  and  health  care  providers, 
including: 

•  Payment  of  an  estimated  824  million  claims  a  year,  more  than  3  million  every  working 
day; 

•  Preventing  wrongful  payments  or  payments  for  services  not  covered  or  considered 
appropriate  by  Medicare; 

•  Responding  to  over  40  million  telephone  and  written  inquiries  to  Medicare  from  those 
it  services;  and 

•  Implementing  the  legislative  and  regulatory  changes  in  the  program  approved  by 
Congress  and  the  Health  Care  Financing  Administration  (HCFA). 

In  their  January  12,  1995  appearance  before  this  subcommittee,  the  General  Accounting 
Office  (GAO)  reiterated  the  importance  of  these  responsibilities  when  they  testified  that 
"cutting  administrative  costs  in  entitlement  programs  —  specifically,  cutting  that  portion 
used  to  safeguard  a  program  against  fraud,  overcharges,  and  abuse  ~  can  be  pennywise  but 
pound  foolish."  Preserving  funds  for  Medicare  program  safeguard  activities  is  an 
investment  with  proven  results.  In  fact,  GAO  testified  that  insufficient  resources  are 
currently  dedicated  to  these  activities. 

You,  too,  Mr.  Chairman,  have  been  a  champion  of  these  concerns  and  because  of  your 
leadership  last  year,  funding  for  Medicare  fraud  and  abuse  prevention  and  payment 
safeguard  operations  was  increased  by  $5.4  million  over  the  Administration's  request.  That 
increased  spending  helped  to  reverse  a  disturbing  trend  of  inadequate  funding  over  many 
years  for  these  front  line  defense  responsibilities  of  Medicare  contractors. 
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Claims  Processing 

In  fiscal  year  1995,  Medicare  will  process  785  million  claims  on  behalf  of  the  program's  37 
million  beneficiaries  at  a  processing  cost  of  $895  million.  Over  the  past  five  years,  receipts 
of  Medicare  claims  have  increased  on  average  by  8  percent  annually;  while  the  funding  to 
process  those  claims  has  increased  by  only  2  percent.  If  the  fiscal  year  1996  claims  volume 
keeps  pace  with  last  year's  rate,  we  estimate  that  Medicare  contractors  will  process  824 
million  claims  or  more  than  3  million  claims  every  working  day. 


Average  Claim!  Volume  Increases  versus  Average  Contractor  Budget  Increases 


Claims  Volume 


Fiscal  Years  1991  through  1995 


Contractors  have  been  able  to  cope  with  the  difference  between  available  funding  and 
claims  workload  increases,  due  in  large  part  to  the  gains  made  by  processing  claims 
electronically.  Claims  submitted  electronically,  instead  of  by  paper,  can  be  handled  more 
efficiently  and  can  save  administrative  dollars.  While  further  efficiency  gains  can  still  be 
achieved,  we  expect  that  they  will  result  in  fewer  savings  because  of  a  large  number  of 
health  care  providers,  especially  hospitals,  have  already  made  the  shift  to  computerized 
Medicare  billing. 


Claims  processing  activities  represent  the  largest  portion  of  the  Medicare  contractor  budget 
and  adequate  funding  is  essential  for  these  responsibilities  in  order  to  avoid  backlogs  and 
delays  for  funds  owed  to  Medicare  beneficiaries  and  health  care  providers.  Because  of 
Medicare's  size  and  the  importance  of  timely  Medicare  payments  to  millions  of  individuals 
each  day,  it  is  essential  that  claims  processing  activities  operate  smoothly  throughout  the 
year. 
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Contractors  are  also  responsible  for  customer  service.  The  constant  changes  made  to  the 
Medicare  program,  both  legislative  and  administrative,  necessitate  that  contractors  quickly 
give  consistent  and  accurate  information  to  beneficiaries  and  providers.  In  fiscal  year  1995, 
contractors  will  receive  approximately  40  million  inquiries  by  telephone,  in  writing  or 
through  direct  contact.  Maintaining  beneficiary  and  provider  services  helps  to  reduce 
unnecessary  and  wasteful  spending  of  benefit  dollars.  For  example,  contractor  toll-free 
telephone  lines  are  an  especially  important  way  for  beneficiaries  to  communicate  their 
identification  of  potential  fraud  in  the  system. 


Payment  Safeguards 

Payment  safeguard  activities  are  an  essential  element  of  managing  health  care  costs  and 
ensuring  that  every  Medicare  dollar  is  spent  prudently  and  properly.  Payment  safeguard 
activities  include:  medical  review  of  claims  to  determine  medical  necessity,  audit  of 
provider  cost  reports,  assurance  that  Medicare  acts  as  a  secondary  payer  when  a 
beneficiary  has  primary  coverage  through  private  insurance  or  an  employer-sponsored 
health  plan,  and  detection  and  deterrence  of  fraud  and  abuse  in  Medicare. 

Medicare's  payment  safeguard  program  is  one  of  the  best  investments  made  by  the 
government  in  the  sound  management.  However,  each  year  a  lower  and  lower  percentage 
of  claims  is  reviewed  prior  to  payment  because  of  insufficient  funding  for  these  important 
activities.  For  example,  to  save  administrative  dollars  and  meet  the  discretionary  budget 
caps,  the  Administration  instructed  carriers  to  review  only  five  percent  of  all  claims  in  fiscal 
year  1995,  down  from  20  percent  in  fiscal  year  1989.  This  decrease  in  claims  reviewed 
sends  a  signal  that  detecting  Medicare  waste  and  overpayments  is  not  a  priority,  increasing 
the  potential  risk  for  fraud  in  the  program. 
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Percentage  of  Medicare  Claims  Reviewed  Tor  Medical  Necessity 
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Another  example  of  inadequate  funding  that  GAO  used  at  a  recent  hearing  pointed  to  the 
fact  that  physicians  and  other  providers  have  about  only  three  chances  out  of  1,000  of 
having  Medicare  audit  their  billing  practices  in  any  given  year.  At  the  same  hearing  with 
GAO,  Health  and  Human  Services  (HHS)  Secretary  Donna  Shalala  testified  that  in  1994 
HHS  achieved  almost  1,200  successful  prosecutions  and  more  than  1,300  administrative 
sanctions  resulting  in  more  than  $8  billion  of  savings  to  the  Medicare  and  Medicaid 
programs. 

The  funding  problem  is  compounded  because  Medicare  law  requires  that  claims  are  paid 
within  strict  time  periods  while  the  programs  that  prevent  erroneous  payments  are  not 
mandated.  The  result,  as  GAO  has  concluded,  is  that  reduced  funding  for  Medicare 
contractors  has  forced  a  concentration  of  resources  on  the  effort  to  pay  claims  quickly, 
often  at  the  expense  of  adequate  funding  for  the  review  activities  to  ensure  the  accuracy 
and  appropriateness  of  payments. 

In  addition,  payment  safeguard  activities  are  extremely  sensitive  to  funding  level  variations 
from  year  to  year.  Funding  cuts  one  year,  followed  by  more  adequate  funding  the  next 
year,  results  in  the  loss  of  experienced  and  trained  staff—  at  very  high  costs  to  the 
program. 


Both  the  GAO  and  the  Health  and  Human  Services  Office  of  Inspector  General  (OIG)  have 
recommended  consistent  and  adequate  funding  of  these  critical  functions  to  protect 
Medicare  from  improper  payments.  Payment  safeguard  activities  have  been  consistently 
cost-effective  and  should  be  considered  an  essential  element  of  the  Federal  government's 
efforts  to  restrain  unnecessary  health  care  spending.  Strong  payment  integrity  programs 
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operated  by  Medicare  should  be  considered  the  first  priority  in  any  effective  cost  control 
strategy. 

Medicare  Transaction  System 

Starting  at  an  already  impressive  performance  level  and  standard  of  efficiency,  the 
Medicare  contractors,  in  partnership  with  HCFA,  continue  to  work  to  improve  the 
administration  of  the  Medicare  program. 

To  promote  further  efficiencies  in  the  program,  HCFA  is  developing  a  new  claims 
processing  system  for  Medicare.  The  new  system,  the  Medicare  Transaction  System, 
would  consolidate  all  claims  processing  functions  into  a  single  processing  system  run  at  one 
or  more  operating  sites.  MTS  would  allow  for  more  uniform  claims  processing  and  would 
afford  the  potential  for  certain  economies  of  scales.  Once  MTS  is  operational,  HCFA 
expects  to  achieve  better  program  management;  enhance  the  ability  to  deter  waste,  fraud 
and  abuse,  and  improve  service  to  beneficiaries,  physicians,  hospitals,  and  other  providers. 
MTS  is  expected  to  be  completed  in  1999. 

Blue  Cross  and  Blue  Shield  contractors  support  and  assist  HCFA  in  the  development  of 
and  transition  to  MTS  by  means  of  furnishing  informed  and  expert  personnel;  all  in  order  to 
maintain  an  environment  dedicated  to  the  delivery  of  cost  effective,  quality  products  and 
customer  service.  We  will  continue  to  strive  to  work  in  partnership  with  HCFA  to  develop 
and  deliver  a  high  quality  system  to  meet  the  demands  of  the  future  Medicare  environment 
and  HCFA  administration. 

Conclusion 

As  budgets  become  tighter,  and  appropriations  are  focused  on  the  cost-effectiveness  of 
each  and  every  dollar  spent  on  Federal  programs,  we  believe  that  Congress  will  find  that 
funding  for  Medicare  administration  is  well  spent.    Medicare  contractors  work  diligently 
and  efficiently  to  fulfill  their  responsibilities  to  pay  claims,  provide  customer  service  and 
eliminate  unnecessary  spending  by  the  government  through  the  detection  and  deterrence  of 
fraud  and  abuse.  Strong  and  effective  management  of  Medicare  is  crucial.  GAO  again 
testified  this  month  that  funding  for  Medicare  contractors  to  manage  Medicare's  $190 
billion  budget  must  keep  pace  with  the  growing  claims  workload. 

We  look  forward  to  working  with  you  this  year  to  maintain  Medicare's  high  level  of  service 
to  its  beneficiaries,  while  improving  the  efficiency  of  its  operations  —  commitments  we 
know  that  we  share  with  all  the  members  of  this  subcommittee. 
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Mr.  Porter.  Mr.  Friedman,  we  have  adopted  in  the  House  Rules 
zero-based  budgeting.  How  is  that  going  to  affect  medicare  funding, 
in  your  opinion? 

Mr.  FRIEDMAN.  If  we  let  history  be  our  guide  and  it  has  certainly 
been  said  that  those  of  us  who  forget  our  history  are  doomed  to  re- 
peat it,  what  we  will  see,  sir,  is  that  claims  processing  will  receive 
the  highest  priority  and  what  tends  to  happen  then  is  that  funding 
is  reduced  in  such  very  important  areas  as  payment  safeguards. 

Mr.  Porter.  Well,  we  thank  you  very  much  for  your  testimony 
this  morning.  Thank  you  for  being  with  us. 

Mr.  Friedman.  Thank  you,  sir. 


Tuesday,  January  31,  1995. 

WITNESS 

KAREN  DENNIS,  PH.D.,  RN.,  AMERICAN  ASSOCIATION  OF  COLLEGES 
OF  NURSING 

Mr.  Porter.  The  next  witness  is  Karen  Dennis,  R.N.,  Ph.D., 
American  Association  of  Colleges  of  Nursing.  Dr.  Dennis. 

Dr.  Dennis.  Good  morning,  Mr.  Chairman,  and  Members  of  the 
subcommittee.  I  am  Karen  Dennis,  Ph.D.,  R.N.,  Associate  Professor 
at  the  University  of  Maryland  School  of  Nursing  in  Baltimore  and 
Associate  Director  for  Education  and  Evaluation  on  Geriatric  Re- 
search, Education  and  Evaluation  Clinical  Center  at  the  Baltimore 
Veterans  Affairs  Medical  Center.  I  present  this  statement  for  the 
American  Association  of  Colleges  of  Nursing,  AACN,  an  organiza- 
tion representing  the  460  senior  college  and  university  nursing 
education  programs  at  the  baccalaureate  and  graduate  level. 

The  National  Institute  of  Nursing  Research  grants  address 
nursing's  most  pressing  patient  care  concerns.  In  order  to  increase 
the  number  of  projects  NINR  can  support  as  well  as  the  number 
of  the  training  awards  for  future  researchers,  AACN  recommends 
fiscal  year — in  this  case  funding  for  NINR  at  $63  million,  about  a 
15  percent  increase  over  fiscal  year  1995.  This  increase  would  en- 
able NINR  to  fund  about  30  additional  research  projects,  to  provide 
more  funding  for  investigator-initiated  research,  and  to  increase 
the  number  of  research  training  awards  from  203  to  232.  Before 
providing  other  examples  of  some  of  the  impressive  work  that 
NINR  supports,  I  would  like  to  share  some  information  about  my 
current  NINR  project. 

Obesity  affects  nearly  one-third  of  the  U.S.  population  and 
precipitates  a  variety  of  other  health  care  problems,  including  car- 
diovascular disease,  the  leading  cause  of  morbidity,  and  premature 
mortality  in  older  individuals. 

I  am  the  principal  investigator  on  a  study  seeking  to  determine 
what  treatment  approach  to  weight  loss  is  the  most  effective,  what 
kinds  of  people  would  benefit  the  most  from  what  kinds  of  treat- 
ment, and  what  can  be  done  to  manage  weight  over  the  long  term 
since  keeping  weight  off  once  it  has  been  lost  continues  to  be  a 
major  challenge. 

A  major  NINR  initiative  announced  this  month  seeks  to  deter- 
mine the  impact  of  a  comprehensive,  community-based  disease  pre- 
vention program  on  the  health  of  underserved,  rural,  and  minority 
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populations.  These  populations  often  have  no  regular  program  of 
health  care  and  turn  to  the  system  only  when  there  is  a  crisis  re- 
sulting in  the  need  for  costly  interventions. 

NINE  is  focused  on  reducing  the  number  of  low  birth  weight  ba- 
bies who  often  require  costly  hospitalization.  A  University  of  Penn- 
sylvania scientist,  Dr.  Dorothy  Brooten,  examined  a  nursing  model 
of  home  care  for  early  discharged  maternal  patients  and  their  chil- 
dren which  resulted  in  a  major  cost  savings. 

Looking  at  problems  of  the  older  patient,  Dr.  Mary  Quayhagen 
of  the  University  of  San  Diego  is  testing  an  intervention  such  as 
mental  exercises  to  improve  the  mental  functions  of  patients  with 
Alzheimer's  disease  to  benefit  both  the  patient  and  to  reduce  stress 
on  caregivers  since  70  percent  of  Alzheimer's  patients  are  cared  for 
at  home. 

In  1994,  the  National  Research  Council  recommended  that  the 
growing  need  for  highly  trained  nurse  researchers  warrants  train- 
ing 500  of  them  in  fiscal  year  1996.  AACN  agrees  but  we  are  also 
aware  of  the  realities  of  the  present  funding  environment  and  have 
urged  an  increase  in  NINR  funding  that  would  fund  232  more  of 
these  professionals. 

The  capability  to  train  graduate  nurses  for  research  obviously  de- 
pends on  there  being  graduates  to  train.  Thus,  AACN  supports 
funding  for  Title  VIII,  which  supports  a  number  of  undergraduate 
and  graduate  nursing  education  programs  and  a  program  to  in- 
crease the  diversity  of  the  nursing  work  force.  AACN  also  supports 
funding  for  the  Disadvantaged  Minority  Health  Improvement  Act 
scholarships. 

As  we  look  at  health  care  delivery,  it  is  important  to  remember 
that  nursing  care  has  as  much  to  do  with  outcomes  and  costs  as 
medical  care.  Nursing  research  seeks  to  optimize  the  knowledge 
and  skills  of  the  nursing  profession  to  assess  the  patient's  condition 
and  to  move  the  patient  toward  recovery.  NINR's  support  has  made 
possible  numerous  demonstrable  improvements  in  nursing  care 
that  save  money  and  improve  outcomes.  AACN  respectfully  re- 
quests that  this  subcommittee  provide  $63  million  for  NINR  to  con- 
tinue its  vital  work. 

Thank  you  for  giving  AACN  the  opportunity  to  appear.  I  would 
be  happy  to  answer  your  questions. 

[The  prepared  statement  of  Karen  Dennis,  Ph.D,  follows:] 
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Good  Morning,  Mr.  Chairman  and  Members  of  the  Subcommittee.  I  am  Karen  Dennis,  Ph.D. 
R.N.,  Associate  Professor  at  the  University  of  Maryland  School  of  Nursing  in  Baltimore  and 
Associate  Director  for  Education  and  Evaluation  on  Geriatric  Research,  Education  and 
Evaluation  Clinical  Center,  Baltimore  VA  Medical  Center.  I  present  this  statement  for  the 
American  Association  of  Colleges  of  Nursing  (AACN),  an  organization  representing  over  460 
senior  college  and  university  nursing  education  programs  at  the  baccalaureate  and  graduate  level. 

AACN's  members  receive  the  great  majority  of  National  Institute  of  Nursing  Research  awards  to 
fund  a  wide  variety  of  projects  seeking  ways  to  improve  public  health,  outcomes,  quality  and  cost 
effectiveness  of  nursing  practice.  NINR  grants  address  nursing's  most  pressing  patient  care 
concerns.  In  order  to  increase  the  number  of  projects  NINR  can  support  as  well  as  the  number  of 
training  awards  for  future  researchers,  AACN  recommends  FY96  funding  for  NINR  at  $63 
million,  about  a  15  percent  increase  over  FY95.  This  increase  would  enable  NINR  to  fund  about 
30  additional  research  projects,  to  provide  more  funding  for  investigator  initiated  research,  and  to 
increase  the  number  of  research  training  awards  from  203  to  232.  Before  providing  examples  of 
some  of  the  impressive  work  NINR  supports,  I  would  like  to  share  some  information  about  my 
current  NINR  project.. 

My  project     Obesity  affects  nearly  one  third  of  the  US  population,  and  imposes  stresses  on  the 
body  that  help  to  precipitate  a  wide  variety  of  other  health  problems.  Women  particularly  are 
concerned  about  weight  loss  and  spend  billions  of  dollars  a  year  on  diets,  foods,  and  remedies  to 
help  them  lose  weight.  I  am  the  Principal  Investigator  on  a  study  seeking  to  determine  what 
treatment  approach  to  weight  loss  is  most  effective,  what  kinds  of  people  would  benefit  most 
from  a  particular  treatment,  and  what  can  be  done  to  help  manage  weight  over  the  long  term.  My 
study  takes  a  group  of  women  50-70  years  old  and  assigns  them  to  treatment  groups  with 
different  ways  to  educate  them  on  diet,  behavior  and  exercise  and  then  to  assess  their  progress.  A 
special  anti-relapse  feature  and  a  two  year  follow-up  program  are  part  of  the  study,  since  keeping 
weight  off  once  it  has  been  lost  continues  to  be  a  major  challenge. 

Community  based  care  A  major  NINR  initiative  announced  this  month  seeks  to  determine  the 
impact  of  a  comprehensive,  community  based  disease  prevention  program  on  health  of 
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underserved,  rural,  and  minority  populations.  These  populations  often  have  no  regular  program  of 
health  care  and  turn  to  the  system  only  when  there  is  a  crisis,  resulting  in  the  need  for  costly 
interventions. 

Children  and  maternal  One  five  year  study  being  done  by  Dr.  Ida  Moore  of  the  University  of 
Arizona  College  of  Nursing  is  looking  at  the  long  term  effects  on  mental  functioning  in  60 
children  who  have  received  intensive  treatment  for  cancer.  Another  NINR  focus  is  reducing  the 
number  of  low  birth  weight  babies  who  often  require  costly  hospitalization  and  who  may  be 
affected  in  major  ways  by  the  circumstances  of  their  births.    Dr.  Mary  Moore  of  Wake  Forest 
University  developed  a  way  to  reduce  premature  labor  in  low  income  African  American  women, 
and  Dr.  Dyanne  Affonso  of  Emory  University  worked  with  public  health  nurses  to  design  a 
program  to  bring  prenatal  care  to  low  income  mothers  in  Hawaii.  Another  NINR  project  (Dr. 
Carolyn  Webster-Stratton  of  the  University  of  Washington)  produced  a  video  tape  training 
program  for  parents  of  3  to  8  year  old  violent,  disobedient,  or  aggressive  problem  children  in 
families  of  various  social  and  economic  strata.  A  University  of  Pennsylvania  study  managed  by 
Dr.  Dorothy  Brooten  undertook  transition  home  care  for  early  discharge  maternal  patients  and 
their  children,  resulting  in  major  cost  savings  when  compared  to  control  groups.  Other  foci 
include  pre-term  infants,  breast  feeding,  measurement  of  infant  and  child  pain,  and  adolescent 
health  issues. 

Elderly  Because  falls  of  elderly  people  are  a  major  cause  of  hospital  admissions  and  a  downward 
life  functioning  spiral,  Dr.  Robert  Wallace  of  the  University  of  Iowa  receives  NINR  support  to 
develop  thin  but  effective  hip  pads  to  reduce  the  danger  of  hip  breakage  in  a  fall.  Also  looking  at 
problems  of  the  older  patient,  Dr.  Mary  Quayhagen  of  the  University  of  San  Diego  is  testing 
interventions  such  as  mental  exercises  to  improve  the  mental  functions  of  Alzheimer's  disease  to 
benefit  both  the  patient  and  to  reduce  stress  on  caregivers  (70  percent  of  Alzheimer's  patients  are 
cared  for  at  home).  Other  projects  address  health  assessments  of  well  elderly,  chronic  disease, 
depression,  mental  functioning,  balance  assessments,  incontinence,  arthritis,  memory  loss,  and 
care  of  homebound  elderly. 

Women's  health  Females  are  52  percent  of  the  US  population,  yet  major  gaps  remain  in  the 
knowledge  and  treatment  of  women's  health  problems.  Dr.  Marilyn  Rothert  of  Michigan  State 
University  is  being  supported  by  NINR  to  help  women  decide  whether  to  undertake  hormone 
replacement  therapy  to  reduce  physical  and  mental  effects  of  menstruation  or  menopause.  Dr. 
Nancy  Reame  of  the  University  of  Michigan  discovered  that  a  common  and  expensive  treatment 
for  premenstrual  syndrome  was  based  on  an  erroneous  assumption.  Another  study  by  Dr. 
Margaret  Heitkemper  of  the  University  of  Washington  found  that  increasing  estrogen  and 
changing  dietary  fiber  can  reduce  common  symptoms  of  menstrual  and  menopausal  pain.  Other 
NINR  initiatives  in  this  area  include  interventions  to  reduce  the  physical  effects  of  chemotherapy 
for  treatment  of  breast  cancer,  post- part um  mental  health,  predictors  of  pregnancy  complications, 
comparisons  of  nurse  mid  -  wives  and  physicians,  home  visits  for  new  mothers,  health  promotion 
for  teenage  mothers,  postcoronary  women,  and  a  women's  health  research  center. 

HTV  A  number  of  NINR  projects  seek  to  educate  about  and  to  prevent  HTV  infection,  to  reduce 
the  impact  of  symptoms  and  improve  the  quality  of  life  of  patients  with  HTV,  to  facilitate 
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patients'  managing  their  life  and  care,  to  improve  nursing  care,  and  to  examine  sleep  disturbances 
in  women  with  HTV. 

Pain    Nursing  scientists  are  studying  ways  to  reduce  pain  to  shorten  hospital  stays  and  improve 
outcomes,  especially  with  regard  to  infants,  children,  older  persons  and  the  cognitively  impaired. 

Special  populations  NINR  has  funded  projects  to  study  the  effect  of  three  therapies  on  the 
quality  of  life  of  African  Americans  with  sickle  cell  disease  (University  of  Chicago),  diabetes 
patient  education  in  a  rural  Hispanic  community  (University  of  Texas  Health  Science  Center  - 
Houston),  Navajo  parenting  practices  (University  of  Utah),  cystic  fibrosis  (University  of 
Rochester),  minority  adolescent  health  (University  of  Texas  Health  Science  Center  at  San 
Antonio),  and  others. 

Health  promotion  and  disease  prevention  Long  a  focus  of  nursing  research,  health  promotion 
and  disease  prevention  projects  develop  and  test  more  effective  ways  to  help  people  make  wise 
health  care  choices  relating  to  nutrition,  exercise,  smoking,  drug,  and  alcohol  use,  HTV 
prevention,  safe  sex,  stress  reduction,  and  environmental  health. 

Training  of  researchers    In  1994,  The  National  Research  Council  recommended  that  the 
growing  need  for  highly  trained  nurse  researchers  warrants  training  500  of  them  in  FY96. 
"Meeting  the  Nation's  Needs  for  Biomedical  and  Behavioral  Scientists,"  p.7,  NRC,  National 
Academy  Press  (1994).  AACN  agrees,  but  we  are  also  aware  of  the  realities  of  the  present 
funding  environment  and  have  urged  an  increase  in  NINR  funding  that  would  fund  232  more  of 
these  professionals.  The  capability  to  train  graduate  nurses  for  research  obviously  depend  on  there 
being  graduates  to  train.  Thus,  AACN  supports  funding  for  the  Nurse  Education  Act  (Public 
Health  Service  Act  Title  VIII)  which  supports  a  number  of  undergraduate  and  graduate  nursing 
education  programs  and  a  program  to  increase  the  diversity  of  the  nursing  workforce.  AACN  also 
supports  funding  for  Disadvantaged  Minority  Health  Improvement  Act  scholarships  (PHSA  Sec. 
737)  which  provides  30  percent  of  its  appropriations  for  disadvantaged  minority  mostly 
undergraduate  nursing  students.  AACN  asks  funding  for  NEA  and  DMHIA  at  FY95  levels. 

Conclusion     As  we  look  at  health  care  delivery,  it  is  important  to  remember  that  while  an 
operation  may  take  hours,  nursing  care  may  take  days  and  often  has  as  much  to  do  with  how  long 
the  patient  is  hospitalized  as  does  the  medical  procedure.  Nursing  research  seeks  to  optimize  the 
knowledge  and  skills  of  the  nursing  profession  to  assess  and  analyze  the  patient's  condition  and  to 
move  the  patient  toward  recovery,  discharge  from  the  hospital,  and  successful  recuperation  at 
home,  as  well  as  to  educate  the  patient  to  promote  health.    NINR's  support  has  made  possible 
enumerous  demonstrable  improvements  in  nursing  care  that  save  money  and  improve  outcomes. 
AACN  respectfully  requests  that  this  subcommittee  provide  $63  million  for  NINR  to  continue  and 
to  further  its  vital  work  and  funding  for  nursing  education  programs  as  well.    Thank  you  for 
giving  AACN  the  opportunity  to  appear.  I  would  be  happy  to  answer  your  questions. 
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Mr.  Porter.  Mr.  Bonilla,  I  yield  to  you. 

Mr.  Bonilla.  Just  one  quick  question.  There  has  been  a  lot  of 
attention  recently  drawn  to  therapy  called  no-touch  therapy.  In 
fact,  there  was  a  network  news  report  over  the  weekend  that  fo- 
cused on  this.  It  talks  about  how  a  nurse  will  basically  put  her 
hand  over  someone  from  head  to  toe  without  touching  the  patient 
and  there  is  allegedly  some  benefit  to  this.  The  report  questioned 
whether  there  was  benefit  to  that. 

Are  you  aware  of  this  and  is  this  a  legitimate  new  form  of  ther- 
apy or  what  are  the  concerns  that  you  have  about  it? 

Dr.  Dennis.  There  has  been  some  early  research  on  that.  It  is  a 
fairly  new  field  in  nursing.  It  has  been  called  before  therapeutic 
touch.  Nurses  have  been  aware  of  the  power  of  healing  of  touch. 
I  think  there  needs  to  be  a  great  deal  more  work  on  this,  more 
studies,  more  carefully  designed  studies  to  get  the  appropriate  data 
to  be  able  to  answer  questions  such  as  you  pose,  and  without  fur- 
ther support,  additional  support  NINR  gives  to  such  issues,  we 
have  no  empirical  data  to  say,  yes,  firmly  yes  or  no.  It  really  needs 
further  research. 

Mr.  Bonilla.  Thank  you. 

Mr.  PORTER.  Dr.  Dennis,  we  thank  you  very  much  for  your  testi- 
mony this  morning.  We  appreciate  your  being  here. 

Dr.  Dennis.  Thank  you. 


Tuesday,  January  31,  1995. 

WITNESSES 

ARNOLD    SCHWARZENEGGER,    EXECUTIVE    COMMISSIONER,    INNER- 
CITY  GAMES 
DANNY  HERNANDEZ,  FOUNDER 

Mr.  Porter.  Arnold  Schwarzenegger,  Inner-City  Games. 

Mr.  Schwarzenegger.  Good  morning. 

Mr.  Porter.  Good  morning.  Having  just  last  week  watched  True 
Lies,  I  have  to  say,  even  before  you  testify,  we  are  inclined  to  give 
you  anything  you  want. 

Mr.  Schwarzenegger.  Thank  you  very  much.  I  really  appreciate 
that.  It  makes  it  easy  right  there. 

This,  by  the  way,  is  Danny  Hernandez,  who  is  the  founder  of 
Inner-City  Games  and  the  Youth  Center. 

Mr.  Chairman,  if  you  don't  mind,  I  would  like  to  put  this  longer 
statement  here  into  the  record  and  then  maybe  just  talk. 

Mr.  Porter.  Fine. 

Mr.  Schwarzenegger.  Thank  you. 

First  of  all,  let  me  just  say  thank  you  very  much  for  giving  me 
the  opportunity  to  talk  to  you  the  other  day  about  the  Inner-City 
Games  and  its  great  impact. 

When  I  was  the  Chairman  of  the  President's  Council  on  Physical 
Fitness  and  Sports  and  traveled  to  all  50  States  to  promote  fitness 
for  our  youth,  there  were  hundreds  of  different  programs  that  I 
was  exposed  to  and  that  I  was  introduced  to,  but  the  one  program 
that  made  the  most  impact  on  me  and  that  really  was  the  only  one 
that  worked  100  percent  was  the  Hollenbeck  Youth  Center  and  the 
Inner-City  Games  founded  by  Danny  Hernandez. 
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Because  youth  sports  programs  take  the  kids  off  the  streets  and 
have  them  come  to  the  gymnasium,  into  the  sports  field  and  par- 
ticipate in  something  positive  rather  than  the  negative  of  the 
streets.  Over  the  last  five  years,  he  has  had  a  chance  of  getting 
120,000  kids  from  the  inner  cities  to  participate  in  44  sports  pro- 
grams throughout  the  year,  which  then  leads  to  final  competitions 
in  the  middle  of  the  summer  where  there  are  5,000  finalists. 

This  competition  impressed  me  so  much  and  this  whole  program 
impressed  me  so  much  because  it  emphasizes  sports,  but  at  the 
same  time  it  also  emphasizes  education,  sound  mind,  and  sound 
body. 

Of  course,  I,  as  a  person  who  has  come  from  sports,  I  recognize 
how  important  sports  really  are  for  young  kids.  Everything  that 
has  happened  to  me  in  my  life  is  because  of  sports.  I  came  to  this 
great  country  because  of  sports.  I  got  into  films  because  of  sports. 
I  got  to  write  books  on  fitness  because  of  sports.  I  became  Chair- 
man of  the  President's  council  because  of  sports.  I  had  the  chance 
of  influencing  millions  of  people  because  of  sports  and  I  also  met 
my  wife  at  a  tennis  tournament  in  New  York  at  the  Robert  F.  Ken- 
nedy Tennis  Tournament. 

I  can  tell  you  it  has  done  wonders,  not  because  it  created  a  mus- 
cular body  and  a  strong  body  and  all  those  kinds  of  things,  but  be- 
cause of  what  I  learned  through  the  sports.  You  learn  discipline. 
I  learned  camaraderie.  You  learn  about  how  to  set  goals  for  your- 
self. How  to  deal  with  failure.  There  are  no  racial  barriers  when 
ou  participate  in  sports.  It  is  the  most  wonderful  thing  that  you 
earn  from  sports  and  those  lessons  you  can  then  apply  to  all  the 
other  things  in  life  and  this  is  what  we  have  seen  with  the  Inner- 
City  Games,. 

Those  kids  learn  for  the  first  time  about  participating  in  all  the 
sports  and  by  participating  in  those  educational  programs  they 
learn  for  the  first  time  to  say  no  to  gangs,  no  to  drugs  and  no  to 
violence  and  to  say  yes  to  education,  yes  to  sports,  and  yes  to  hope. 

And  as  far  as  I  am  concerned,  the  reason  why  I  am  involved  with 
this  program  for  the  last  four  years,  and  Danny  asked  me  four 
years  ago  to  be  the  commissioner  of  the  Inner-City  Games,  is  be- 
cause I  believe  that  sports  and  education  is  the  answer.  We  have 
to  offer  the  kids  in  the  inner-cities  an  alternative  to  those  negative 
things  that  are  happening  out  there  in  the  street  and  I  am  fully 
dedicated  to  this  program. 

And  now  because  the  Inner-City  Games  have  been  so  successful 
over  the  last  few  years,  I  have  and  of  course  I  always  have  a  bigger 
vision,  I  said  to  Danny,  "let's  take  this  program  nationwide."  We 
have  invited  last  summer  various  different  cities,  15  cities  sent  rep- 
resentatives to  Los  Angeles  to  watch  the  Inner-City  Games.  We 
have  now  chosen  five  cities  to  begin  organizing  the  Inner-City 
Games  this  year  and  organizing  the  1995  for  the  first  time  and 
then  we  will  expand  from  there.  This  is  why  we  are  here  today,  to 
have  various  different  meetings  here  in  Washington  and  specific 
goals  that  are  testified  to  here  in  front  of  this  committee  to  tell  you 
about  our  program  and  to  ask  you  to  help  in  this  regard. 

Of  course  there  are  specific  committees.  I  would  like  to  ask  this 
committee  to  fund  certain  programs,  the  community  school  youth 
service  and  supervision  program  at  the  Department  of  Health  and 
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Human  Services.  Also  the  youth  initiative  youth  gang  at  the  De- 
partment of  Health  and  Human  Services.  Those  are  the  programs 
we  would  like  to  ask  you  to  fund  because  they  would  help  us,  then, 
to  get  some  seed  money  for  the  various  different  cities  so  we  can 
expand  this  program. 

We  believe  100  percent  in  a  partnership.  We  so  far  have  gotten 
everything  from  private  sources.  I  have  held  fund-raisers  with  auc- 
tions, movie  memorabilia  auctions,  and  so  on  and  so  forth.  I  have 
held  fundraisers  at  Planet  Hollywood  events.  I  have  called  movie 
studies  in  Hollywood  to  donate  money.  We  raised  over  $400,000 
last  year.  We  are  trying  to  do  that  also  on  an  ongoing  basis,  to 
have  a  partnership  between  private  enterprise  and  the  Federal 
Government. 

But  without  that  partnership,  without  the  help  of  the  Federal 
Government,  I  don't  think  we  will  be  as  successful.  We  would  drive 
forward  no  matter  what,  but  the  way  I  see  it,  as  a  partnership  it 
would  really  work  100  percent  then. 

So  we  are  looking  forward  to  eventually  having  all  the  inner-city 
kids  of  this  country  get  the  same  advantage  out  of  sports  and  edu- 
cation as  I  got  in  my  life,  and  I  hope  they  will  have  the  same  life. 
We  have  seen  thousands  of  success  stories. 

So  I  want  to  thank  you  again  very  much  and  if  you  have  any  fur- 
ther questions,  Danny  and  I  will  be  more  than  happy  to  answer  all 
the  questions. 

[The  prepared  statement  of  Arnold  Schwarzenegger  follows:] 
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MR.  SCHWARZENEGGER:  Mr.  Chairman  and  Members,  good 
morning.  I  thank  you  for  the  opportunity  to  talk  about  the  Inner-City 
Games.  They  are,  I  believe,  part  of  the  answer  to  the  salvation  of  our 
inner-city  kids. 

I  am  the  Commissioner  of  the  Inner-City  Games  for  one  reason, 
because  I  know  first  hand  that  sports  can  improve  your  life.  It  did 
mine.  Sports  brought  me  to  this  country,  it  enabled  me  to  pursue  the 
American  dream.  If  sports  weren't  an  integral  part  of  my  life  there  is 
no  way  I  would  have  achieved  the  success  I  have.  And  I  can  tell  you 
for  sure  I  would  never  have  had  the  honor  of  being  here  to  testify  today. 

I  am  passionate  that  every  child  in  this  country  have  the  same 
opportunity  to  learn  the  same  life  lessons  from  sports  that  I  was  able  to. 
Sports  taught  me  discipline  and  self-esteem.  You  learn  about 
camaraderie,  you  learn  about  success  and  failure,  and  you  learn  to  set 
a  goal  and  go  for  it.  Sports  also  teaches  you  to  take  care  of  your  body. 
If  you  are  exercising  and  putting  positive  energy  into  your  body,  then 
you  are  much  less  likely  to  want  to  put  drugs  and  alcohol  into  your 
body. 

If  you  don't  believe  me,  and  trust  me  that's  not  a  good  thing,  then 
you  can  believe  the  countless  success  stories  that  have  come  from  the 
Inner-City  Games. 

Paul  Gonzalez,  from  East  L.A.,  whose  sister  was  killed  by  gangs, 
choose  to  fight  in  the  ring  instead  of  the  streets  and  went  on  to  win  an 
Olympic  Gold  Medal.  Countless  other  young  people  who  have  been  part 
of  the  Inner-City  Games  have  gone  on  to  higher  education  and  then 
found  jobs  as  educators,  policemen,  accountants  and  some  have  become 
professional  athletes.  All  have  gone  on  to  find  jobs  and  lives  outside  the 
gangs  and  become  role  models  to  other  inner-city  kids. 

These  success  stories  are  the  result  of  the  Los  Angeles  Inner-City 
Games  and  the  visionary  man  who  created  them,  Danny  Hernandez. 
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Danny  came  back  from  serving  this  country  in  the  Vietnam  War 
as  a  decorated  hero,  and  choose  to  stay  in  East  L.A.  with  his  wife  and 
daughter  making  the  community  a  better  place  for  all  to  live.  For  over 
20  years,  Danny  ran  the  Hollenbeck  Youth  Center  working  with 
thousands  of  East  L.A.  young  people.  Danny  always  says  that  our  kids 
are  a  lifetime  investment.  Five  years  ago,  Danny  had  a  greater  vision, 
one  that  would  positively  impact  inner-city  youth  throughout  Los 
Angeles,  including  South  Central,  hardest  hit  by  the  riots. 

Danny  envisioned  the  Inner-City  Games,  an  annual  sports  and 
academic  competition  where  all  the  kids  who  participated  were  winners, 
and  once  involved  could  be  encouraged  in  many  positive  areas  of  life. 
The  Inner-City  Games  empowers  the  kids  to  say  No  to  violence,  No  to 
gangs  and  No  to  drugs  and  Yes  to  sports,  Yes  to  education  and  Yes  to 
hope! 

Danny  asked  my  help,  he  asked  if  I  would  be  Commissioner. 
Having  spent  years  traveling  this  country  as  Chairman  of  the  President's 
Council  on  Sports  and  Fitness,  I  knew  first  hand  what  a  tremendous 
need  there  was  for  such  a  worthwhile  program. 

In  the  four  years  I  have  worked  with  Danny  on  the  Inner-City 
Games  in  Los  Angeles,  we  have  proudly  watched  their  growth  and 
positive  impact  on  the  young  people  involved.  Last  year  over  120,000 
inner-city  youth  participated  throughout  the  year  in  48  sports,  ranging 
from  soccer  and  karate  to  swimming  and  water  skiing,  and  were 
narrowed  down  to  5,000  finalists  for  the  last  week  of  competitions.  The 
final  week  was  kicked  off  by  an  empowering  opening  ceremony,  hosted 
by  Whoppi  Goldberg  and  Jay  Leno,  attended  by  Boys  II  Men,  Tom 
Selleck,  Danny  Glover,  Mayors  Bradley  and  Riordan,  and  Governor 
Wilson.  We  were  also  pleased  to  have  Senate  Majority  Leader  Bob 
Dole  with  us  last  year. 

Because  the  Los  Angeles  Games  were  so  successful,  as  is  my 
nature  I  had  a  bigger  vision  -  to  expand  the  Inner-City  Games 
nationwide  because  so  many  cities  are  experiencing  the  same  inner-city 
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problems  as  Los  Angeles.  So  we  invited  different  cities  to  observe  last 
year's  Games  in  Los  Angeles. 

Fifteen  cities  sent  representatives  to  observe  the  1994  Los  Angeles 
Games  and  we  have  selected  five  pilot  cities  to  hold  their  first  Inner-City 
Games  in  1995.  As  we  expand  beyond  Los  Angeles  to  other  cities  we 
will  involve  the  thousands  of  professional  athletes  who  are  heros  to  so 
many  young  people,  as  well  as  prominent  local  community  leaders, 
mayors,  governors,  housing  authorities,  youth  centers  and  of  course  the 
business  community. 

As  was  my  goal  when  chairing  the  President's  Council  of  Fitness, 
I  am  involving  the  business  community  in  supporting  the  Inner-City 
Games  with  their  time,  skills  and  finances.  I  am  also  organizing  fund 
raisers  and  movie  screenings  to  financially  support  the  Games,  as  I  did 
in  Los  Angeles.  However,  if  we  are  going  to  be  successful  in  getting 
this  program  to  every  city  with  inner-city  problems  and  reaching  the 
millions  of  young  people  whose  lives  can  be  turned  around  by  this 
program,  then  it  will  take  a  partnership  between  the  private  sector  and 
government. 

I  would  ask  the  Committee  and  the  relevant  agencies  to  take  a 
close  look  at  the  Inner-City  Games.  The  Games  could  serve  as  a  model 
for  expansion  nationwide.  In  this  respect,  I  believe  that  the  Fiscal  Year 
1996  funds  and  the  appropriate  report  language  for  objectives  such  as 
the  Community  Schools  Youth  Services  and  Supervision  program  and 
the  Youth  Initiative/Youth  Gangs  program  in  the  Department  of  Health 
and  Human  Services  should  be  used  to  support  a  partnership  to  help  the 
youth  and  young  adults  in  America.  In  addition,  there  are  several  youth 
prevention,  intervention  and  anti-violence  programs  which  are  funded 
through  the  Office  of  Juvenile  Justice  and  Delinquency  Programs  at  the 
Department  of  Justice.  I  believe  that  these  programs  would  be  a  benefit 
to  inner-city  youth,  as  well  as  the  Inner-City  Games. 

I  wish  you  could  hear  the  stories  of  the  kids  who  participate  in  the 
Games.  They  are  the  reason  I  do  this.   They  are  inspirations  to  us  all. 
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Therefore,  I  want  to  invite  all  of  you  to  L.  A.  for  our  Fifth  Anniversary 
this  summer  to  see  for  yourselves  the  extraordinary  impact  that  the 
Games  have  on  the  kids. 

Thank  you  for  your  time.  I  would  like  to  introduce  Danny 
Hernandez,  sitting  beside  me  here,  who  is  also  available  for  any 
questions  you  may  have. 
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Mr.  Porter.  We  really  thank  you  for  your  excellent  statement, 
particularly  for  your  leadership.  The  kind  of  commitment  that  a 
public  figure  like  yourself  has  shown  really  makes  the  difference  in 
these  matters. 

Let  me  ask  how  Federal  funding  of  a  program  like  this  would  fit 
with  your  Republican  philosophy? 

Mr.  Schwarzenegger.  Thank  you  very  much.  We  believe  that  as 
a  good  Republican  that  we  do  not  rely  completely  on  the  Federal 
Government  for  every  program.  As  a  matter  of  fact,  I  believe  very 
strongly,  and  I  think  that  you  are  going  through  a  very  good  proc- 
ess of  weeding  out  now  the  programs  that  don't  work  and  to  fund 
the  programs  that  do  work. 

We  feel,  and  you  can  look  into  our  program,  that  this  program 
works,  and  I  think  it  would  be  worthwhile  for  every  dollar  that  the 
Federal  Government  spends  on  this  program  but  at  the  same  time, 
as  I  stressed  several  times,  that  the  combination,  the  partnership 
here  of  private  resources  of  private  funding  and  also  some  of  the 
Federal  money  for  seed  money  will  be  the  ideal  situation. 

Mr.  Hernandez.  Can  I  also  answer  that?  Arnold  has  always  stat- 
ed partnership  because  it  is  not  a  matter  of  who  is  what  or  what 
is  what.  It  is  a  matter  of  kids  getting  the  whole  benefit  and  the 
partnership  is  the  whole  benefit.  Getting  everyone  to  buy  into  it, 
everyone  being  part  of  it,  so  this  physical  and  spiritual  mind  of  the 
kid  in  the  youth  in  the  inner-cities  can  now  become  part  of  the  sys- 
tem because  they  are  so  distanced  from  the  system,  we  have  to 
draw  them  back  in.  They  don't  have  the  slightest  idea  of  how  the 
system  works  and  unless  we  have  this  partnership  that  makes 
them  want  to  become  part  of  the  system  we  are  going  to  lose  a  lot 
of  the  kids,  20  percent  of  our  whole  society  we  can  lose  because  of 
the  fact  that  we  don't  join  the  partnership  for  the  youth  of  America. 

Mr.  Porter.  Mr.  Bonilla.  I  yield  to  you. 

Mr.  Bonilla.  Thank  you,  Chairman. 

Mr.  Schwarzenegger,  I  would  just  like  to  make  a  couple  of  com- 
ments. I  have  followed  your  life  for  many  years  and  honestly  just 
about  two  weeks  ago,  just  like  the  Chairman  said,  I  saw  True  Lies 
as  well  on  videotape  at  home.  I  think  not  only  are  you  an  outstand- 
ing actor  but  you  are  a  tremendous  example  to  young  people  in  this 
country  for  you  coming  to  this  country,  applying  yourself,  working 
hard,  presenting  your  ideas.  It  is  what  America  is  all  about  and  I 
just  hope  that  you  continue  to  be  visible  like  you  are  today. 

I  like  to  think,  although  I  am  probably  stretching  it,  that  we 
have  a  little  bit  in  common.  You  live  and  work  in  an  egotistical, 
power  hungry,  self-centered  community.  But  here  you  are  an  Aus- 
trian-American Republican  movie  star  that  is  here  today  because 
you  care  about  young  people. 

And  of  course,  I  work  and  we  all  here  work  in  a  power  hungry, 
self-centered,  egotistical  environment  but  I  am  here  as  a  Mexican- 
American  Republican  Congressman,  the  first  one  ever  elected  from 
Texas  because  I  care  about  young  people  as  well  and  the  future  of 
our  country.  And  I  just  want  to  tell  you  that  and  I  hope  we  will 
see  you  again  up  here  often  because  when  you  appear,  obviously, 
you  have  tremendous  impact  on  something  that  is  good. 

Mr.  SCHWARZENEGGER.  Thank  you  very  much,  and  for  your  com- 
pliments, and  as  you  know  that  when  you  get  to  a  certain  place  in 
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sports  or  in  acting  or  as  an  entertainer  and  as  a  star,  one  has  a 
tremendous  amount  of  power  of  influence  over  our  youth. 

And  I  want  to  make  sure  that  I  use  this  power  of  influence  that 
I  have  over  our  youth  and  to  go  around  the  country  continuously, 
and  I  will  do  this  the  rest  of  my  life,  to  tell  the  kids  stay  away  from 
drugs,  stay  away  from  the  violence,  stay  away  from  gangs  and  do 
something  positive  with  yourself.  Use  the  sports.  Use  the  education 
and  all  those  things  and  encourage  them,  because  they  listen  more 
to  me  than  sometimes  to  their  teacher  or  maybe  to  a  political  lead- 
er and  all  those  kinds  of  people,  so  I  use  that  power  and  I  feel  very 
strongly  that  I  have  gotten  so  much  out  of  this  country,  all  those 
things  that  happened  to  me  when  I  came  to  this  country,  it  really 
is  truly  a  country  of  opportunities  and  where  anyone  can  make  it 
if  you  are  willing  to  work  at  it,  so  I  want  to  put  this  into  this  coun- 
try what  I  have  gotten  out  of  it. 

Mr.  Bonilla.  You  are  a  great  American  and  I  hope  that  if  you 
ever  visit  Santo  or  Laredo  or  south  Texas  that  you  will  let  me  know 
so  we  can  visit  some  schools  in  the  community. 

Mr.  Schwarzenegger.  Thank  you. 

[Discussion  off  the  record.] 

Mr.  PORTER.  The  kind  of  leadership  you  are  showing  in  this,  as 
Mr.  Bonilla  has  spoken  about  so  eloquently,  is  really  what  America 
is  all  about,  and  giving  back  to  the  society  in  the  way  that  you  are, 
I  think,  really  makes  a  difference  and  we  are  very  pleased  to  have 
your  testimony  here  today  and  you  are  very  persuasive. 

Mr.  Schwarzenegger.  Thank  you  very,  very  much. 

Mr.  Porter.  Thank  you,  Mr.  Hernandez. 

Mr.  Hernandez.  Thank  you. 

Mr.  Schwarzenegger.  Thank  you. 


Tuesday,  January  31,  1995. 

WITNESS 
MARTIN  FRANK,  PH.D.,  AMERICAN  PHYSIOLOGICAL  SOCIETY 

Mr.  Porter.  Our  final  witness  this  morning  is  Martin  Frank, 
Ph.D.  American  Physiological  Society.  Dr.  Frank. 

Dr.  Frank.  Mr.  Chairman,  thank  you  very  much.  I  must  say  that 
it  is  a  difficult  act  to  follow.  But  inasmuch  as  you  were  kind 
enough  to  tell  Mr.  Schwarzenegger  that  you  would  give  him  any- 
thing he  would  like,  and  he  is  a  good  friend  of  mine  and  I  am  also 
a  muscle  physiologist  by  training,  I  hope  you  will  offer  the  Amer- 
ican Physiological  Society  and  the  biomedical  research  community 
the  same. 

My  name  is  Martin  Frank,  and  I  am  the  Executive  Director  of 
the  American  Physiological  Society,  the  Nation's  oldest  scientific 
society  dedicated  to  medical  research.  I  am  presenting  the  society's 
testimony  today  in  place  of  Brian  Duling,  the  APS  president  who 
has  to  meet  a  February  1  application  deadline  for  a  grant  renewal. 
In  that  context,  I  would  like  to  remind  you  that  NIH  funding  is  the 
lifeblood  of  medical  research,  and  Dr.  Duling  is  not  here  because 
without  NIH  grant  funding,  his  research  would  not  continue.  That 
would  mean  not  only  the  end  of  his  scientific  work,  that  would  also 
mean  that  his  graduate  students  and  post-doctoral  fellows  could 
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not  complete  their  training,  and  the  skilled  technicians  and  others 
who  help  carry  out  the  research  would  lose  their  job. 

Although  Dr.  Duling  could  not  be  here  in  person,  I  would  like  to 
discuss  his  research  experiences  for  a  moment.  His  area  of  research 
interest  is  microcirculation,  that  is,  the  control  of  blood  flow.  His 
research  has  been  funded  continuously  for  26  years  and  this  has 
provided  support  for  both  the  science  he  is  conducting  and  also  to 
enable  him  to  train  our  next  generation  of  scientists. 

As  a  post-doctoral  fellow  in  1968,  Dr.  Duling  worked  with  Robert 
Berne  studying  how  adenosine  affected  blood  flow  and  during  the 
course  of  his  investigation's,  he  made  the  surprising  discovery  that 
adenosine  also  had  an  equally  important  effect  on  control  of  elec- 
trical activity  in  the  heart. 

Dr.  Berne's  experience  was  not  at  all  unique.  In  fact,  it  touches 
upon  the  essence  of  why  the  Nations  investment  in  the  NIH  has 
led  to  such  dramatic  medical  progress.  NIH-funded  research  delves 
into  many  different  aspects  of  biological  questions  and  problems. 
No  one  knows  beforehand  where  the  inquiry  will  lead  or  what 
might  turn  out  to  be  important.  But  amazing  discoveries  consist- 
ently emerge  from  this  investment  in  basic  science. 

While  studying  the  role  of  adenosine  in  microcirculation,  he  also 
discovered  that  it  also  had  a  profound  effect  on  mast  cells,  which 
help  cause  the  bronchial  tightness  associated  with  asthma.  His 
studies  could  ultimately  become  the  basis  for  treating  asthma  and 
allergic  reactions.  A  very  significant  finding  indeed,  and  one  that 
resulted  quite  unexpectedly. 

Unexpected  results  are  especially  exciting  because  they  are  the 
things  that  make  science  so  appealing.  My  reason  for  discussing 
this  is  to  bring  out  some  noteworthy  characteristics  of  the  process 
of  scientific  discovery. 

First  of  all,  there  is  serendipity.  The  approach  that  NIH  has  en- 
couraged is  that  you  look  at  a  problem  because  you  have  a  reason 
to  suspect  that  it  plays  a  key  role  in  a  physiological  process.  And 
then  sometimes  you  discover  that  it  operates  in  ways  you  would 
have  never  have  guessed  with  implications  for  an  entirely  different 
process. 

Secondly,  there  is  a  question  of  focus.  We  need  to  look  at  both 
the  big  picture  and  the  small  picture.  We  look  at  cells  and  mol- 
ecules to  understand  biology  processes  precisely,  but  we  won't  gain 
the  benefits  of  these  new  insights  until  we  can  see  how  they  work 
themselves  out  in  whole  animals. 

Mr.  Chairman,  I  have  come  here  today  to  testify  on  behalf  of  the 
NIH.  You  have  already  heard  many  people  give  you  compelling  rea- 
sons to  support  NIH  research.  At  the  same  time  you  have  to  con- 
cern yourselves  with  the  Contract  With  America.  You  have  been  a 
friend  of  the  NIH  for  a  long  time  so  I  scarcely  need  to  remind  you 
how  important  it  is  for  the  Federal  Government  to  continue  to  in- 
vest in  NIH. 

Let  me  sketch  out  a  reason,  however,  for  Federal  investment  in 
fundamental  medical  research;  namely,  the  need  to  build  up  the 
Nation's  intellectual  capital.  The  investment  in  medical  research 
makes  many  contributions  to  our  Nation's  health  and  well-being. 
But  all  the  while,  NIH  is  building  up  the  body  of  knowledge  and 
skilled  people  we  need  to  approach  all  the  health  problems  that 


649 

confront  us.  This  is  an  investment  in  ourselves  as  a  technologically 
advanced  nation. 

Our  investment  in  NIH  also  yields  direct  economic  benefits.  But 
of  course  the  question  that  you  must  answer,  as  well  as  Mr. 
Bonilla,  is  how  much  should  we  invest  in  NIH.  The  answer  has  to 
be,  invest  as  much  as  you  can  because  this  is  an  investment  that 
will  pay  you  back  in  every  possible  way. 

I  want  to  add  also  a  word  of  support  for  the  proposals  the  admin- 
istration has  just  announced  to  simplify  and  improve  its  approach 
to  the  cost  of  the  administrative  and  facilities  related  to  research. 
The  APS  believes  that  they  represent  a  sound  beginning.  However, 
in  this  time  when  everyone  is  asked  to  state  their  priorities,  let  me 
make  certain  that  you  know  where  ours  are:  We  urge  you  above 
all  else  to  assure  a  stable  direct  cost  base  for  our  Nation's  bio- 
medical research. 

Finally,  I  just  want  to  say  a  word  about  the  need  to  find  new 
ways  to  approach  NIH  funding.  There  are  many  diseases  and  dis- 
abilities that  are  caused  by  occupational  or  environmental  factors, 
alcohol,  drugs,  or  violence.  You  can  certainly  argue  that  those  who 
cause  harm  have  a  responsibility  to  compensate  those  who  have 
been  harmed.  So  when  NIH  develops  treatments,  it  is  reversing 
harm  others  have  done  and  in  that  sense  there  is  justification  to 
looking  towards  the  sectors  of  our  society  that  may  have  harmed 
our  citizen's  health  in  terms  of  asking  them  to  contribute  more  di- 
rectly toward  the  furtherance  of  NIH  research. 

In  addition,  we  should  acknowledge  that  NIH  findings  set  stand- 
ards for  medical  care  that  are  incorporated  into  routine  practice 
guidelines.  This  is  an  important  service  to  our  Nation's  health  in- 
surance providers.  Don't  they  owe  something  to  NIH? 

What  I  am  suggesting  is  that  we  should  find  ways  to  let  NIH  re- 
search funding  get  something  back  from  those  who  have  benefited 
from  it  the  most. 

Mr.  Chairman,  Mr.  Bonilla,  thank  you  very  much  for  your  time 
and  I  appreciate  the  opportunity  to  culminate  this  morning's  hear- 
ings. 

[The  prepared  statement  of  Martin  Frank,  Ph.D.  follows:] 
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Testimony  of  Martin  Frank,  Ph.D. 
Executive  Director,  American  Physiological  Society 

Thank  you  Mr.  Chairman  for  the  opportunity  to  testify  before  this  subcommittee 
concerning  fiscal  year  1996  funding  for  the  National  Institutes  of  Health. 

My  name  is  Martin  Frank,  and  I  am  the  Executive  Director  of  the  American  Physiological 
Society,  the  nation's  oldest  scientific  society  dedicated  to  medical  research.   Founded  in 
1887,  we  now  have  some  7,500  members.  The  Society  publishes  14  peer-reviewed  journals, 
and  conducts  3  scientific  meetings  per  year.   APS  scientists  conduct  research  on  the  functions 
and  dysfunctions  of  all  the  body's  systems  and  organs  -  heart,  lungs,  kidneys,  and  brain. 
Our  members  conduct  their  research  at  medical  schools,  universities,  hospitals,  and  in 
industry.   APS  also  plays  a  key  role  in  medical  education,  and  we  are  concerned  about  and 
are  active  in  the  area  of  general  science  education.   Our  Society  vigorously  promotes 
teaching  and  research  and  has  been  a  strong  advocate  for  access  to  careers  in  research  and 
teaching  for  women  and  minorities  through  a  variety  of  programs. 

I  am  presenting  the  Society's  testimony  today  in  place  of  APS  president  Brian  Duling, 
who  has  to  meet  a  February  1  application  deadline  for  a  grant  renewal.  In  that  context,  I 
would  remind  you  that  NIH  funding  is  the  lifeblood  of  medical  research,  and  Dr.  Duling  is 
not  here  because  without  NIH  grant  funding,  his  research  could  not  continue.  That  would 
mean  not  only  the  end  of  his  scientific  work,  it  would  also  mean  that  his  graduate  students 
and  post-doctoral  fellows  could  not  complete  their  training,  and  the  skilled  technicians  and 
others  who  help  carry  out  the  research  would  lose  their  jobs. 

Although  Dr.  Duling  could  not  be  here  in  person,  I  would  like  to  discuss  his  research 
experiences  for  a  moment  because  I  think  they  illustrate  some  important  issues.   Dr.  Duling 
is  the  Robert  M.  Berne  Professor  of  Cardiovascular  Research  and  Director  of  the 
Cardiovascular  Research  Center  at  the  University  of  Virginia  Health  Sciences  Center  in 
Charlottesville.   His  area  of  research  interest  is  microcirculation,  that  is,  the  control  of  blood 
flow.   His  research  has  been  funded  continuously  for  26  years,  and  this  has  provided  support 
both  for  the  science  he  is  conducting  and  also  to  enable  him  to  train  graduate  students  and 
post-doctoral  fellows  who  are  our  next  generation  of  scientists. 

As  a  postdoctoral  fellow  in  1968,  Dr.  Duling  worked  with  Robert  Berne  who  was 
studying  how  adenosine  affected  blood  flow.  During  the  course  of  Berne's  investigations,  he 
made  the  surprising  discovery  that  adenosine  also  had  an  equally  important  effect  on  control 
of  electrical  activity  in  the  heart  and  could  be  a  stabilizing  influence  during  periods  of 
irregular  heartbeats.   That  discovery  led  to  a  patent  for  the  treatment  of  arrythmias,  the 
royalties  of  which  are  the  financial  anchor  that  sustains  the  UVA  Cardiovascular  Research 
Center  that  Dr.  Duling  now  heads. 
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Dr.  Berne's  experience  wasn't  at  all  unique.   In  fact,  it  touches  upon  the  essence  of 
why  the  nation's  investment  in  the  NIH  has  led  to  such  dramatic  medical  progress  during  the 
past  50  years.   NIH-funded  research  delves  into  many  different  aspects  of  biological 
questions  and  problems.   No  one  knows  beforehand  where  the  inquiry  might  lead  or  what 
will  turn  out  to  be  important.   But  amazing  discoveries  consistently  emerge  from  this 
investment  in  basic  science.   And  that  is  why  scientific  investigation  must  remain  central  to 
the  mission  of  NIH. 

As  I  mentioned  before,  Dr.  Duling's  research  interest  is  microcirculation  and  control 
of  blood  flow,  which  can  offer  insights  into  such  questions  as  how  and  why  blood  flow  fails 
during  heart  attacks,  how  to  restore  circulation  rapidly  afterwards  to  increase  the  odds  of 
survival,  and  how  to  assure  the  success  of  transplants  where  it  is  crucial  to  establish  good 
circulation  in  the  transplanted  organ.     While  studying  the  role  of  adenosine  in 
microcirculation,  Dr.  Duling  discovered  that  it  also  had  a  profound  effect  on  mast  cells, 
which  help  cause  the  bronchial  tightness  associated  with  asthma.   Dr.  Duling's  studies  helped 
identify  an  adenosine  receptor  molecule  on  mast  cells.   This  receptor  could  ultimately 
become  the  basis  for  treating  asthma  and  allergic  reactions.   A  very  significant  finding 
indeed,  and  one  that  resulted  quite  unexpectedly  from  research  into  microcirculation. 

Unexpected  results  such  as  those  from  Duling  and  Berne's  laboratories  are  especially 
exciting  because  they  are  unexpected.  That's  one  of  the  things  that  makes  science  so 
appealing,  and  it's  one  of  the  critical  things  that  NIH  funding  has  been  able  to  foster: 
Creative,  dynamic  science. 

My  reason  for  discussing  this  is  to  bring  out  some  noteworthy  characteristics  of  the 
process  of  scientific  discovery.   First  of  all,  there  is  serendipity.  The  approach  that  NIH  has 
encouraged  is  that  you  look  at  a  problem  -  "What  does  adenosine  do?"  or  "How  is  blood 
flow  controlled?"  -  because  you  have  a  reason  to  suspect  that  it  plays  a  key  role  in  a 
physiological  process.   And  then  sometimes  you  discover  that  it  operates  in  ways  you  would 
never  have  guessed  with  implications  for  an  entirely  different  problem. 

Secondly,  there  is  the  question  of  focus.   We  need  to  look  at  both  the  big  picture  and 
the  small  picture,  that  is,  to  be  able  to  see  what  is  going  on  not  only  in  the  molecule  and  the 
cell,  but  also  in  whole  animals.   We  look  at  cells  and  molecules  to  understand  biological 
processes  precisely.   But  we  won't  gain  the  benefit  of  these  new  insights  until  we  can  see 
how  they  work  themselves  out  in  whole  animals. 

Mr.  Chairman,  I  have  come  here  today  to  testify  on  behalf  of  the  NTH.   You  have 
already  heard  many  people  give  you  compelling  reasons  to  support  NIH  research.   At  the 
same  time,  you  have  to  concern  yourselves  with  the  Contract  With  America,  by  which  many 
Members  of  Congress  have  pledged  to  reduce  unnecessary  government. 

You  have  been  a  friend  of  the  NIH  for  a  long  time,  so  I  scarcely  need  to  remind  you 
how  important  it  is  for  the  federal  government  to  continue  to  invest  in  the  NTH.  This  is  not 
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one  of  those  functions  of  government  that  can  be  transferred  to  the  private  sector.   If  the 
federal  government  doesn't  invest  in  research  on  fundamental  medical  questions,  no  one  else 
can  do  it. 

Let  me  sketch  out  a  further  reason  for  federal  investment  in  fundamental  medical 
research,  namely,  the  need  to  build  up  our  nation's  intellectual  capital.   The  investment  in 
medical  research  makes  many  contributions  to  our  nation's  health  and  well-being.  In  some 
instances,  N1H  research  will  result  in  a  treatment  or  cure  for  a  previously  untreatable 
disease.   Sometimes  NIH  research  will  find  a  more  effective  treatment.   Sometimes  NIH- 
sponsored  research  solves  an  important  biological  question  even  though  its  precise  medical 
implications  are  unclear.   But  all  the  while,  NIH  is  building  up  the  body  of  knowledge  and 
skilled  people  we  need  to  approach  all  the  health  problems  that  confront  us.   This  is  an 
investment  in  ourselves  as  a  technologically  advanced  nation,  and  it  is  eminently  worth 
making. 

Our  investment  in  NIH  also  yields  direct  economic  benefits.   A  recently  released 
study  by  the  Maryland  Department  of  Economic  and  Employment  Development  estimated 
that  in  FY  1993,  the  NIH's  $10  billion  budget  contributed  some  $44.6  billion  in  gross  sales 
and  $17.9  billion  in  employee  income  to  the  national  economy.  This  included  support  for 
more  than  726,000  jobs  nationwide,  not  only  jobs  for  scientists,  laboratory  technicians  and 
administrative  personnel  who  help  carry  out  the  research,  but  also  jobs  in  the  companies  that 
provide  equipment  and  supplies,  with  this  economic  activity  rippling  yet  further  through  the 
economy. 

But  of  course  the  question  you  must  answer  is,  how  much  should  we  invest  in  the 
NIH?  The  APS  recently  participated  in  a  FASEB  consensus  conference  that  recommended  a 
10  percent  increase  for  NIH  in  FY  1996.  The  professional  judgment  budget  of  NIH 
Director  Harold  Varmus  calls  for  a  15%  increase.   And  meanwhile,  of  course,  Congress  is 
facing  funding  constraints  as  never  before.   The  answer  has  to  be,  invest  as  much  as  you  can 
because  this  is  an  investment  that  will  pay  you  back  in  every  possible  way. 

I  want  to  add  also  a  word  of  support  for  the  proposals  the  administration  has  just 
announced  to  simplify  and  improve  its  approach  to  the  cost  of  administrative  and  facilities 
related  to  research.   Although  some  of  the  proposals  are  still  a  bit  sketchy,  the  APS  believes 
that  they  represent  a  sound  beginning,  and  we  urge  Congress  to  give  the  administration  the 
opportunity  to  implement  them.  However,  in  this  time  when  everyone  is  asked  to  state  their 
priorities,  let  me  make  certain  that  you  know  where  ours  are:   We  urge  you  above  all  else  to 
assure  a  stable  direct  cost  base  for  our  nation's  biomedical  research. 

Finally,  I  just  want  to  say  a  word  about  the  need  to  find  new  ways  to  approach  NIH 
funding.   I  have  dwelt  a  bit  on  the  broad  contributions  NIH  makes  to  the  nation,  but  let's 
focus  for  a  moment  strictly  on  the  question  of  health.  There  are  many  diseases  and 
disabilities  that  are  caused  by  occupational  or  environmental  factors,  alcohol,  drugs,  or 
violence.   You  can  certainly  argue  that  those  who  cause  harm  have  a  responsibility  to 


compensate  those  who  have  been  harmed.   So  when  NIH  develops  treatments,  it  is  reversing 
harm  others  have  done.   In  that  sense,  there  is  justification  to  looking  towards  the  sectors  of 
our  society  that  may  have  harmed  our  citizen's  health  in  terms  of  asking  them  to  contribute 
more  directly  toward  the  furtherance  of  NIH  research. 

In  addition,  we  should  acknowledge  that  NIH  findings  set  standards  for  medical  care  that  are 
incorporated  into  routine  practice  guidelines.  This  is  an  important  service  to  our  nation's 
health  insurance  providers,  who  ultimately  rely  on  the  NIH  to  validate  standards  of  care  as 
well  as  improved  treatments  that  can  reduce  total  health  care  costs.   Don't  they  owe 
something  to  NIH? 

What  I  am  suggesting  is  that  we  we  should  find  ways  to  let  NIH  research  funding  get 
something  back  from  those  who  have  benefitted  from  it  the  most. 

Mr.  Chairman,  I  thank  you  for  your  time. 
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Mr.  Porter.  I  think  your  point  on  intellectual  capital  is  one  that 
is  very  well  taken,  and  of  course  we  are  very  interested  in  the  leg- 
islation that  was  developed  with  Senators  Hatfield  and  Harkin  in 
the  Senate  to  look  for  alternative  sources  of  funding  as  well,  and 
you  are  almost  as  persuasive  as  Arnold  Schwarzenegger  and  we 
thank  you  for  being  here  and  your  good  statements.  Thank  you. 

This  concludes  the  hearing  and  the  subcommittee  will  stand  in 
recess  until  10  o'clock  tomorrow. 
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Wednesday,  February  1,  1995. 

WITNESS 
JAMES  B.D.  MARK,  M.D.,  AMERICAN  COLLEGE  OF  CHEST  PHYSICIANS 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

This  is  the  sixth  of  eight  days  of  hearings  of  public  witnesses  on 
the  departments,  agencies,  commissions,  and  programs  under  the 
jurisdiction  of  the  subcommittee.  We  welcome  all  of  you  here  this 
morning. 

We  have  a  large  number  of  witnesses  and  a  relatively  short  pe- 
riod of  time.  We  are  going  to  find  it  necessary  to  very  strictly  limit 
our  witnesses  to  five  minutes  each.  And  I  would  ask  each  of  you 
to  observe  that  time  limit  very  strictly. 

We  begin  with  James  B.D.  Mark,  M.D.,  American  College  of 
Chest  Physicians.  Dr.  Mark,  good  morning. 

Dr.  MARK.  Good  morning,  sir.  Wet  my  whistle  just  a  moment,  if 
I  may,  Mr.  Chairman,  and  other  Members  I  see  couldn't  quite 
make  it. 

Good  morning.  It  is  a  distinct  privilege  for  me  to  be  here  today. 
My  name  is  James  Mark.  I  am  Professor  of  Cardiothoracic  Surgery 
and  Head  of  the  Division  of  Thoracic  Surgery  at  Stanford  Univer- 
sity School  of  Medicine.  I  do  surgery  of  the  lungs  and  the  esopha- 
gus, not  the  heart. 

I  am  here  today  as  President  of  the  American  College  of  Chest 
Physicians,  an  organization  of  pulmonologists,  cardiologists,  tho- 
racic surgeons,  pediatricians,  all  nationwide,  all  with  an  interest  in 
diseases  of  the  chest.  We  have  approximately  16,000  members. 

My  purpose  in  being  here  is  to  emphasize,  as  I  know  others  have, 
the  critical  importance  of  the  Nation's  biomedical  research  effort 
and  specifically  your  support  of  the  National  Institutes  of  Health. 
It  is  through  the  intramural  and  extramural  programs  of  the  Na- 
tional Institutes  of  Health  that  most  of  the  clinical  and  basic  medi- 
cal research  in  this  country  is  carried  out. 

What  we  hear  about  mostly  these  days  is  the  high  cost  of  medical 
care.  What  we  do  not  hear  about  is  how  much  higher  that  cost 
would  be  without  the  research  efforts  of  the  NIH.  We  would  still 
be  fighting  polio  and  measles,  as  examples  of  two  infectious  dis- 
eases that  are  almost  extinct.  Hyaline  membrane  disease,  which 
proved  fatal  to  many  infants,  including  the  son  of  President  and 
Mrs.  Kennedy,  is  relatively  easily  treated  and  controlled  these 
days.  We  would  still  be  operating  on  most  patients  with  peptic 
ulcer  disease  rather  than  treating  them  successfully  with  oral 
medications. 

Other  examples  abound.  Each  time  we  conquer  one  disease,  an- 
other one  seems  to  take  its  place.  AIDS  is,  of  course,  the  high  pro- 
file infectious  disease  that  has  caught  our  attention  today.  And 
AIDS  has  brought  with  it  an  old  scourge  that  we  thought  was  pret- 
ty much  taken  care  of  and  that  is  tuberculosis,  which  occurs  with 
relative  frequency  in  AIDS  patients. 

Fortunately,  we  still  have  investigators  and  laboratories  at  the 
National  Heart,  Lung,  and  Blood  Institute  and  the  National  Insti- 
tute of  Allergy  and  Infectious  Diseases  that  are  capable  of  inves- 
tigating, really  reinvestigating,  this  deadly  disease. 
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The  NHLBI  is  working  on  understanding  the  molecular  and  cel- 
lular basis  of  a  number  of  illnesses  and  on  subjects  as  seemingly 
far  apart  as  the  microscopic  blood  supply  to  breast  cancer  and  the 
influence  of  environmental  agents  on  asthma.  They  are  looking  into 
why  many  forms  of  cardiovascular  disease  are  more  frequent  and 
more  lethal  in  African-Americans  and  how  ischemic  heart  disease 
may  be  more  readily  diagnosed  in  women  who  have  it. 

The  American  College  of  Chest  Physicians  wants  to  make  the 
American  public  aware  of  the  lethal  dangers  and  addictive  nature 
of  cigarette  smoking.  The  four  leading  causes  of  death  in  this  coun- 
try have  as  their  major  cause  cigarette  smoking.  If  we  could  keep 
the  3,000  people  a  day  who  start  smoking,  mostly  teenagers,  from 
ever  starting,  we  would  be  way  ahead  in  health.  Not  only  today, 
but  far  more  importantly,  20  or  more  years  down  the  pike. 

It  is  worth  emphasizing  the  delay  between  an  action  and  its  fa- 
vorable result  may  be  a  long  time.  This  applies  to  research  as  well 
as  to  smoking  cessation. 

Last  week,  I  joined  an  oncologist,  a  radiation  therapist,  and  oth- 
ers in  talking  at  a  cancer  conference  in  central  Oregon.  We  all 
spoke  about  the  advances  made  in  the  treatment  of  lung  cancer. 
Essentially,  all  of  those  advances  were  due  to  work  carried  out  at 
the  NIH  or  sponsored  by  the  NIH.  But  we  all  agreed  that  the 
real — next  real  advance  will  be  at  the  cellular  and  molecular  level 
and  will  be  carried  out  by  investigators  perhaps  now  unknown  to 
you  or  to  me  who  will  unlock  those  little  mysteries  one  by  one, 
leading  to  the  major  breakthroughs  we  all  seek. 

If  you  have  the  wisdom  and  courage  in  the  face  of  competing 
needs  to  support  these  efforts,  the  medical  establishment  has  the 
dedication  to  help  and  the  American  people  have  the  patience  to 
wait  and  profit  from  their  work. 

Thank  you.  And  I  will  respond  to  any  questions  you  may  have. 

[The  prepared  statement  of  James  B.  D.  Mark,  M.D.,  follows:] 


Deborah  Shure,  MD.  FCCP 

Roiuld  B.  George,  MD.  FCCP 

ImmiAai,  Hm  Pnndnu 

Allen  1.  Goldberg,  MD.  FCCP 


657 


AME  R ICAN      COLLEGE      OF 

m 

PHYSIC 


Robert  A.  Barbee,  MD.  FCCP 

Ban  Chernow,  MD,  FCCP 

Joseph  LoCicero.  III.  MD.  FCCP 

Susan  K.  Pinglelon.  MD.  FCCP 

Bruce  K-  Rubin,  MD.  FCCP 

James  D.  Snell.  Jr..  MD.  FCCP 


TESTIMONY  OF 


THE  AMERICAN  COLLEGE  OF  CHEST  PHYSICIANS 


Board  of  Regents: 
D.  Robert  McCaflree,  MD.  FCCP 


Joseph  P.  Lynch.  Ill,  MD.  FCCP 


Before  the  United  States  House  of  Representatives 
Appropriations  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education  and  Related  Agencies 


)  Board  of  Regent,: 

Randolph  Chitwood,  Jr..  MD.  FCCP 

Stanley  B.  Fiel.  MD.  FCCP 

John  W.  Georgius,  MD.  FCCP 


Presented  by 

James  B.  D.  Mark,  M.D.,  FCCP 
President 


CHEST 

Critical  Care  Journal 


Fiscal  Year  1996  Appropriations  for  the 
National  Institutes  of  Health 


CHEST  1995 

The  StOf-Rnt  Annual  Scientific  Assembly 

October  29  -  November  2,  1995 

New  York.  NY 


February  1,  1995 
10:00  a.m. 


3300  DunJee  Road    NortMmok,  Illinois  60062-2348  USA 
Voice:  708.498.1400  Fax.  708.498  5460  Internet:  chestp»*oLa 


Mr.  Chairman  and  members  of  the  Committee: 


B.D.  Mark,  M.D.,  FCCP,  President  of  the  American  College  of  Chest 
Physicians  and  Professor  of  Cardiothoracic  Surgery  and  Head  of  the  Division  of  Thoracic 
Surgery  at  the  Stanford  University  School  of  Medicine. 

I  would  like  to  begin  by  thanking  you  for  affording  me  the  opportunity  to  present  this 
testimony  on  behalf  of  the  American  College  of  Chest  Physicians.  The  ACCP  is  a  profes- 
sional medical  specialty  society  of  more  than  16,000  physicians,  scientists  and  educators  who 
specialize  in  diseases  of  the  heart,  lungs  and  circulatory  system.  The  College  appreciates 
this  opportunity  to  offer  its  views  to  this  Committee  on  Fiscal  Year  1996  appropriations  for 
the  National  Institutes  of  Health  and  in  particular,  the  National  Heart,  Lung  and  Blood 
Institute  (NHLBI)  and  the  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID). 
The  ACCP  is  proud  of  its  historic  role  in  working  with  the  various  institutes  at  NIH  to  coor- 
dinate a  variety  of  research  projects  and  programs  among  the  institutes.  Currently,  the  Col- 
lege is  working  on  several  coordinated  research  projects  with  the  NHLBI  and  the  NIAID. 

The  ACCP  and  other  public  witnesses  that  have  appeared  and  appear  before  you 
today  face  the  unique  challenge  of  providing  the  Committee  with  its  funding  recommenda- 
tions for  NIH  before  the  President  submits  his  budget  to  the  Congress  and  before  NIH 
Director  Harold  Varmus  and  his  individual  institute  directors  provide  you  with  their  expert 
judgments.  While  the  order  of  events  has  been  reversed  for  the  first  time  this  year,  I  will, 
on  behalf  of  the  American  College  of  Chest  Physicians,  offer  our  best  judgments  based  on 
the  information  we  have  been  able  to  gather  to  date. 

The  College  strongly  supports  the  professional  judgment  budget  prepared  by  NIH 
Director  Harold  Varmus  to  be  presented  to  this  Committee  some  time  in  the  near  future. 
It  is  our  understanding  that  it  is  Director  Varmus'  professional  judgment  that  the  entire  NIH 
requires  a  Fiscal  Year  1996  budget  of  approximately  $13  billion  to  sustain  the  high  standard 
of  scientific  achievement  embodied  by  the  institutes.  This  figure  represents  about  a  15% 
increase  over  the  current  year's  budget  of  $11334  billion.  The  College  joins  the  Ad  Hoc 
Group  for  Medical  Research  Funding  in  supporting  Director  Varmus'  professional  budget 
judgment  The  College  also  supports  significant  increases  to  the  budgets  of  the  NHLBI, 
NIAID,  and  the  NCI  to  levels  that  will  enable  these  institutes  to  continue  their  wide  spec- 
trum of  research,  both  basic  and  applied,  for  the  prevention  and  treatment  of  disease. 

We  urge  the  Congress  to  support  this  type  of  research  to  its  fullest  capabilities. 
Without  it,  many  of  the  crucial  health  benefits  produced  by  the  NIH  would  not  be  possible. 
We  therefore  respectfully  request  that  the  Congress  ensure  that  the  NIH  has  the  funds  to 
support  the  best  in  biomedical  research,  by  funding,  at  a  minimum,  35%  of  the  competing 
research  grant  applications  approved  each  year.  Unfortunately,  for  the  past  several  years, 
the  NIH,  on  average,  has  not  been  able  to  fund  even  30%  of  the  competing  grant  applica- 
tions it  approves.  During  the  current  fiscal  year,  the  institutes  on  average  will  be  able  to 
fund  only  about  24%  of  their  approved  grant  applications.  At  NHLBI  in  particular,  this 
figure  reaches  only  15%.  These  figures  include  both  new  applications  and  competing  re- 
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newals.  This  means  that  important  research  proposals  are  being  unfunded  and  investigators 
and  their  support  staffs  are  being  forced  to  leave  the  field  of  research.  The  ACCP  believes 
that  funding  35%  of  approved  research  applications,  will  go  a  long  way  to  prevent  further 
erosion  of  the  vital  research  base  of  medicine. 

With  respect  to  the  NHLBI,  we  continue  to  be  impressed  with  the  quality  of  leader- 
ship of  its  Director,  Dr.  Claude  Lenfant,  its  Deputy  Director,  Dr.  Peter  Frommer,  Dr. 
Suzanne  Hurd,  the  Director  of  the  Institute's  Lung  Diseases  Division,  and  Dr.  Michael 
Horan,  the  Director  of  the  Division  of  Heart  and  Vascular  Diseases.  Research  sponsored 
by  the  NHLBI  has  led  to  tremendous  strides  in  combatting  cardiovascular  and  pulmonary 
diseases  as  well  as  hematological  disorders.  We  recognize  the  strains  that  have  been  placed 
upon  the  federal  budget  in  recent  years.  Nevertheless,  diseases  of  the  heart  and  lungs  con- 
tinue to  pose  the  most  serious  threat  to  our  Nation's  health.  The  desirability  of  exercising 
fiscal  austerity  should  not  cause  us  to  lose  money  in  the  long  run,  due  to  an  inability  to 
optimally  treat  heart  and  lung  diseases. 

The  need  for  continued  funding  of  tuberculosis  prevention  and  treatment  is  an  excel- 
lent case  in  point.  It  is  our  understanding  with  the  recent  downward  trend  in  reported  cases, 
the  Congress  is  considering  reducing  funding  levels  for  the  treatment  and  prevention  of  TB. 
But  while  the  Centers  for  Disease  Control  and  Prevention  reported  a  3%  decrease  in  overall 
reported  cases  in  1994,  the  second  year  in  a  row  the  numbers  have  fallen,  the  number  of  re- 
ported cases  in  children  under  the  age  of  15  has  consistently  been  on  the  rise  from  1988  to 
1993.  In  fact,  L721  cases  of  children  with  active  TB  were  reported  in  1993.  The  numbers 
for  1994  are  not  yet  available,  but  indications  are  they  have  at  least  stayed  the  same  or  in- 
creased. 

Frankly,  given  the  ease  with  which  TB  is  transmitted,  the  statistics  of  reported  cases 
do  not  reveal  the  whole  story.  Like  HTV  and  AIDS,  there  are  two  phases  of  TB:  infection 
and  disease.  The  cases  reported  are  those  we  know  have  the  disease.  This  does  not  take 
into  account  those  who  are  infected  and  who  are  highly  susceptible  to  having  the  infection 
converted  to  the  disease  stage.  Consider  these  statistics:  an  infected  person  with  a  normal 
immune  system  has  approximately  a  10%  lifetime  risk  of  developing  active  TB.  If  a  person 
is  HTV  co-infected,  he  or  she  has  an  8%  annual  risk  of  developing  active  TB.  Therefore, 
if  a  person  is  infected  with  HIV  and  TB,  and  lives  five  years  from  the  time  of  the  TB  infec- 
tion, there  is  a  40%  chance  that  person  will  develop  active  TB  with  the  risk  it  will  be  spread 
to  others.  If  that  same  person  lives  12  years,  it  is  a  virtual  certainty  that  he  or  she  will  de- 
velop active  TB.  With  the  lives  of  our  children  at  stake,  our  Nation's  future,  now  is  not  the 
time  to  be  reducing  funding  for  TB.  Just  a  the  recent  influx  on  federal  funding  has  helped 
curb  the  rise  of  active  TB  cases,  a  funding  decrease  is  likely  to  lead  to  a  surge  in  active  TB 
cases.  The  ACCP,  therefore,  urges  this  Committee  at  least  to  maintain  current  funding  for 
TB  prevention  and  treatment  activities. 

Sepsis  research,  conducted  through  both  the  NHLBI  and  the  NIAID,  is  another  area 
in  which  the  College  has  great  interest.  Severe  sepsis  is  a  systematic  response  to  infection, 
often  leading  to  organ  injury  and  failure.  Its  prevalence  has  been  on  the  rapid  rise,  increas- 
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ing  79%  from  1979  to  1991,  at  a  time  when  mortality  from  other  causes  is  decreasing.  Mor- 
tality due  to  sepsis  is  tremendous,  ranging  from  25%  to  75%.  Unfortunately,  little  progress 
has  been  made  thus  far  in  reducing  or  reversing  morbidity  and  mortality  due  to  sepsis  and 
its  sequelae.  The  ACCP,  in  conjunction  with  the  NHLBI  and  the  NIAID,  is  determined  to 
make  a  difference  in  sepsis  research.  The  ACCP  is  pleased  to  be  cosponsoring  with  both 
of  these  institutes  a  conference  this  year  to  develop  new  directions  for  research  in  sepsis. 
The  conference  will  bring  together  basic  and  clinical  scientists  to  discuss  the  reasons  for  the 
lack  of  progress  in  this  area  of  research  and  to  make  recommendations  for  new  approaches 
to  this  increasing  problem.  Additional  research  resources  will  be  necessary  for  the  NHLBI 
and  the  NIAID  to  discover  and  attack  the  roots  of  this  destructive  disease. 

Combating  asthma  is  another  priority  of  the  College.  We  know  it  is  a  priority  for 
both  the  NHLBI  and  the  NIAID  as  well.  Asthma  morbidity  and  mortality  have  been  in- 
creasing in  the  United  States  over  the  last  decade,  affecting  a  total  of  13  million  Americans 
by  1993.  The  increase  has  been  concentrated  disproportionately  in  children  and  minorities. 
Asthma  prevalence  increased  40%  among  all  children  less  than  18  years  of  age  during  the 
1980s.  This  increase,  which  continues  to  date,  is  alarming  to  the  ACCP.  We  therefore 
strongly  support  the  efforts  of  the  NHLBI  and  the  NIAID  in  getting  control  of  this  disease. 
The  College  is  confident  that  the  NHLBI's  Childhood  Asthma  Management  Program  will 
produce  effective  long-term  treatment  strategies  for  childhood  asthma,  and  its  Minority 
Asthma  Education  Project  will  produce  innovative  methods  of  educating  inner  city  and  rural 
minorities  in  asthma  management.  The  College  also  supports  the  NIAID's  five-year 
National  Cooperative  Inner-City  Asthma  Study  which  is  scheduled  to  conclude  in  1996. 
Given  the  success  of  this  study  to  date,  the  NIAID  is  making  plans  to  extend  the  study  an- 
other four  years  through  the  year  2000.  The  Congress  should  continue  to  support  these  im- 
portant research  efforts  at  NIH. 

Gathering  the  data,  performing  the  analysis,  and  producing  results  on  the  NIH 
campus  is  not  the  end  of  the  NIH  mission.  In  fact  it  is  just  the  beginning.  The  ACCP  be- 
lieves that  the  dissemination  of  information  about  recent  clinical  research  is  a  critical  part 
of  the  NIH  mission.  This  task  is  being  carried  out  in  an  exemplary  way  by  the  NHLBI. 
Through  the  National  Asthma  Education  and  Prevention  Program,  the  medical  community 
has  reached  consensus  about  the  optimal  ways  to  manage  asthma.  This  is  critical  because 
we  know  that  an  effective  asthma  education  program  can  save  our  health  care  system  money 
and  improve  resource  utilization.  A  recent  study  sponsored  by  the  NHLBI  found  that  an 
asthma  education  program  costing  $82.00  per  patient  produced  a  $628.00  per  patient  savings 
in  emergency  room  charges.  This  is  a  substantial  return  on  investment!  The  NAEPP  is  now 
working  diligently  to  distribute  this  information  to  the  health  care  community  and  to  asthma 
patients  and  their  families.  As  an  organization  with  its  roots  in  continuing  medical  educa- 
tion, the  ACCP  applauds  these  efforts. 

As  a  cardiothoracic  surgeon  at  the  Stanford  University  School  of  Medicine,  my  per- 
sonal interests  he  in  the  prevention  and  treatment  of  lung  cancer.  My  Division  of  Thoracic 
Surgery  at  Stanford  sees  six  to  ten  lung  cancer  patients  weekly.  This  number  could  be  dras- 
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tically  reduced  if  we  could  make  serious  inroads  in  the  prevention  area,  by  curtailing  the  use 
of  tobacco,  which  we  know  is  the  number  one  cause  of  lung  cancer. 

Lung  cancer  does  not  discriminate  between  men  and  women.  This  insidious  disease 
is  gender  neutral.  It  is  the  leading  cause  of  cancer-related  death  in  our  entire  population. 
It  is  second  in  incidence  rate  to  prostate  cancer  in  men,  and  to  breast  cancer  in  women.  It 
is  estimated  that  172,000  cases  of  lung  cancer  were  diagnosed  in  1994,  100,000  of  which 
were  men  and  72,000  of  which  were  women.  This  past  year,  it  is  also  estimated  that  lung 
cancer  will  take  the  lives  of  153,000  people,  94,000  of  which  were  men  and  59,000  of  which 
were  women.  The  overwhelming  majority  of  these  cases  occur  in  people  who  smoke  ciga- 
rettes. Thankfully,  increasing  social,  political,  and  legal  pressure  nationwide  against  smoking 
has  made  a  modest  dent  in  reducing  the  prevalence  in  smoking.  I  am  proud  to  say  that  the 
ACCP  has  been  active  throughout  the  years  in  educating  the  public  about  the  harms  of 
smoking.  Even  our  best  efforts,  however,  cannot  match  the  power  of  the  Congress  to  direct 
funds  to  combat  lung  cancer,  which  causes  the  greatest  number  of  cancer  deaths  in  the 
country.  I  urge  you  not  to  cut  funding  geared  towards  preventing  and  treating  lung  disease 
and  especially  lung  cancer. 

I  am  compelled  to  share  with  the  Committee  some  very  telling  NIH  statistics  about 
the  prevalence  of  heart  and  lung  disease.  Cardiovascular  diseases  afflict  more  than  56  mil- 
lion people.  In  1992,  925,000  deaths  or  42%  of  all  deaths  were  attributed  to  cardiovascular 
diseases.  In  addition  to  the  untold  costs  of  human  suffering,  cardiovascular  diseases  are  re- 
sponsible for  a  loss  of  approximately  $189  billion  each  year  in  lost  productivity,  wages  and 
costs  of  medical  care.  The  most  telling  statistic,  however,  is  that  heart  disease  continues  to 
be  the  number  one  cause  of  death  in  this  country.  Diseases  affecting  the  lungs  are  the 
fourth  leading  causes  of  morbidity  and  mortality,  if  heart  and  blood  diseases  are  added  to 
the  tally,  the  stark  reality  is  that  1.13  million  deaths  in  1992  or  52%  of  all  deaths  fall  within 
the  disease  categories  that  is  the  mission  of  NHLBI  to  combat. 

These  numbers  point  to  NIH's  need  for  continued  federal  support  for  its  vital  pro- 
grams. The  ACCP  continues  to  do  its  part  to  support  research.  Approximately  40%  of  our 
members  voluntarily  donate  their  own  funds  every  year  to  support  young  investigators.  We 
believe  this  is  unique  compared  to  other  medical  societies.  We  are  committed  to  improving 
the  quality  of  the  lives  of  the  most  important  people  we  represent  -  our  patients.  But  we 
cannot  do  it  alone.  NIH  appropriation  levels  must  be  increased  to  ensure  that  our  progress 
toward  that  goal  is  not  thwarted.  The  federal  government  must  not  turn  its  back  on  bio- 
medical advances  of  the  future  which  would  yield  billions  of  dollars  in  health  care  savings. 
Funding  levels  consistent  with  the  important  goals  and  essential  mandate  of  the  NIH  must 
be  achieved. 

On  behalf  of  the  ACCP,  I  would  like  to  thank  you  for  affording  us  this  opportunity 
to  present  our  views.  I  would  be  happy  to  answer  any  questions  you  may  have. 
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Mr.  Porter.  Dr.  Mark,  often  we  look  at  trying  to  find  cures  for 
diseases  that,  as  you  point  out,  are  really  a  result  of  our  own  poor 
behavior. 

What  would  be  your  comment  on  perhaps  doing  greater  research 
on  how  we  can  learn  to  control  the  behavior  rather  than  looking 
for  cures  to  the  diseases? 

Dr.  Mark.  I  think  this  is  a  tremendously  important  aspect  of 
health  and  as  noted  as  an  example,  cigarette  smoking,  or  overeat- 
ing or  overindulging  of  any  kind  may  lead  to  disease.  But  there  is 
a  gap.  There  is  a  delay.  I  mean,  if  you  walk  across  Independence 
Avenue  at  a  busy  time,  you  know  what  is  going  to  happen.  It  is 
going  to  happen  right  now.  But  if  you  smoke  cigarettes  or  eat  too 
much  or  drink  too  much,  the  things  that  happen  won't  happen  for 
many  years.  It  is  harder.  It  is  more  difficult.  But  in  the  long  run, 
probably  more  helpful. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony.  We  appre- 
ciate you  being  here  and  adding  to  our  knowledge.  And  we  will 
take  your  testimony  under  advisement.  Thank  you  very  much. 

Dr.  MARK.  Thank  you. 


Wednesday,  February  1,  1995. 
witnesses 

FREDRICK  E.   MENZ,  NATIONAL  ASSOCIATION  OF  REHABILITATION 

RESEARCH  AND  TRAINING  CENTERS 
NANCY  LONG,  PRESH)ENT-ELECT 

Mr.  Porter.  Our  next  witness  is  Fredrick  Menz,  Ph.D.,  National 
Association  of  Rehabilitation  Research  and  Training  Centers.  Dr. 
Menz. 

Dr.  Menz.  Good  morning. 

Mr.  Porter.  Good  morning. 

Dr.  Menz.  Chairman  Porter,  other  Members  of  the  subcommittee 
who  are  here  present  and  others  not  present,  I  am  Fred  Menz.  I 
am  President  of  the  National  Association  of  Rehabilitation  Re- 
search and  Training  Centers  and  I  am  also  Associate  Director  for 
the  national  center  on  community-based  employment  and  rehabili- 
tation with  people  with  disabilities. 

With  me  today  is  our  President-elect,  Nancy  Long,  who  is  Direc- 
tor of  Research  at  the  national  center  at  DeKalb,  Illinois,  on  the 
needs  of  traditionally  underserved  individuals  who  are  deaf.  We 
are  here  today  to  testify  on  behalf  of  the  institute  and  our  associa- 
tion's identified  needs  for  adequate  funding  for  the  institute. 

Specifically,  we  are  requesting  a  total  NIDRR  budget — to  raise 
the  total  NIDRR  budget  from  $70  million  to  $80  million  for  fiscal 
year  1996  specifically  to  restore  capacity  to  the  network  of  our  cen- 
ters to  carry  out  the  research  initiatives  that  we  are  charged  to 
carry  out  and  to  add  funds  to  conduct  the  research  necessitated  by 
the  new  expectations  in  the  1992  amendments  to  the  Rehabilita- 
tion Act. 

Our  association  represents  the  rehabilitation  centers  that  the 
Congress  intended  to  be  centers  of  excellence  and  to  be  the  key  to 
the  institute's  national  leadership  role  in  disability  and  rehabilita- 
tion research.  Many  of  our  centers  have  been  in  operation  and  pro- 
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ductive  for  over  25  years  and  our  association  was  brought  together 
a  while  back,  approximately  18  years  ago,  as  a  network  to  promote 
the  use  of  rehabilitation  research  in  solving  rehabilitation  solutions 
and  also  to  share  as  a  way  of  making  our  research  more  impactful 
amongst  ourselves. 

Our  request  for  this  increase  would  be  twofold.  One  would  be  to 
restore  centers  to  a  capacity  to  fulfill  the  legislative  intents  that 
were  set  forth  for  us  and  limit  the  expansion  in  the  number  of  re- 
search and  training  centers  that  are  currently  being  funded  as  well 
as  to  help  support  the  institute  in  its  other  research  programs  that 
address  other  critical  issues,  particularly  in  service  delivery  that 
are  important  as  our  American  population  changes,  specifically  in 
the  area  of  violence. 

This  request  for  an  increase  in  funding,  I  believe,  is  an  invest- 
ment and  will  further  the  national  leadership  in  an  arena  where 
the  value  of  the  Federal  role  is  really  well  demonstrated,  in  the 
role  of  rehabilitation  and  employment  of  people  with  disabilities. 

In  1993,  the  budget  for  the  NIDRR  was  approximately  $67  mil- 
lion. In  the  period  of  time  since  that,  the  budget  has  risen  approxi- 
mately $3  million  with  largely  the  increases  in  that  budget  going 
to  support  or  restore  capacity  for  the  spinal  cord  injury  program  of 
the  institute  and  to  respond  to  particular  activities  added  to  the 
NIDRR  through  other  legislation,  particularly  ADA  and  the  Reha- 
bilitation Technology  Act.  Total  funding  for  research  and  training 
centers  has  remained  at  $25  million  since  1993. 

Bipartisan  support  in  1992  added  new  responsibilities  to  the  cen- 
ters to  provide  information  and  significant  technical  assistance  to 
consumers  and  service  providers.  No  provision  was  ever  made  in 
that  budget  for  expansion  and  growth — excuse  me,  in  growth  and 
support,  even  though  many  of  our  centers  have  mature  programs 
that  have  been  productive,  as  I  said  before,  for  over  20  years. 

While  funding  for  centers  has  remained  unchanged,  the  number 
of  centers  has  actually  expanded  over  the  same  period.  In  1993, 
there  were  40  centers  funded  out  of  that  $25  million.  That  in- 
creased in  that  year  to  42.  Currently,  we  have  48  centers  funded 
from  the  same  pot  of  money.  Not  long  ago,  as  well,  nearly  $50  per- 
cent of  the  budget  for  NIDRR  was  allocated  to  support  these  stable 
set  of  research  and  training  centers.  Less  than  36  percent  today  is 
dedicated  to  those  centers  of  excellence.  We  urge  you  to  support  the 
increase  so  that  we  can  be  operating  at  a  realistic  level. 

In  our  testimony,  we  describe  I  think  very  fully  the  overall  scope 
of  our  program  and  we  also  identify  I  think  some  of  the  consider- 
able expectations  that  you  had  for  us  as  you  started  to  establish 
us  nearly  30  years  ago.  We  are  expected  to  be  broadly  effective  and 
broadly  affect  the  lives  of  people  with  disabilities  and  the  services 
that  surround  them  and  ultimately  we  are  expected  to  bring  these 
people  into  employment. 

Among  the  many  things  that  we  are  expected  to  be — you  have 
expectations  of  us — are  with  providing  State  agencies  assistance  in 
changing  their  programs,  helping  communities  decide  how  to  best 
meet  the  employment  needs  of  their  citizens,  to  create  devices  and 
processes  that  are  affordable  and  workable,  whether  the  person 
who  has  them  or  their  employer  is  in  Spokane  or  Tuscaloosa  or 
DeKalb  or  Little  Rock  or  Wapaun  or  New  York  or  Los  Angeles. 
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And  of  course  we  are  expected  to  increase  the  employment  rates 
and  earnings  of  people  with  disabilities.  Despite  this  decreasing 
level  of  funding  for  the  centers'  programs,  on  any  given  day  our  re- 
search will  affect  anywhere  between  1  and  10,000  people,  one  com- 
munity program  or  an  entire  service  system.  As  was  your  intent 
when  you  conceived  these  centers  of  excellence,  our  research  does 
have  widespread — and  it  lasts  much  longer  beyond  the  individual 
research  projects  we  work  on. 

I  have  five  examples  in  my  write-up  there  that  I  would  just  like 
to  briefly  touch  on.  One  example 

Mr.  Porter.  Dr.  Menz. 

Dr.  Menz.  Yes. 

Mr.  Porter.  Your  running  time  has  actually  expired.  We  will 
certainly  look  at  your  written  statement. 

Dr.  Menz.  Thank  you  very  much. 

Mr.  Porter.  And  very  much  appreciate  your  good  testimony  and 
your  coming  here  today. 

Dr.  Menz.  Thank  you. 

Mr.  Porter.  Thank  you  so  much. 

[The  prepared  statement  of  Fredrick  E.  Menz  follows:] 
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Good  morning  Chairman  Porter,  Honorable  Mr.  Obey,  and  respected  members  of  the  House 
Subcommittee.  I  am  Dr.  Fredrick  Menz,  President  of  the  National  Association  of  Rehabilitation  Research 
and  Training  Centers.  With  me  today  is  our  President-Beet,  Dr.  Nancy  Long. 

Dr.  Long  is  Director  of  Research  for  the  national  Center,  at  DeKalb,  Illinois,  on  rehabilitation  needs  of 
traditionally  underserved  individuals  who  are  deaf.  I  am  the  Associate  Director  of  the  national  Center,  at 
Menomonie,  Wisconsin,  on  community-based  employment  and  rehabilitation  of  persons  with  disabilities. 

I  am  here  today  to  testify  in  support  of  the  National  Institute  on  Disability  and  Rehabilitation  Research 
and  our  Association's  identified  needs  for  adequate  funding  for  the  Institute.    Specifically,  I  am  requesting 

An  increase  in  total-MDHtkfunding  from  the  present  $70  million  to  $80  million  in  FY  1996  to 

•  Restore  capacity  off  the  network  of  Research  and  Training  Centers  to  pursue  the  critical 
issues  identified  for  them  in  disability  and  rehabilitation  research;  and 

•  Add  funding  to  support  the  expectations  of  Research  and  Training  Centers  under  the 

Rehabilitation  Act  as  amended  in  1992. 


I  represent  the  48  Rehabilitation  Research  and  Training  Centers,  sponsored  by  the  National  Institute 
on  Disability  and  Rehabilitation  Research.  These  Research  and  Training  Centers  are  the  center-piece  of 
the  Institute's  total  program.  Our  Association  was  established  nearly  18  years  ago  as  a  national,  collegia! 
network  to  promote  use  of  contemporary  rehabilitation  practices  and  to  provide  a  mechanism  for 
exchanging  and  interrelating  the  knowledge  and  practices  derived  from  our  separate  rehabilitation 
research.  Many  Centers  have  been  operational  for  between  10  and  25  years  and  they  are  distributed 
across  most  of  the  United  States.  I  am  proud  to  say  that  our  members  represent  many  of  the  best  minds 
in  rehabilitation  science,  the  most -gifted  researchers,  and  are  individuals  who  are  collectively  committed 
to  improving  rehabilitation  through  our  science. 

My  task  today  is  to  encourage  (if  not  convince)  you  to  appropriate  $80  million  to  the  NIDRR  for  FY 
1996. 

One  of  the  two  most  important  lessons  we  quickly  learn  in  working  in  rehabilitation  is  that  no  goal 
affecting  the  spirit  and  resources  of  people  is  impossible.   The  second  lesson  we  learn  is  that  in  more 
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cases  than  not,  we  do  achieve  those  goals,  sometimes  in  spite  of  the  longest  of  odds. 

I  am  hopeful  today  that  you  will  be  as  convinced  as  we  are  of  these  needs  and  apply  adequate 
federal  resources  to  disability  and  rehabilitation  research  through  the  Institute.  That  investment  wit  further 
national  leadership  in  an  arena  where  the  value  of  a  federal  role  is  daily  being  demonstrated:  In  the 
rehabilitation  and  employment  of  people  with  disabilities. 

Our  $80  million  request  for  FY  96  would  enable  NIDRR  to  particularly  achieve  the  following: 

•  Restore  and  expand  Research  and  Training  Centers'  capacity  by  increasing  average  awards  to  fulfill 
legislative  intent  and  reflect  maturity  and  complexity  of  each  Center's  program. 

•  Limit  the  numbers  of  Research  and  Training  Centers,  such  that  no  new  Centers  are  created  without 
adequate  additional  appropriations  beyond  the  $80  million. 

•  Continue  present  Rehabilitation  Engineering  Research  Center  capacity  with  appropriate  floor  and 
ceiling  levels  based  upon  program  maturity. 

•  Provide  training  and  development  experiences  to  prepare  additional  rehabilitation  researchers. 

•  Conduct  other  needed  disability  and  rehabilitation  research;  specifically  field-  initiated  projects, 
research  and  development  projects,  long-term  data  collection  projects  (e.g.,  model  systems). 

•  Address  critical  service  delivery  issues  in  rehabilitation,  emerging  disability  and  rehabilitation  issues 
related  to  changes  in  America's  population,  capacity  to  address  disability  consequences,  employment 
and  economic  position  in  global  economy,  and  scope,  access,  and  applications  of  research  and 
technology. 

The  NIDRR's  budget  for  1995  is  $70  million.  While  this  level  is  3%  higher  than  the  1994  level,  the 
increase  was  earmarked  to  restore  capacity  to  NIDRR's  model  spinal  injury  program.  Since  1993,  the 
Institute's  budget  has  only  increased  $3  million,  or  less  than  5%,  if  the  1993  level  continues  into  1996. 
Increases  since  1993  have  been  minimal,  with  some  of  that  5%  coming  from  added  requirements  of  the 
Institute  brought  about  through  other  legislation  (e.g.,  implementing  the  Americans  With  Disabilities  Act, 
added  activities  directed  under  the  Rehabilitation  Technology  Act). 

Funding  for  Research  and  Training  Centers,  however,  has  been  flat  since  1993  at  $25  million,  while 
the  number  of  Centers  continued  to  increase.  Bi-partisan  support  for  amendments  to  the  Rehabilitation 
Act  also  added  the  specific  responsibilities  for  Centers  to  provide  information  and  technical  assistance  to 
consumers  and  service  providers  during  this  same  period.  Further,  no  provision  for  annual  growth  in 
support,  such  as  provided  for  the  National  Institutes  of  Health,  has  been  included,  even  though  many 
centers  have  mature  programs  of  research  that  have  been  highly  productive  for  over  20  years. 

While  funding  for  Centers  has  been  virtually  unchanged  since  1993,  the  number  of  Centers  funded 
has  increased  over  this  same  period.  In  1993,  that  number  was  under  40  and  expected  to  increase  to  42 
Today,  48  Centers  are  funded  from  the  same  pool  of  resources.  It  was  also,  not  so  long  ago  that  50%  of 
NIDRR's  budget  was  allocated  to  support  a  stable,  defined  set  of  Research  and  Training  Centers.  Today, 
that  figure  is  less  than  36%,  even  though  these  Centers  were  intended  by  Congress  to  be  the  NIDRR's 
■Centers  of  Excellence."  We  urge  that  the  Research  and  Training  Centers'  program  at  NIDRR  be  increased 
by  such  sums  as  necessary  to  return  Centers  to  realistic  operational  levels  and  enable  them  to  meet  the 
expectations  of  Congress. 
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Our  "Centers  of  Excellence"  share  the  following  characteristics: 

Comprehensive  Program  Scope.  Each  Center  is  required  to  conduct  research,  training,  and 
technical  assistance.  Each  program  works  on  fundamental  and  contemporary  problems  of 
vocational,  employment,  community  independence,  psychological,  medical,  social,  and/or  of  a 
public  policy  nature. 


of  Research  Issues.  The  disability  issues  we  study  are  those  of  concern  to 
individuals  with  disabilities  and  to  the  service  programs  authorized  under  the  Rehabilitation  Ad. 
The  topics  and  studies  which  we  conduct  are  ones  identified  by  people  who  use  rehabilitation 
services  and  by  the  rehabilitation  community. 

Connection  of  Research  to  Service  Delivery.  These  Centers  are  intertwined  with  an  articulated 
federal-state-community  rehabilitation  program  and  consumer  organizations  representing  the 
disability  community.  No  research  program  that  I  am  aware  of  has  such  kindred  relationships 
or  the  high  expectations  of  it  that  come  about  with  such  relationships. 

Considerable  Expectations  for  Center  Benefits.  Centers  are  programmatic  with  responsibilities 
for  solving  complex,  rehabilitation  related  problems.  Each  Center  is  expected  to  broadly  affect 
individuals  with  disabilities  and  affect  how  people  with  disabilities  are  brought  into  employment. 
Examples  of  these  complex  expectations  include  the  following  expectations: 

•  Provide  direction  for  a  state's  rehabilitation  program  in  altering  how  people  with 
disabilities  access  and  benefit  from  that  state's  system,  including  what  takes  place  at 
the  community  level; 

•  Provide  data  which  communities  can  use  to  decide  among  options  for  employment 
that  are  most  feasible  for  their  citizens  with  disabilities; 

•  Identify  and  develop  the  knowledge  base  and  teaching  strategies  that  train 
professionals  -  who  may  work  in  hospitals,  in  rehabilitation  agencies,  in  public  and 
private  projects  in  our  communities  -  in  the  new  skills  and  technologies  they  must 
have  to  be  effective  and  get  that  training  technology  integrated  into  medical  and  non- 
medical curricula  of  colleges  and  universities  across  the  county; 

•  Design  and  test  devices  and  processes  that  are  affordable  for  anyone  with  a  disability, 
whether  that  individual  (or  employer)  is  in  Spokane  or  Tuscalosa  or  Wapaun  or  Little 
Rock  or  DeKalb  or  Los  Angeles  or  New  York; 

•  Create  and  make  new  information  and  research  on  disability  and  rehabilitation 
immediately  accessible  to  individuals  and  rehabilitation  personnel  across  this  country; 

•  Increase  the  numbers  and  the  earnings  of  people  who  are  re-entering  employment 
following  traumatic  injuries; 

•  Develop  new  knowledge  regarding  underserved  populations  (e.g.,  needs  of  victims  of 
inner-city  violence,  of  persons  with  chronic  fatigue  syndrome,  of  immigrants);  and 

•  Obtain  accurate  measures  of  the  value  and  impact  of  rehabilitation  programs  on  the 
unemployment  of  people  with  disabilities. 

Institutional  Base  to  Engage  in  Long-term  Research.  Centers  are  established  at  universities 
and  clinical  settings  (for  the  most  part)  where  the  quality  staff  and  resources  can  be  collected 
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and  provide  the  long-term  base  of  support  necessary  to  conduct  multi-year  and  multi-cycle 
research. 

•  Organizational  Capacity  to  Achieve  Significant  Change.  Centers  are  located  in  settings  which 
permit  immediate  insinuation  of  collective  findings  into  how  people  with  disabilities  are  served, 
into  the  new  practices  in  which  professionals  are  trained,  and  into  where  employment  and  social 
opportunities  enhanced  through  research  are  better  for  each  successive  cohort  of  clients  who 
advantage  themselves  of  the  rehabilitation  practices  to  which  Center  research  contributes. 

On  any  given  day,  our  research  will  affect  anywhere  from  one  person  to  10,000  people,  one 
community  program,  or  an  entire  service  delivery  system.  As  was  Congress'  intent  in  conceiving  these 
as  Centers  of  Excellence,  our  research  is  designed  to  have  widespread  effects  that  far  exceed  the  specific 
data  and  products  acquired  from  each  study  and  have  impact  that  continues  long  after  our  Centers 
complete  their  respective  research  programs.  Let  me  provide  you  some  examples  of  how  our  research 
affects  immediate  needs  and  how  these  research  have  broad,  longer-lasting  effects  and  fulfil  the 
expectations  which  you  and  others  have  for  us: 

•  Value  of  Research  to  Employment.  An  example  is  provided  in  the  case  of  work-site  adaptations 
that  one  of  our  Centers  shared  with  a  manufacturer  of  school  rings.  Because  of  that  application 
of  research,  we  know  that  at  least  one  more  person  is  now  working  and  earning  their  own  way. 
We  knew  this  adaption  could  be  made  because  of  instrumentation  devised  from  Centers' 
research  and  from  experiences  Centers  have  had  in  working  directly  with  industries  and  trade 
organizations  in  work  analysis  and  improving  production  designs.  What  will  be  unstated  is  for 
how  many  other  workers  that  adaptation  was  used  and  to  what  extent  other  employees  with 
disabilities  subsequently  also  became  productive  due  to  similar  research  applications. 

•  Effects  on  Quality  of  Services.  Sometimes,  it  is  a  father  who  became  involved  <n  improving  the 
chances  that  his  son  would  not  only  be  physically  healed,  but  gainfully  employed  in  his 
community,  who  read  a  book  a  number  of  Centers  put  together  on  "what  we-know-works"  in 
traumatic  brain  injury  rehabilitation  and  calls  to  thank  us  because  what  was  suggested  does 
work.  We  know  that  this  family  member  now  advocates  for  adoption  of  those  practices 
throughout  the  Midwest  because  the  research  findings  were  compelling  and  he  demands 
evidence  of  similar  benefits  from  the  employment  programs  he  advises.  He  will  be  able  to  give 
those  books  away  (and  any  new  information  that  the  research  program  devises)  without  cost, 
as  he  does  his  advocacy  and  as  long  as  that  Center  is  funded.  We  don't  know,  though,  how 
many  other  programs  now  also  make  use  of  those  validated  practices  and  how  many  people  are 
now  working  who  previously  were  in  day  programs. 

•  Research  and  Leadership  in  Systems  Change.  Research  conducted  by  Centers  on  psychiatric 
disorders  has  led  to  changes  in  how  both  children  and  adults  are  dealt  with  in  related  social 
service  systems.  It  is  not  so  many  years  ago  that  we  assumed  that  people  with  severe  mental 
illnesses  could  only  be  employable  if  their  illness  was  first  resolved  and  then  only  part-time  in 
non-stress  provoking  jobs.  Today,  our  research  is  focusing  on  how  to  sustain  these  individuals 
in  full-time  employment  and  how  to  help  them  get  better  jobs.  Oddly  enough,  our  research  is 
revealing  that  many  of  their  needs,  today,  as  employees,  are  not  so  dissimilar  from  the  types  of 
work-supports  we  all  need  to  have  to  keep  our  jobs.  We  know  less  well  how  to  get 
rehabilitation-related  practitioners  aware  and  get  them  to  apply  these  kinds  of  research  findings. 
We  do  know  that  many  people  have  been  added  to  the  ranks  of  the  employed  because  of  this 
long-term  federal  investment.  And,  there  are  people  who  would  never  before  have  been  included 
in  our  labor  statistics  or  in  our  counts  of  unemployed  people  with  disabilities. 

•  Communrry-by-Communlty  Access  to  New  Research  Across  the  Country.  Or,  for  example, 
our  research  to  improve  communication  skills  of  children  who  have  deafness  and  other 
disabilities  has  led  to  changes  in  how  youth  are  served  through  rehabilitation  programs  and  how 
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they  achieve  in  post-secondary  training  and  become  productive  in  their  communities.  What  we 
know  about  our  research  impact  is  that  teachers  in  Mr.  Porter's  district  in  Illinois  have  that 
knowledge  available  to  them  and  that  rehabilitation  counselors  in  Congressman  Obey"s  district 
and  the  people  working  in  rehabilitation  facilities  throughout  Congressman  Goodling's  state  can 
apply  that  knowledge  because  this  network  of  NIDRR-funded  Centers  has  been  around  for  over 


•  Implanting  New  Knowledge  Into  Practice  and  Professional  Training.  Information  from 
Centers'  research  is  insinuated  throughout  our  national  network.  New  information  will  be  brought 
into  practice  in  Kansas  or  Louisiana  or  Washington  or  Wisconsin  or  Illinois  by  a  Center  like  ours 
at  Menomonie  or  Dr.  Long's  Center  in  Illinois  through  our  training  or  technical  assistance 
responsibilities.  As  likely,  because  this  new  knowledge  will  be  picked  up  and  built  upon  by  other 
Centers  in  Arkansas  and  Minnesota  and  Texas  and  California  and  Arizona  and  Montana,  we  also 
know  that  those  research  findings  are  now  a  part  of  training  curricula  for  rehabilitation 
counselors,  for  social  workers,  and  for  regular  and  special  education  classroom  teachers  in 
colleges  in  New  York  and  Florida  and  Hawaii  and  Michigan  and  Utah  and  Mississippi. 

Separately  and  collectively,  whether  it  is  small  pieces  of  knowledge  that  our  research  yields  or  the 
more  spectacular  innovations  that  come  about  from  our  dogged  pursuit  of  solutions  to  a  fundamental 
disability  problem,  the  products  and  value  of  Center  research  spreads  across  the  lives  and  practices  which 
surround  people  with  disabilities  throughout  the  United  States.  We,  in  our  Centers,  must  be  successful 
as  a  national  resource.  We  must  increase  the  likelihood  for  individual  economic  and  social  participation 
in  our  communities  through  our  research  achievements.  If  they  do  not  achieve  benefits  permitted  by 
improvements  in  rehabilitation  practice  that  can  and  are  being  brought  about  through  research,  you  and 
I  and  our  communities  will  carry  a  significantly  greater  tax  burden. 

The  Congress  has  noted  in  its  own  reports  and  in  public  testimony,  that  Centers  represent  a  "scarce 
scientific  resource  of  excellence."  The  Centers  are  the  major  NIDRR  activity  and  were  again  strongly 
endorsed  by  Congress  during  hearings  on  the  reauthorization  of  the  Rehabilitation  Act.  Our  members 
appreciate  this  vote  of  confidence  and  your  recognition  of  the  variety  and  value  of  the  contributions  of  the 
Centers.  You  have  historically  recognized  a  real  need  for  "a  national  leadership  role"  through  the  NIDRR 
and  the  Centers  as  such  a  national,  scientific  resource  on  behalf  of  individuals  and  programs  assisting 


Today,  you  and  I  encounter  our  fellow  Americans  with  disabilities  in  work,  throughout  our 
communities,  in  our  churches  and  schools,  in  the  halls  of  our  social  and  political  institutions,  and  at  the 
voting  booth.  It  will  be  because  of  your  continuing  foresight  that  a  very  significant  resource  continues  to 
flourish,  can  respond  as  our  country's  needs  change,  and  continues  to  provide  a  notable  example  of  where 
a  federal-community  partnership  is  in  our  nation's  greater  interests.  That,  ultimately,  is  the  key  reason  for 
our  request  to  increase  funding  for  this  network  of  Centers. 

We  thank  you  for  the  opportunity  to  testify  today  and  for  your  non-partisan  commitment  and  support 
for  the  federal-state-community  Rehabilitation  Program  over  the  last  70  years.  It  is  because  of  your 
collective  commitment  and  leadership  in  the  Congress,  that  America  has  continuously  reaped  the  effects 
of  a  truly  national  rehabilitation  program. 

Again,  we  thank  you.  I  will  be  pleased  to  answer  any  questions. 


housejestjmony. new/January  31 ,  1995 
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Wednesday,  February  1,  1995. 

WITNESS 
KATHYE  GOROSH,  COOK  COUNTY/RUSH  HEALTH  CENTER 

Mr.  Porter.  Our  next  witness  is  Kathye  Gorosh,  Cook  County/ 
Rush  Health  Center.  Which  sounds  an  awfully  lot  like  Chicago,  Illi- 
nois, to  me. 

Ms.  GOROSH.  Certainly  does. 

Mr.  Porter.  Ms.  Gorosh. 

Ms.  Gorosh.  Thank  you,  Mr.  Chairman,  for  the  opportunity  to 
be  here  today  on  behalf  of  the  Cook  County/Rush  Health  Center, 
which  will  be  located  in  Chicago,  Illinois.  I  would  like  to  ask  per- 
mission to  have  my  written  statement  included  in  the  written 
record. 

Mr.  Porter.  Will  be  received. 

Ms.  Gorosh.  Mr.  Chairman,  I  would  like  to  thank  you  and  the 
other  Members  of  the  Illinois  congressional  delegation  that  have 
pledged  their  support  for  this  project.  Your  commitment  to  the 
Cook  County/Rush  Health  Center  has  encouraged  us  and  our  sup- 
porters in  the  private  sector  to  move  forward. 

Cases  of  HIV  and  AIDS  in  Cook  County,  Illinois,  have  more  than 
doubled  since  1988.  The  Chicago  Department  of  Public  Health  re- 
ports that  the  growth  of  the  AIDS  epidemic  for  the  most  recent 
years  has  been  approximately  20  percent  year  to  year.  It  is  esti- 
mated that  the  total  HIV  population  in  the  Chicago  eligible  metro- 
politan area  is  over  30,000  men,  women,  and  children.  Equally 
alarming  are  the  statistics  for  tuberculosis  and  sexually  transmit- 
ted diseases.  Yet  regardless  of  these  dramatic  statistics  and  obvious 
public  health  need,  no  comprehensive  system  of  specialized  out- 
patient care  and  support  services  is  in  place  to  help  reduce  costly 
hospitalization  while  maintaining  quality  of  life  for  people  with 
HIV. 

Currently,  Cook  County  Hospital  and  Rush  treat  most  of  Chi- 
cago's medically  underserved  HIV/AIDS  population,  over  85  percent 
of  whom  are  minority  patients.  Cook  County  Hospital  treats  about 
75  percent  of  the  infected  women  and  25  to  30  percent  of  infected 
children  in  the  city  of  Chicago.  Estimates  project  that  by  the  year 
2000,  the  census  at  Cook  County  Hospital's  outpatient  HIV  clinics 
will  increase  almost  fivefold  at  75,000  visits  per  year. 

The  urgent  need  for  an  outpatient  HIV/AIDS  clinic  is  best  illus- 
trated by  the  fact  that  1  out  of  every  10  beds  at  Cook  County  Hos- 
pital is  occupied  by  a  person  with  HIV/AIDS.  An  estimated  30  per- 
cent of  these  patients  could  be  seen  as  outpatients  if  specialized 
services  were  available.  This  would  be  a  savings  of  approximately 
$6  million  per  year. 

In  the  face  of  this  crisis,  current  facilities  at  Cook  and  Rush  sim- 
ply do  not  have  the  space  and  are  not  fully  equipped  to  provide 
comprehensive  diagnosis,  treatment,  and  support  services.  Cook 
County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center 
have  combined  their  resources  to  develop  the  Cook  County/Rush 
Health  Center,  a  partnership  for  the  prevention,  care,  and  research 
of  communicable  diseases. 

The  Cook  County/Rush  Health  Center  will  be  a  state-of-the-art, 
freestanding  outpatient  facility  that  will  combine  and  expand  the 
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capabilities  of  both  institutions.  The  center  represents  an  invest- 
ment in  an  essential  piece  of  the  public  health  infrastructure  of 
Chicago  and  will  serve  as  the  referral  and  resource  hub  for  the 
growing  network  of  public  and  private  community-based  health 
care  providers  in  the  metropolitan  area.  It  will  add  a  missing  link 
in  AIDS  care — an  outpatient  speciality  care  center  that  offers  an 
array  of  services  to  community-based  providers  and  individuals.  It 
will  transform  the  delivery  of  care  by  providing  in  a  single  location 
outpatient  specialized  care  and  access  to  clinical  research  trials  and 
prevention  services  that  have  not  been  available  elsewhere  in  the 
community. 

On-site  support  services  and  specialty  care  will  be  available  for 
individuals  and  families  confronting  HIV  disease,  including  women, 
children,  and  adolescents.  The  new  center  will  be  located  in  a 
neighborhood  on  Chicago's  Westside  Medical  Campus.  This  location 
is  convenient  to  share  the  personnel  and  resources  of  both  hospitals 
and  is  readily  accessible  by  public  transportation. 

Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical 
Center  are  Illinois'  largest  public  and  private  hospitals.  The  center 
will  be  a  prototype  institution  for  our  Nation,  pioneering  a  unique 
approach  never  before  put  together  in  a  single  facility.  Other  cities 
and  regions  dealing  with  the  AIDS  epidemic  will  be  able  to  learn 
from  and  apply  this  model  to  their  own  community  needs  as  they 
seek  health  care  initiatives  to  eliminate  duplication  and  promote 
collaboration. 

The  total  estimated  cost  to  construct  the  Cook  County/Rush 
Health  Center  is  $30  million.  The  Cook  County  government  has 
agreed  to  provide  the  land  for  the  center.  In  addition,  approxi- 
mately one-half  of  the  total  project  costs  will  be  raised  from  private 
and  non-Federal  funds.  While  seeking  special  Federal  assistance 
for  building  the  facility,  the  two  cooperating  hospitals  will  provide 
the  staff,  services,  and  other  operational  costs  for  the  center  from 
their  own  resources. 

In  light  of  this  subcommittee's  support  for  unique  public  health 
initiatives,  we  are  requesting  that  you  include  $10  million  for  the 
establishment  of  the  Cook  County/Rush  Health  Center  in  the  fiscal 
year  1996  Labor,  Health  and  Human  Services,  Education  appro- 
priations bill. 

Thank  you,  Mr.  Chairman,  for  your  consideration  of  our  request. 

Mr.  Porter.  Ms.  Gorosh,  we  really  appreciate  you  testifying. 

[The  prepared  statement  of  Kathye  Gorosh  follows:] 
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Thank  you,  Mr.  Chairman,  for  the  opportunity  to  be  here  today  on  behalf  of 
the  Cook  County/Rush  Health  Center,  which  will  be  located  in  Chicago,  Illinois. 

I  would  like  to  thank  the  Chairman  and  the  other  Members  of  the  Illinois 
Congressional  delegation  that  have  pledged  their  support  for  this  project.   Their 
commitment  to  the  Cook  County/Rush  Health  Center  has  encouraged  us  and  our 
supporters  in  the  private  sector  to  move  this  project  forward. 


I.       The  Need  for  Community  Partnerships  To  Combat  the  HIV/AIDS  Epidemic 

While  the  federal  government  can  and  will  provide  leadership  in  the  battle 
against  AIDS  and  other  communicable  diseases,  these  afflictions  will  ultimately  be 
conquered  at  the  local  level.   Therefore  this  nation  is  in  dire  need  of  a  community- 
based  commitment  to  develop  and  coordinate  the  complex  medical  and  social 
interventions  necessary  to  effectively  address  these  devastating  diseases. 

I  would  like  to  present  to  you  an  innovative  community-based,  public-private 
partnership  located  in  the  Chicago  metropolitan  area.   Cook  County  Hospital  and 
Rush-Presbyterian-St. Luke's  Medical  Center  have  combined  their  resources  to 
develop  the  Cook  County/Rush  Health  Center:  A  Partnership  for  the  Prevention, 
Care  and  Research  of  Communicable  Diseases. 

As  of  September  30,  1994,  there  have  been  13,532  cumulative  cases  of 
AIDS  reported  in  Illinois,  with  88  percent  of  the  cases  in  the  Metropolitan  Chicago 
area.   Cases  of  HIV  and  AIDS  in  Cook  County,  Illinois  have  more  than  doubled 
since  1988.  The  Chicago  Department  of  Public  Health  reports  that  the  growth  of 
the  AIDS  epidemic  for  the  most  recent  years  has  been  approximately  20  percent 
year  to  year.   It  is  estimated  that  the  total  HIV  population  in  the  Chicago  Eligible 
Metropolitan  Area  (EMA)  is  over  30,000  men,  women  and  children.   Equally 
alarming  are  the  statistics  for  tuberculosis  and  sexually  transmitted  diseases. 
Between  1988  and  1993,  there  was  a  14  percent  increase  in  Illinois  of  reported 
cases  of  tuberculosis,  78  percent  of  which  were  in  Cook  County.   In  1 5  percent  of 
the  cases  of  tuberculosis  in  Chicago,  the  patient  also  has  AIDS. 

Likewise,  sexually  transmitted  diseases,  which  increase  the  likelihood  of  HIV 
transmission  at  least  three  to  five  fold,  have  increased  at  alarming  rates  since  the 
mid  1980's.    An  overwhelming  majority  of  reported  syphilis  and  gonorrhea  cases  in 
Illinois  are  in  Cook  County  -  comprising  84  percent  of  the  syphilis  cases  and  72 
percent  of  the  cases  of  gonorrhea  in  1993.    Chlamydia  has  increased  nearly  five 
fold  since  1 987  when  it  became  reportable  as  a  sexually  transmitted  disease  in 
Illinois.   Yet,  regardless  of  these  dramatic  statistics  and  obvious  public  health  need, 
no  comprehensive  community-based  system  of  specialized  outpatient  care  and 
support  services  is  in  place  to  help  reduce  unnecessary,  disruptive,  and  costly 
hospitalization  while  maintaining  the  quality  of  life  for  people  with  HIV. 
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Currently,  Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical 
Center  treat  most  of  Chicago's  medically  underserved  HIV/AIDS  population,  over 
85  percent  of  whom  are  minority  patients.   The  number  of  new  AIDS  cases 
continues  to  rise  substantially,  particularly  among  Chicago's  minority  population. 
In  1993  alone,  1,728  cases  of  AIDS  were  diagnosed  in  the  City  of  Chicago.  The 
epidemic  was  initially  located  in  the  white  community,  but  has  since  shifted 
dramatically.   Since  1990,  the  number  of  cases  occurring  among  African 
Americans  surpassed  the  number  of  cases  occurring  among  Caucasians,  and  in 
1 992  and  1 993,  more  than  half  the  number  of  cases  occurred  among  African 
Americans.   The  number  of  cases  among  Hispanics  comprise  20  percent  of  the 
population,  13  percent  of  cumulative  AIDS  cases,  and  13  percent  cf  the  1993 
diagnosed  cases. 

Cook  County  Hospital  cares  for  approximately  30  percent  of  the  HIV 
population  receiving  care  in  the  Chicago  area.   Cook  County  Hospital  treats  75 
percent  of  infected  women  and  25-30  percent  of  infected  children  in  the  City  of 
Chicago.   Estimates  project  that  by  2000,  the  census  at  Cook  County  Hospital's 
outpatient  HIV  clinics  will  increase  almost  five-fold  at  75,000  visits  per  year.   In 
the  face  of  this  crisis,  existing  facilities,  such  as  Cook  County  Hospital's  outpatient 
HIV  clinics  and  Rush-Presbyterian-St.  Luke's  Medical  Center's  Infectious  Disease 
Outpatient  Clinic,  simply  do  not  have  the  space  or  are  not  fully  equipped  to  provide 
comprehensive  diagnosis,  treatment  and  support  services. 

The  Cook/Rush  Health  Center  will  provide  a  vital,  yet  currently  missing,  link 
between  primary  care  providers  and  the  sophisticated  medical  services  of 
institutions  like  Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical 
Center.  The  Center  will  also  be  a  hub  linking  the  growing  network  of  public  and 
private  community-based  health  care  providers,  helping  them  to  avoid  duplication 
of  services. 


II.       Cook  County/Rush  Health  Center:  A  Unique  Community  Partnership 

In  order  to  meet  the  need  for  care  and  support  services  for  AIDS  patients, 
coordination  with  community-based  providers  is  essential  to  avoid  wasteful  and 
costly  duplication.  The  Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's 
Medical  Center  have  recognized  this  need  and  combined  their  resources  to  develop 
the  Cook  County/Rush  Health  Center:  A  Partnership  for  the  Prevention,  Care  and 
Research  of  Communicable  Diseases. 

The  Center  will  be  a  unique,  specialized  health  center  for  prevention, 
diagnosis,  treatment,  and  clinical  research  of  HIV/AIDS  and  related  communicable 
diseases.   This  state-of-the-art,  free-standing  outpatient  facility  will  combine  and 
expand  the  capabilities  of  both  institutions.   The  Cook  County/Rush  Health  Center 
represents  an  investment  in  an  essential  piece  of  the  public  health  infrastructure  of 
Chicago  and  will  serve  as  the  referral  and  resource  hub  for  the  growing  network  of 
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public  and  private  community-based  health  care  providers  in  the  metropolitan  area. 
It  will  add  a  missing  link  in  AIDS  care  -  an  outpatient  specialty  care  center  that 
offers  an  array  of  services  to  community-based  providers  and  individuals.   It  will 
transform  the  delivery  of  care  by  providing,  in  a  single  location,  specialized  care, 
access  to  clinical  research  trials  and  prevention  services  that  have  not  been 
available  elsewhere  in  the  community.   For  example,  physicians  and  community- 
based  providers  can  refer  patients  to  the  Center  for  special  procedures  such  as 
bronchoscopies,  to  participate  in  clinical  research  trials,  or  to  ensure  a  definitive 
diagnosis.   Patients  can  then  return  to  their  own  doctors  or  clinics  in  their 
community  for  continuing  care.   Additional  services  will  include  prevention, 
education,  clinical  trials,  and  24-hour  consultation. 

On-site  support  services  and  specialty  care  will  be  available  for  individuals 
and  families  confronting  HIV  disease.   Among  other  services  the  Center  will  offer: 

a  prevention  and  education  program 

a  screening  and  treatment  clinic 

a  comprehensive  HIV  primary  care  center 

specialized  pediatric  and  obstetric/gynecological  care  for  infected  women 

and  their  families  -  at  the  same  time  and  in  the  same  setting 

a  clinical  research  center 

complementary  therapies  such  as  acupuncture  and  message  therapy  to  help 

HIV-infected  persons  manage  physical  and  mental  stress 

nutritional  services 

case  management  services,  including  referrals  for  in-home  nursing  care,  day 

and  respite  care,  hospice  care  and  legal  and  financial  services. 

In  addition  to  treatment,  the  Center  will  provide  multi-disciplinary  training  in 
specialized  services  for  HIV  to  physicians  and  other  health  care  professionals, 
including  clinical  care,  lectures,  clinic  observations,  and  psychosocial  interventions. 

The  new  center  will  be  located  in  a  neighborhood  on  Chicago's  Westside 
Medical  Campus.   This  location  is  convenient  to  share  the  personnel  and  resources 
of  both  hospitals  and  is  readily  accessible  by  public  transportation.   Currently,  the 
area  is  underdeveloped  and  thus  will  also  benefit  economically  from  the  increased 
activity  the  Center  will  bring. 


III.        Cook  County  Hospital  and  Rush-Presbvterian-St.  Luke's  Medical  Center:   A 
Tradition  of  Excellence 

Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center  are 
Illinois'  largest  public  and  private  hospitals.   Together  they  are  uniquely  qualified  to 
develop  and  operate  the  Center  to  respond  to  this  urgent  community  need. 
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Cook  County's  HIV  Primary  Care  Center  has  achieved  a  level  of  expertise  in 
HIV  prevention,  model  services,  primary  care,  and  research  since  it  was  created  in 
1983.    Over  the  past  ten  years,  Cook  County  Hospital  has  cared  for  about  30 
percent  of  the  HIV  population  receiving  care  in  the  Chicago  area,  and  is  the  largest 
single  HIV  provider  in  the  Midwest.    The  HIV  Center  specializes  in  clinical  care, 
training,  and  basic  and  clinical  research.  In  1992  it  became  the  first  Center  of 
Excellence  for  the  Bureau.   As  recently  as  December  of  1994,  the  Cook  County 
HIV  Primary  Care  Center  was  recognized  by  the  Department  of  Health  and  Human 
Services  for  their  outstanding  leadership  in  providing  prevention  and  treatment 
services  to  Medicaid-eligible  women,  children,  and  adolescents  cs  part  of  National 
AIDS  Awareness  Day. 

Rush-Presbyterian-St.  Luke's  Medical  Center  is  both  a  major  provider  of  HIV 
services  and  a  nationally  recognized  leader  in  clinical  HIV-related  research.  The 
Rush  team  also  coordinates  an  acclaimed  series  of  national  physician  training 
sessions  on  HIV  disease. 

Cook  County  and  Rush  currently  collaborate  on  HIV  research  through  the 
NIH-sponsored  AIDS  Clinical  Trial  Group  and  the  Women's  Interagency  HIV  Study. 
In  addition,  the  sections  of  Infectious  Disease  at  Cook  County  Hospital  and  Rush 
are  in  the  process  of  integrating  for  specialty  training  and  clinical  care. 
Collaborating  on  the  resources,  expertise  and  experience  of  the  two  hospitals,  the 
new  Health  Center  will  be  able  to  provide  the  most  comprehensive  and  expert  care 
available  anywhere  in  the  country. 

As  of  1994,  there  are  over  30,000  cases  of  HIV  and  AIDS  in  the  Chicago 
EMA.   Of  those  approximately  9,000  are  receiving  treatment  while  more  than 
21,000  are  not  receiving  care.   The  urgent  need  for  an  outpatient  HIV/AIDS  clinic 
is  best  illustrated  by  the  fact  that  one  out  of  every  ten  beds  at  Cook  County 
Hospital  is  occupied  by  a  person  with  HIV/AIDS.    It  is  further  estimated  that 
approximately  30  percent  of  these  patients  could  be  seen  on  an  outpatient  basis, 
rather  than  be  admitted  for  more  expensive  in-hospital  care,  if  such  specialized 
services  were  available. 

IV.       A  National  Prototype 

In  joining  forces  to  provide  efficient  and  effective  health  care  delivery,  this 
partnership  of  the  largest  public  and  private  hospitals  in  Illinois,  the  Cook 
County/Rush  Health  Center  will  address  a  critical  community  health  need  in  the 
Chicago  area.   At  the  same  time,  the  Center  will  be  a  prototype  institution, 
pioneering  a  unique  approach  never  before  put  together  in  a  single  facility.     It  is 
clear  that  the  Cook  County/Rush  Health  Center  will  be  a  national  prototype  to 
manage  HIV/AIDS  and  other  communicable  diseases  for  health  care  initiatives 
looking  to  eliminate  duplication  and  promote  collaboration.   Other  cities  and  regions 
dealing  with  the  AIDS  epidemic  will  be  able  to  learn  from  and  apply  this  model  to 
their  own  community  needs. 
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The  total  estimated  cost  to  construct  the  Cook  County/Rush  Health  Center  is 
$30  million.    The  Cook  County  government  has  agreed  to  provide  the  land  for  the 
Center.   In  addition,  approximately  one-half  of  the  total  project  cost  will  be  raised 
from  private  and  non-federal  funds.   While  seeking  special  federal  assistance  for 
building  the  facility,  the  two  cooperating  hospitals  will  provide  the  staff,  services, 
and  other  operational  costs  for  the  Center  from  their  own  resources. 

In  light  of  this  Subcommittee's  support  for  unique  public  health  initiatives, 
we  are  requesting  that  you  include  $10  million  for  the  establishment  of  the  Cook 
County/Rush  Health  Center  in  the  FY  96  Labor,  Health  and  Human  Services, 
Education  Appropriations  bill. 

Thank  you,  Mr.  Chairman,  for  your  consideration  of  our  request. 


678 

Mr.  Porter.  I  wonder  if  you  could  tell  us  what  the  projected  date 
of  completion  of  the  center  would  be?  Do  you  have  that  worked  out 
yet? 

Ms.  GOROSH.  It  should  be  completed  around  June  of  1997.  By  the 
time  we  move  in,  by  the  fall  of  1997. 

Mr.  Porter.  Well,  we  obviously  are  very  interested  in  what  you 
are  doing  and  thank  you  for  coming  here  to  testify  today  and  keep- 
ing us  abreast  of  developments.  Thank  you  very  much. 

Ms.  GOROSH.  Thank  you. 


Wednesday,  February  1,  1995. 

WITNESS 
FRAN  M.  VISCO,  NATIONAL  BREAST  CANCER  COALITION 

Mr.  Porter.  Next  witness  is  Fran  M.  Visco,  National  Breast 
Cancer  Coalition.  Ms.  Visco. 

Ms.  Visco.  Good  morning. 

Mr.  Porter.  Good  morning. 

Ms.  Visco.  Good  morning.  Mr.  Porter  and  Members  of  the  com- 
mittee, I  am  Fran  Visco.  I  thank  you  for  inviting  me  to  testify  here 
today.  I  am  the  President  of  the  National  Breast  Cancer  Coalition. 
I  was  diagnosed  with  breast  cancer  in  1987  when  I  was  39  years 
old.  I  am  also  a  wife,  a  mother,  and  a  lawyer. 

As  you  know,  breast  cancer  is  the  most  common  form  of  cancer 
in  women.  Every  three  minutes,  another  woman  is  diagnosed  and 
every  11  minutes  another  woman  dies  of  breast  cancer.  We  still  do 
not  know  the  cause  or  have  a  cure  for  this  dread  disease. 

As  a  result,  the  National  Breast  Cancer  Coalition  was  conceived 
in  January  1991.  We  are  a  grassroots  advocacy  effort.  We  have 
more  than  300  member  organizations  and  thousands  of  individuals 
representing  the  2.6  million  women  who  have  breast  cancer,  their 
family  and  friends. 

Breast  cancer  has  cost  this  country  untold  dollars  in  medical 
costs,  lost  resources,  lost  productivity,  lost  lives.  The  war  against 
this  disease,  the  search  for  answers  as  to  what  causes  the  disease, 
how  to  prevent  it,  how  to  cure  it,  these  are  global  issues.  They  re- 
quire a  concerted,  coordinated  effort  on  the  national  level.  Spending 
money  now  on  biomedical  research  is  fiscally  responsible.  We  are 
investing  in  a  healthful,  more  productive  future. 

And  Mr.  Chairman,  you  asked  the  question  about  modifying  be- 
havior to  prevent  disease.  It  is  a  question  that  must  be  asked.  But 
we  have  no  answer  to  that  question  in  breast  cancer  because  we 
don't  know  how  to  prevent  the  disease  and  we  need  to  invest  more 
money  into  finding  out  how  to  do  that. 

We  are  well  aware  of  the  pressure  this  year  to  reduce  the  deficit 
and  that  discretionary  spending  is  on  the  table.  But  funding  for 
breast  cancer  research  must  not  be  considered  discretionary.  In  the 
four  short  years  that  the  coalition  has  been  in  existence,  we  have 
made  significant  strides.  In  1991,  less  than  $100  million  was  spent 
on  breast  cancer  research.  But  thanks  to  the  work  of  this  commit- 
tee and  the  coalition,  thanks  to  your  leadership,  last  year  you  wise- 
ly appropriated  $350  million  for  this  purpose.  These  increases  have 
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had  an  incredibly  positive  impact  on  the  challenge  to  eradicate  this 
disease. 

The  increased  funding  has  revitalized  the  scientific  community. 
There  is  a  level  of  excitement,  an  energy  among  scientists  that  has 
been  lacking  for  some  time.  Scientists,  consumers,  and  policy- 
makers have  come  together  around  this  issue.  We  forged  a  new 
partnership,  a  public-private  partnership  that  is  setting  a  prece- 
dent in  other  areas  of  biomedical  research.  Young  scientists  are 
choosing  this  field  for  their  careers,  experienced,  prestigious  sci- 
entists have  shifted  their  focus  and  are  now  looking  at  breast  can- 
cer. We  have  begun  to  chip  away  at  the  fundamental  questions  that 
we  all  eagerly  seek  answers  to  but  we  still  have  a  long  way  to  go. 
This  is  a  complex  disease  and  there  is  much  work  to  do. 

Mr.  Chairman  and  Members  of  the  committee,  we  have  been  able 
to  make  that  kind  of  progress  because  of  the  dedicated  work  of  the 
thousands  of  women  and  men  across  this  country.  You  have  all 
heard  from  your  constituents.  We  have  inundated  Congress  with 
this  message  and  you  responded  with  strong  and  tangible  support 
for  research.  We  will  continue  to  work  with  you  to  make  certain 
that  breast  cancer  research  remains  a  funding  priority. 

We  realize  that  funding  isn't  enough.  What  we  need  is  a  collabo- 
ration. We  need  a  collaboration  of  science,  the  public,  the  govern- 
ment. That  is  why  the  coalition  collected  2.6  million  signatures, 
which  we  handed  to  President  Clinton  in  October  of  1993  and 
asked  for  a  national  action  plan  on  breast  cancer,  and  he  said  yes. 

And  we  have  all  been  working  on  that  plan  because  we  don't 
want  to  throw  the  money  away.  We  want  to  make  certain  that  we 
preserve  resources.  We  want  to  make  certain  that  there  is  no  dupli- 
cation. We  want  to  make  certain  that  the  money  we  desperately 
need  is  spent  wisely. 

Largely  because  of  that  plan,  there  has  been  a  revolution  in  the 
way  breast  cancer  research  is  being  pursued.  This  is  the  time.  Now 
we  are  beginning  to  make  progress.  You  know  of  the  discovery  of 
BRCA1.  We  are  beginning  to  unlock  some  of  the  mysteries.  We 
can't  stop  now.  We  must  continue  and  we  must  continue  at  a  high 
level.  That  is  why  the  National  Breast  Cancer  Coalition  strongly 
supports  the  National  Cancer  Institute's  bypass  budget  request  for 
$485.6  million  for  breast  cancer  research. 

Mr.  Chairman,  the  recent  elections  and  the  Contract  With  Amer- 
ica sent  many  important  messages  to  the  leaders  of  this  Nation. 
However,  I  truly  believe  that  while  one  of  the  messages  may  have 
been  to  decrease  the  role  of  government  in  the  lives  of  its  citizens, 
one  message  was  not  to  reduce  the  level  of  governmental  support 
for  breast  cancer  research.  We  ask  this  committee  to  do  whatever 
it  takes  to  find  the  funds  to  continue  to  make  breast  cancer  re- 
search a  priority. 

We  thank  you  for  recognizing  this  need  in  the  past  and  we  look 
forward  to  continuing  working  with  you  in  the  future.  Thank  you. 

Mr.  Porter.  Ms.  Visco,  we  thank  you  for  your  good  statement 
also. 

[The  prepared  statement  of  Fran  Visco  follows:] 
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Mr.  Chairman,  and  Members  of  the  Committee.  Thank  you  for  inviting  me  to  testify.  I 
am  Fran  Visco,  President  of  the  National  Breast  Cancer  Coalition.  I  am  a  wife,  mother,  lawyer 
and  a  breast  cancer  survivor. 

As  you  know,  breast  cancer  is  the  most  common  form  of  cancer  in  women;  every  three 
minutes  another  woman  is  diagnosed  and  every  1 1  minutes  another  woman  dies  of  breast  cancer. 
We  still  do  not  know  the  cause  or  have  a  cure  for  this  dread  disease. 

As  a  result,  the  National  Breast  Cancer  Coalition,  a  grassroots  advocacy  effort,  was 
conceived  in  January,  1991.  The  Coalition  now  numbers  over  300  member  organizations,  and 
thousands  of  individuals  representing  the  2.6  million  women  who  have  breast  cancer,  their  families 
and  friends. 

Breast  cancer  costs  this  country  untold  dollars  in  medical  costs,  lost  resources,  lost 
productivity,  and  in  lost  lives.  The  war  against  breast  cancer,  the  search  for  answers  to  what 
causes  the  disease,  how  we  can  prevent  it,  how  we  can  cure  it  -  these  are  global  issues,  requiring 
a  concerted,  coordinated  effort  on  the  national  level.  Spending  money  now  on  biomedical 
research  is  fiscally  responsible.  We  are  investing  in  a  healthful,  more  productive  future. 

We  are  well  aware  of  the  pressure  this  year  to  reduce  the  deficit  and  that  all 
"discretionary"  spending  is  on  the  table.  Mr.  Chair  and  members  of  the  Committee,  funding  for 
breast  cancer  research  must  not  be  considered  discretionary.  Perhaps  there  are  some  tasks  that 
can  be  done  better  at  the  state  or  local  level  or  by  private  industry,  but  I  do  not  believe  that  basic 
biomedical  research  is  one  of  them. 

In  the  four  short  years  that  the  National  Breast  Cancer  Coalition  has  been  in  existence, 
significant  strides  have  been  made.  In  1991,  less  than  $100  million  dollars  was  spent  on  breast 
cancer  research;  a  disease  that  afflicted  180,0000  women  per  year.  But  thanks  to  the  work  of  the 
Coalition  and  your  leadership,  last  year  this  Committee  wisely  appropriated  $350  million  dollars 
for  this  purpose.  These  increases  have  already  had  a  positive  impact  on  the  challenge  to  eradicate 
this  dread  disease. 
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The  increased  funding  for  breast  cancer  research  has  revitalized  the  scientific  community. 
There  is  a  level  of  excitement,  an  energy,  among  scientists  that  had  been  lacking  for  some  time. 
Scientists,  consumers  and  policy-makers  have  come  together  around  this  issue  and  have  forged  a 
new  partnership  that  can  only  bring  us  to  our  goal  that  much  faster. 

Young  scientists  are  choosing  the  field  of  breast  cancer  research  for  their  careers,  and 
experienced,  prestigious  scientists  have  shifted  their  focus  and  are  now  engaged  in  the  challenge 
to  find  the  cause  and  ultimately  the  cure.  Just  last  year,  a  breast  cancer  gene,  BRCA1,  was 
identified.  And  even  though  the  discovery  raises  as  many  questions  as  it  answers,  this  progress  is 
unprecedented  in  breast  cancer  research  history  and  begins  to  chip  away  at  the  fundamental 
questions  about  breast  cancer  that  are  so  essential  to  unraveling  the  mysteries  of  this  killer. 

We  still  have  a  long  way  to  go.    As  you  know,  this  disease  is  complex  and  there  is  much 
work  to  be  done  before  our  goal  can  be  achieved.  But  if  the  funding  levels  for  breast  cancer 
research  are  diminished,  the  forward  progress  we  have  made  in  these  past  years  will  be  lost. 

Mr.  Chairman  and  Members  of  the  Committee,  we  were  able  to  make  such  progress 
because  of  the  dedicated  hard  work  of  the  members  of  the  National  Breast  Cancer  Coalition.  In 
the  past  four  years,  thousands  upon  thousands  of  breast  cancer  survivors,  their  families  and 
friends  have  worked  tirelessly  to  advance  the  cause  of  eradicating  breast  cancer.  As  you  know, 
we  have  deluged  Congress  with  letters,  telegrams  and  phone  calls.  We  have  organized  at  the  state 
and  local  level.  We  have  worked  with  the  National  Institutes  of  Health;  we  have  forged 
relationships  with  scientists  and  corporate  leaders;  and  this  Committee  responded  with  strong  and 
tangible  support  for  breast  cancer  research.  We  will  continue  to  work  with  you  to  ensure  that 
breast  cancer  research  remains  a  funding  priority. 

We  realize,  however,  that  while  increased  funding  is  a  critical  element  to  finding  the  cause 
and  cure  for  breast  cancer,  funding  alone  is  not  enough.  A  national  strategy  is  essential.  Toward 
this  end,  in  1993,  the  Coalition  presented  a  petition  to  President  Clinton  with  2.6  million 
signatures.  The  Petition  requested  that  he  move  to  develop  a  national  plan  of  action  to  achieve 
the  goal  of  the  eradication  of  breast  cancer. 

In  response,  the  President  requested  that  Secretary  Shalala  convene  a  summit  to  develop 
a  national  action  plan  on  breast  cancer.  The  summit  was  convened  in  December  1993,  at  the 
National  Institutes  of  Health.  It  was  a  historic  gathering  of  over  150  scientists,  leaders  from  the 
corporate  world,  consumer  activists,  and  public  policy-makers.  The  scientists  and  consumers 
worked  together  in  a  unique  and  unprecedented  partnership.  There  was  consensus  at  the  summit 
that  there  are  many  promising  research  avenues  to  explore.  I  co-chair  the  continuing  National 
Action  Plan  on  Breast  Cancer  and  am  intimately  involved  in  its  thoughtful  and  thorough 
implementation. 
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Largely  because  of  the  National  Action  Plan,  there  has  been  a  revolution  in  the  way  breast 
cancer  research  is  pursued.  Unprecedented  partnerships  have  been  forged  between  scientists  and 
consumers,  activists  and  corporate  leaders.  As  a  result,  the  research  has  the  benefit  of  the  wisdom 
of  each  of  these  important  perspectives,  ensuring  the  value  of  investment  in  breast  cancer  research 
and  ultimately  the  success  of  its  endeavor:  to  make  breast  cancer  a  thing  of  the  past. 

I  cannot  emphasize  enough,  the  importance  of  biomedical  research  in  our  fight.  The 
discovery  of  BRCA1,  the  breast  cancer  gene,  was  achieved  by  committed  investment  in  basic 
research  and  in  the  National  Institutes  of  Health.  The  National  Cancer  Institute  has  the 
infrastructure,  and  unparalleled  expertise  in  pursuing  and  funding  the  basic  research  that  continues 
to  be  essential  in  the  quest  to  find  the  answers  to  the  mystery  of  breast  and  all  cancers.  Our 
federal  government  must  not  waiver  in  its  commitment  to  such  high  quality  research  with  the 
potential  to  save  billions  of  dollars  and  millions  of  lives.  Therefore,  the  National  Breast  Cancer 
Coalition  strongly  supports  the  National  Cancer  Institute's  Bypass  Budget  Request  for  $485.6 
million  for  breast  cancer  research. 

Certainly,  Mr.  Chairman  the  recent  elections  and  the  development  of  the  Contract  with 
America,  sent  many  important  messages  to  the  leaders  of  this  nation.  However,  I  truly  believe 
that  while  one  of  the  messages  may  have  been  to  decrease  the  role  of  government  in  the  lives  of 
its  citizens,  breast  cancer  research  remains  an  important  responsibility  of  the  federal  government. 
In  the  last  three  years,  breast  cancer  advocates  and  the  2.6  million  American  women  with  breast 
cancer  have  been  heartened  by  our  government's  response  to  their  cries  for  the  long  needed 
increase  in  breast  cancer  research  funding,  and  thanks  to  that  investment,  real  progress  is  being 
made. 

We  ask  this  Committee  to  do  whatever  it  can  to  find  the  funds  to  continue  to  make  breast 
cancer  research  a  priority.  The  2.6  million  women  who  now  have  breast  cancer  deserve  no  less. 
Thank  you  for  your  consideration  and  we  look  forward  to  continuing  to  work  with  you  in  the 
future. 
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Mr.  Porter.  I  would  say  that  all  of  our  witnesses  have  to  realize 
that  we  end  up  with  a  602(b)  allocation  and  that  is  critical  to  what 
we  can  do  in  reference  to  all  of  the  priorities  under  our  jurisdiction, 
which  range  from  job  training  programs  to  support  for  primary  and 
secondary  education,  to  Pell  grants,  to  biomedical  research,  I  think 
some  of  the  most  important  priorities  of  our  government.  So  it  is 
not  enough  for  people  like  yourself  who  come  before  our  sub- 
committee to  say  how  the  money  should  be  spent,  there  is  also  the 
other  side  of  that,  whether  we  will  have  the  money  to  allocate  as 
a  result  of  a  budget  resolution. 

And  so  I  may  be  preaching  to  members  of  the  choir,  but  I  think 
this  is  a  very  important  function  of  our  thinking  on  all  of  this  as 
to  what  the  allocation  will  be  for  those  important  priorities  under 
our  jurisdiction.  We  will  have  a  great  deal  to  do  with  what  we  can 
do  in  reflecting  those  funds  in  the  next  fiscal  year's  budget. 

Mrs.  Lowey.  Mr.  Chairman. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  Thank  you,  Mr.  Chairman. 

I  want  to  thank  you  very  much  for  coming  here  before  us  today. 
I  know  Fran  Visco  has  been  an  important  leader  in  this  effort. 

I  was  particularly  pleased  with  the  public-private  caucus.  I  want 
to  let  you  know  the  Women's  Caucus  on  this  issue  is  committed  to 
this  effort  to  continue  the  investment. 

And  I  would  hope  as  we  are  moving  through  this  process  and 
doing  some  important  thinking  about  the  role  of  the  Federal  Gov- 
ernment, the  State  government,  and  the  local  government,  we  focus 
on  a  cost-benefit  analysis,  and  understand  that  investments  in  bio- 
medical research — and  I  know  the  Chairman  shares  my  commit- 
ment to  biomedical  research,  or  I  share  his  commitment  to  bio- 
medical research.  For  so  many  years  you  have  been  such  a  leader 
on  this  issue,  I  would  hope  that  we  realize  investing  in  breast  can- 
cer research  we  are  really  saving  dollars.  So  it  is  going  to  be  very 
difficult  in  doing  some  careful  thinking  and  analysis  of  our  prior- 
ities. I  would  hope  that  we  continue  to  invest  in  areas  such  as 
breast  cancer  research,  which  are  just  beginning  to  show  results 
and  we  have  got  to  keep  that  momentum  going. 

So  I  want  to  thank  you  for  all  your  work  and  I  look  forward  to 
working  with  you.  We  know  lives  are  at  stake,  women,  families, 
really  the  future  of  our  family.  We  thank  you  very  much. 

Ms.  VlSCO.  Thank  you.  I  want  to  thank  you,  Mrs.  Lowry,  and 
thank  the  Women's  Congressional  Caucus  for  Women's  Issues  be- 
cause they  have  been  a  partner  in  getting  to  this  point  in  breast 
cancer  and  I  appreciate  that. 

I  also  recognize  the  investment  importance  of  this  issue.  And  I 
also  want  to  point  out  that  for  many  years,  I  think  the  priorities 
of  this  country  have  been  skewed  and  I  think  what  we  have  to  look 
at  is  while  we  have  limited  funds,  what  is  the  best  use  of  those 
funds.  And  maybe  the  best  use  of  the  funds  is  not  to  invest  more 
in  the  military  buildup  but  to  invest  more  in  the  health  of  this 
country. 

Mr.  Porter.  Ms.  Visco,  thank  you  very  much  for  your  testimony 
this  morning. 
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WITNESS 

JULIO  V.  SANTIAGO,  M.D.,  NATIONAL  DIABETES  RESEARCH  COALI- 
TION 

Mr.  Porter.  Our  next  witness  is  Julio  V.  Santiago,  M.D.,  Na- 
tional Diabetes  Research  Coalition.  Dr.  Santiago. 

Dr.  Santiago.  Thank  you,  Mr.  Chairman,  Members  of  the  com- 
mittee. My  name  is  Julio  Santiago.  I  am  Professor  of  Medicine  and 
Pediatrics  at  Washington  University  School  of  Medicine.  And  I  am 
here  today  as  a  member  of  the  board  of  the  National  Diabetes  Re- 
search Coalition. 

The  coalition  represents  hundreds  of  scientists  and  major  re- 
search centers  across  the  country  and  it  was  formed  to  highlight 
the  current  scientific  opportunities  to  prevent,  treat,  and  eventually 
cure  diabetes  and  to  ensure  that  the  investment  we  have  made  in 
all  diabetics  research  over  the  last  20  years  finally  pays  off. 

The  National  Diabetes  Research  Coalition  is  aware  of  the  major 
challenges  that  you  and  your  committee  face  this  year.  The  pres- 
sure to  reduce  the  deficit  is  enormous,  but  we  urge  the  committee 
to  seize  the  opportunity  where  investments  today  will  mean  the  ex- 
tensive savings  in  the  near  future.  Diabetes  research  is  one  of 
these  opportunities. 

Many  of  us  believe  that  the  debilitating  and  life-threatening  ef- 
fects of  diabetes  were  eradicated  with  the  introduction  of  insulin  in 
1922.  Unfortunately,  this  was  not  the  case.  The  suffering  that  dia- 
betes causes  continues  and  the  number  of  diabetics  is  growing 
every  day.  Fourteen  million  Americans  today  have  diabetes.  The 
disease  is  disproportionately  affecting  the  minority  populations, 
such  as  African  Americans,  Latino  Americans  and  Native  Ameri- 
cans and  is  the  leading  chronic  ailment  among  children  in  the 
United  States. 

Data  compiled  by  the  CDC  show  that  diabetes  to  be  a  major  con- 
tributor to  our  Nation's  morbidity  and  mortality.  Diabetes  is  the 
leading  cause  of  blindness  in  adults  in  America.  Diabetes  is  now 
the  leading  and  most  rapidly  increasing  cause  of  end-stage  renal 
disease  and  the  medicare-funded  dialysis  and  transplantation  pro- 
gram. Diabetes  is  the  leading  cause  of  amputations  in  America. 
And  every  day  over  500  people  die  of  diabetes. 

Every  year  the  United  States  devotes  enormous  resources  for  car- 
ing for  people  with  diabetes.  Over  14  percent  of  all  of  the  health 
care  dollars  spent  last  year  in  the  United  States  were  spent  on  peo- 
ple with  diabetes.  The  average  diabetic  patient  requires  three  to 
four  times  more  health  care  expenditures  than  the  person  without 
diabetes.  Excluding  rehabilitation  costs,  nursing  homes  and  time 
lost  from  work,  diabetes  cost  this  Nation  $105  billion  last  year. 
Clearly,  the  cost  of  treating  diabetes  and  its  complications  are  stag- 
gering. That  is  the  bad  news. 

The  good  news  is  that  Federal  funds  invested  in  diabetes  re- 
search over  the  last  two  decades  have  led  to  significant  scientific 
advances.  This  research  has  brought  us  within  the  reach  of  major 
public  health  initiatives  that  will  dramatically  reduce  both  the  sub- 
stantial economic  impact  and  personal  devastation  of  diabetes 
today.  The  investment  of  additional  dollars  in  diabetes  research 
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funds  will  propel  the  cutting-edge  science  toward  a  cure  for  this 
disease  which  could  in  our  lifetime  save  this  Nation  over  $100  bil- 
lion a  year.  Therefore,  at  a  time  when  the  U.S.  seeks  to  reduce  the 
health  care  costs  and  also  improve  the  health  of  its  citizens,  diabe- 
tes research  offers  us  the  unique  ability  to  accomplish  both  of  these 
goals. 

The  leading  scientists  and  researchers  of  the  National  Diabetes 
Research  Coalition  have  created  a  detailed  plan  which  describes 
the  cost  and  pain  of  the  disease,  the  areas  of  the  most  promising 
research,  and  the  comparable  savings  in  a  White  Paper  to  be  re- 
leased here  to  your  colleagues  on  February  8.  This  investment 
strategy  has  the  potential  to  save  millions  of  lives  and  billions  of 
health  care  dollars  every  year  by  providing  the  plan  for  funding  to 
eradicate  diabetes  completely. 

Today,  I  want  to  share  with  you  in  an  outline  form  the  most  dra- 
matic advances. 

A  simple  blood  test  can  now  be  performed  on  children  and  rel- 
atives of  juvenile  diabetics  that  enables  us  to  predict  who  will  be- 
come diabetic.  The  diabetes  control  and  complications  trial,  which 
was  terminated  last  year,  a  year  early,  showed  that  lowering  blood 
sugar  will  reduce  long-term  complications  by  50  percent  to  80  per- 
cent. 

The  transplantation  of  Islet  cells  has  been  shown  to  restore  insu- 
lin production  in  a  few  diabetics,  but  it  offers  a  future,  a  future 
where  many  diabetics  can  be  cured  with  this  form  of  treatment. 

Finding  the  genes  that  cause  diabetes  is  now  possible.  Six  of 
these  genes  have  been  discovered  just  in  the  last  two  years  and 
identification  of  all  of  the  genes  that  could  lead  to  diabetes  could 
make  gene  transplant  and  a  cure  for  diabetes  a  reality. 

These  scientific  breakthroughs  provide  us  with  extraordinary 
possibilities  but,  more  importantly,  challenge  us  to  find  ways  to 
apply  these  discoveries  to  patients'  everyday  lives  in  a  cost-effective 
fashion.  However,  at  the  current  levels  of  funding  for  diabetes  re- 
search, there  will  be  enormous  and  unnecessary  delays  before  the 
advances  will  be  translated  into  appropriate  treatment  for  those 
with  diabetes  and  those  at  risk.  If  the  investment  is  not  made 
today,  not  only  will  the  human  suffering  grow  but  so  will  the  medi- 
cal costs. 

An  expanded  investment  will  almost  certainly  pay  off  for  itself 
with  enormous  health  care  savings.  For  example,  a  10  percent  re- 
duction in  the  long-term  complications  of  diabetes  will  save  this 
Nation  $5  billion  a  year.  An  advance  in  just  one  area  of  the  com- 
plications of  kidney  disease  which  would  reduce  end-stage  renal 
disease  by  50  percent  will  lead  to  a  savings  next  year  of  $1  billion. 

It  is  a  pivotal  moment  in  biomedical  research  and  the  scientific 
discoveries  that  we  have  seen  require  your  support.  The  two  spe- 
cific recommendations  that  we  make  is  that  $315  million  a  year  in 
additional  funds  should  be  invested  in  diabetes  research  into  pre- 
vention, new  treatment,  genetics,  and  new  targeted  attack  on  its 
complications.  We  recommend  that  a  multi-institute  investment  be 
funded  with  $155  million  of  additional  research  dollars  invested 
into  the  diabetes  division  of  the  NIDDK  and  $160  million  be  di- 
vided among  the  other  NIH  institutes. 

Mr.  Chairman,  I  thank  you  for  your  indulgence. 
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Mr.  Porter.  Dr.  Santiago,  thank  you  for  your  good  statement. 
We  appreciate  your  being  here  and  advising  us.  Thank  you  very 
much. 

[The  prepared  statement  of  Julio  Santiago,  M.D.,  follows:] 
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Mr.  Chairman,  and  Members  of  the  Committee,  it  is  my  pleasure  to 
appear  before  you  today.  I  am  Dr.  Julio  Santiago,  Director  of  the  Division 
of  Pediatric  Endocrinology  and  Metabolism  at  the  Washington  University 
School  of  Medicine  in  St.  Louis  and  a  Board  Member  of  the  National 
Diabetes  Research  Coalition. 
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last  20  years  finally  pays  off 
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The  National  Diabetes  Research  Coalition  is  aware  of  the  enormous 
challenge  that  this  Committee  feces  this  year.  The  pressure  to  reduce  the 
deficit  is  enormous,  but  we  urge  the  Committee  to  look  for  the 
opportunities  where  investment  today,  will  mean  extensive  savings  in  the 
near  future.  Diabetes  research  is  one  of  those  opportunities. 


Many  American  believe  that  the  debilitating  and  life-threatening 
effects  of  diabetes  were  eradicated  with  the  introduction  of  insulin, 
unfortunately  this  is  not  the  case.  The  suffering  that  diabetes  causes 
continues  and  the  number  of  diabetics  is  growing.  Fourteen  million 
Americans  suffer  from  diabetes.  The  disease  disproportionately  affects 
minority  populations,  especially  African  Americans,  Hispanics,  and  Native 
Americans,  and  is  the  leading  chronic  ailment  among  children 
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Data  compiled  by  the  Centers  for  Disease  Control  show  diabetes  to  be  a  very  major 
contributor  to  our  nation's  morbidity  and  mortality. 

■  Up  to  39,000  Americans  are  blinded  each  year  from  diabetes 

■  13,000  Americans  develop  end-stage  renal  disease  from  diabetes  each  year 

■  54,000  amputations  are  performed  on  diabetics  each  year 

■  162,000  die  from  diabetes  each  year 

Every  year  the  U.S.  devotes  enormous  resources  to  caring  for  people  whose  lives  are 
ravaged  by  this  disease.  More  than  14  percent  of  the  health  care  dollars  in  the  United  States  are 
spent  on  caring  for  those  disabled  by  the  disease,  at  a  cost  to  the  nation  of  over  $100  billion  a 
year. 

Clearly,  the  costs  of  treating  diabetes  and  its  complications  are  staggering.  That's  the  bad 
news;  the  good  news  is  that  federal  funds  invested  in  diabetes  research  over  the  past  two  decades 
have  led  to  significant  scientific  advances.  This  research  has  brought  us  within  reach  of  major 
public  health  initiatives  that  will  dramatically  reduce  both  the  substantial  economic  impact  and 
personal  devastation  of  diabetes  on  our  society.  The  investment  of  additional  dollars  in 
diabetes  research  funds  will  propel  the  cutting-edge  science  toward  a  cure  for  this  disease  and 
ultimately  save  the  nation  over  $100  billion  every  year  in  the  future. 

Therefore,  at  a  time  when  the  U.S.  seeks  to  both  reduce  the  costs  of  health  care,  and 
improve  the  health  of  its  citizens,  diabetes  research  has  the  unique  promise  to  accomplish  both  of 
these  goals. 

The  leading  scientists  and  researchers  of  the  Coalition  have  created  a  detailed  plan  which 
describes  the  costs  and  pain  of  this  disease,  the  areas  of  the  most  promising  research  and  the 
comparable  savings  in  a  White  Paper  to  be  released  on  February  8,  here  in  Washington.    This 
investment  strategy  has  the  potential  to  save  millions  of  lives  and  billions  of  health  care  dollars 
each  year  by  providing  the  plan  for  funding  to  eradicate  diabetes  completely.  Today  I  will  share 
a  few  of  the  most  dramatic  breakthroughs  with  you. 

■  A  simple  blood  test  can  now  determine  who  is  at  risk  for  developing  diabetes,  and 
therefore  we  can  predict  who  will  become  diabetic. 

■  The  Diabetes  Control  and  Complications  Trial  found  that  if  blood  sugars  could  be 
normalized,  the  delay  or  prevention  of  the  devastating  complications  of  diabetes  could  be 
achieved. 


■  The  transplantation  of  Islet  cells  has  been  shown  to  restore  insulin  production  for 
diabetics,  pointing  the  way  to  a  possible  new  treatment  for  diabetes. 

■  Finding  the  genes  that  cause  diabetes  is  now  possible.  Six  genes  have  now  been  identified. 
The  identification  of  all  the  genes  could  make  gene  transplant  and  ultimate  cure  a  reality. 

These  scientific  breakthroughs  in  limited  clinical  trials  highlight  the  extraordinary 
possibilities  and  challenge  us  to  find  ways  to  apply  these  discoveries  to  patients'  everyday  lives. 
However,  at  the  current  levels  of  funding  for  diabetes  research  there  will  be  enormous  and 
unnecessary  delays  before  the  advances  will  be  translated  into  appropriate  treatment  for  those 
with  diabetes  and  those  at  risk.  If  the  investment  is  not  made  now,  not  only  will  the  human 
suffering  grow,  but  so  will  the  medial  costs. 

An  expanded  investment  will  almost  certainly  pay  for  itself  with  enormous  health  care 
savings.  For  example,  a  10%  reduction  in  the  complications  of  diabetes  would  result  in  an  annual 
savings  in  excess  of  $5  billion  a  year.  An  advance  in  just  one  area  of  the  complications,  kidney 
disease,  which  prevented  10%  of  kidney  failure  from  diabetes,  would  save  $462  million  dollars 
each  year  for  the  Medicaid  "End-stage  Renal  Program."  alone! 

It  is  a  pivotal  moment  in  biomedical  research.  The  scientific  discoveries  that  will  unravel 
the  mystery  of  diabetes  itself  are  within  reach,  and  with  them,  the  opportunity  to  save  millions  of 
lives  and  billions  of  dollars.  Diabetes  research  is  on  the  verge  of  major  advance,  the  scientists 
stand  ready  to  help  propel  us  forward  into  a  future  in  which  the  nation  no  longer  suffers  the 
physical  debilitation  or  economic  burden  of  this  dread  disease. 

For  the  last  ten  years,  diabetes  research  funding  has  stagnated.  In  the  past  four  years  an 
increase  in  diabetes  funding  of  only  2%  in  constant  dollars  has  caused  an  actual  decline  in  dollars 
available  for  research.  Therefore,  the  Coalition  recommends  that  $315  million  dollars  a  year  in 
additional  funds  should  be  invested  in  diabetes  research;  into  prevention,  new  treatment,  genetics, 
and  a  new  targeted  attack  on  the  complications  of  diabetes.  Specifically,  we  recommend  that  a 
Multi-Institute  investment  be  funded  with  $155  million  additional  dollars  invested  into  the 
Diabetes  Division  of  NIDDK,  and  that  $160  million  be  divided  among  the  other  N1H  Institutes  to 
fund  on-going  research  and  spur  research  for  a  new  and  novel  attack  on  the  complications  of 
diabetes. 

I  urge  you,  Mr.  Chairman,  to  invest  in  the  health  of  this  nation's  economy  and  the  health  of 
its  citizens  by  increasing  diabetes  research  funding  so  that  we  can  reap  the  benefits  of  20  years  of 
progress. 


Mrs.  Lowey.  Mr.  Chairman. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  If  I  may,  I  just  want  to  particularly  thank  you  for 
all  the  activists  in  my  district  who  are  working  so  closely  with  you. 
I  think  what  is  most  interesting  to  me  as  we  move  through  these 
hearings  that  each  of  these  illnesses  take  on  a  human  face  and 
some  of  us,  because  of  our  personal  experiences,  may  be  more  or 
less  familiar  with  one  illness  or  another.  But  it  is  that  commitment 
and  drive  because  of  personal  experience  that  is  really  moving  us 
forward. 

So  I  want  to  thank  you  for  your  activism,  thank  you  for  all  the 
mothers  and  family  members  who  have  been  fighting  so  hard  and 
working  with  us  to  educate  the  public  as  to  the  extent  to  which  this 
illness  affects  our  families.  So  thank  you  and  we  hope  that  we  will 
be  able  to  establish  in  our  priorities,  do  as  much  as  we  can  in  us 
forwarding  the  research  in  this  disease  that  has  caused  such  pain 
for  so  many  people.  Thank  you. 

Dr.  Santiago.  Thank  you  for  your  kind  words. 

Mr.  Porter.  I  would  like  to  thank  you  very  much,  Dr.  Santiago. 

I  would  like  to  remind  witnesses  that  we  have  allocated  just  five 
minutes  for  each  of  you  and  to  attempt  to  stay  within  the  guide- 
lines. 


Wednesday,  February  1,  1995. 
witnesses 

REV.  WILLIAM  GEORGE,  S.  J.,  GEORGETOWN  UNIVERSITY 
DAVID   WARREN,   NATIONAL  ASSOCIATION    OF   INDEPENDENT   COL- 
LEGES AND  UNIVERSITIES 

Mr.  Porter.  Reverend  William  George  S.  J.,  Georgetown  Univer- 
sity and  David  Warren,  National  Association  of  Independent  Col- 
leges and  Universities.  Reverend  George  and  Mr.  Warren. 

Rev.  George.  As  I  was  reflecting  on  my  first  testifying  before  a 
Republican  Chairman,  I  thought  of  my — I  actually  prayerfully 
thought  of  my  old  friend  Sil,  Mr.  Conte.  God  bless  him.  You  guys, 
too.  I  pray  for  you,  too. 

Mr.  Porter.  We  very  much  need  your  prayers. 

Rev.  George.  I  remember  him  every  mass.  He  was  just  a  friend. 
I  am  Father  George,  Assistant  to  the  President  of  Georgetown. 
With  me  is  David  Warren,  the  National  Association  of  Independent 
Colleges.  I  will  be  extremely  brief. 

I  would  ask  the  committee  if  they  would  fund  the  $600,000  that 
is  really  the  essential  Federal  portion  for  the  National  Reference 
Center  for  Bioethic  Literature  which  comes  through  the  National 
Library  of  Medicine.  All  50  States  use  it  and  thousands  and  thou- 
sands of  institutions  do.  There  is  a  great  multiplier  effect  and  is 
very  effective,  and  we  thank  you  for  the  support  in  the  past  but  we 
need  your  help.  God  bless. 

[The  prepared  Statement  of  Rev.  William  L.  George  follows:] 
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Mr.  Chairman  and  members  of  the  Committee,  I  am  Rev.  William  L.  George, 
assistant  to  the  president  of  Georgetown  University.  Thank  you  for  the  opportunity  to  testify 
on  the  National  Reference  Center  for  Bioethics  Literature. 

The  National  Reference  Center  for  Bioethics  Literature  is  the  nation's  only  specialized 
library  for  biomedical  ethics.  This  library  was  founded  in  1973  at  the  Kennedy  Institute  of 
Ethics.  In  1985  the  library  was  selected  by  the  National  Library  of  Medicine  to  be  the 
national  repository  for  information  in  this  important  field.  The  Center  currently  contains 
20,000  books  and  more  than  1 10,000  individually  cataloged  articles.   It  offers  toll-free 
reference  services  to  educators,  students,  and  interested  citizens  nationwide. 

The  National  Reference  Center  is  a  partnership  of  the  private  and  public  sectors. 
One-third  of  the  Center's  budget  is  provided  by  Georgetown  University  and  other  private 
sources.   However,  at  least  eighty-five  per  cent  of  the  work  of  the  Center  is  carried  out 
directly  for  persons  outside  Georgetown  University.  The  Center  needs  an  adequate  level  of 
federal  support  in  order  to  continue  its  national  mission.  In  FY95  the  federal  portion  of  the 
Center's  budget  was  cut  by  almost  one-third,  to  $400,000.   We  request  that  the  Congress  ask 
the  funding  agency  to  restore  this  cut  and  to  include  funding  at  the  level  of  $600,000  in  its 
FY'96  budget,  which  would  maintain  the  size  of  the  Center's  staff  (which  has  remained 
constant  since  1985  despite  a  tripling  in  the  demand  for  its  vital  information  services). 

A  companion  project,  the  Bioethics  Information  Retrieval  Project,  produces  an  online 
database,  BIOETHICSLINE,  for  the  National  Library  of  Medicine.  The  database,  which 
includes  46,000  bibliographic  records  from  multiple  academic  disciplines,  guides  users  to  the 
literature  on  topics  like  gene  therapy,  access  to  health  care,  and  appropriate  care  for 
terminally  ill  patients.  BIOETHICSLINE  is  searched  through  NLM  alone  by  an  average  of 
more  than  400  different  users  per  month  in  the  United  States  and  abroad,  and  its  printed 
version,  the  annual  Bibliography  of  Bioethics,  is  used  in  1,500  libraries  worldwide. 

These  two  resources  support  an  enormous  enterprise  of  bioethics  education  in  the 
United  States.  At  the  college  level,  we  estimate  that  approximately  4,000  bioethics  courses 
are  currently  offered  by  the  nation's  3,200  two-  and  four-year  colleges.  Virtually  all  of  the 
nation's  126  medical  schools,  1470  nursing  programs,  and  3,055  programs  in  allied  health 
also  provide  training  in  bioethics  to  future  health  professionals.  There  are  now  28  training 
programs  in  the  nation  that  lead  to  advanced  degrees  in  bioethics.  In  addition,  many  high 
schools  have  begun  to  include  bioethics  courses  or  modules  in  their  science  curricula.  The 
total  cost  of  these  bioethics  education  programs  nationwide  is  in  the  range  of  $20-25  million 
per  year.  The  National  Reference  Center  and  the  Bioethics  Information  Retrieval  Project  are 
the  only  national  information  resources  for  bioethics.  With  adequate  funding,  the  National 
Reference  Center  will  continue  to  provide  prompt,  courteous,  and  cost-effective  service  to 
the  nation  in  this  cutting-edge  area  of  interdisciplinary  ethics  education. 
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Rev.  George.  Mr.  Warren. 

Mr.  Warren.  Mr.  Chairman,  thanks  for  the  opportunity  to  be  be- 
fore you  and  the  subcommittee. 

I  represent  the  1,600  independent  colleges  and  universities  in  the 
country.  We  are  as  diverse  as  this  Nation  and  have  within  our 
numbers  like  Forest  College  and  Trinity  and  Eckerd  College.  We 
have  Georgetown  and  institutions  that  reach  out  to  every  hope  and 
aspiration  in  America. 

Our  concern  today,  Mr.  Chairman,  I  will  summarize  in  three 
propositions  and  ask  that  my  written  remarks  be  submitted  into 
the  record.  The  first  is  that  the  higher  education  community  sup- 
ports Federal  student  aid  as  its  single  highest  priority.  All  33  high- 
er Ed  associations  in  this  country  have  come  together  to  agree  that 
Federal  financial  aid  is  its  highest  priority. 

Secondly,  that  there  are  numerous  studies,  Mr.  Chairman,  that 
indicate  that  Federal  financial  aid  is  a  very  wise  investment  for 
America. 

The  third  proposition  is  that  the  American  public  supports  Fed- 
eral financial  aid. 

Let  me  just  say  a  sentence  about  each  of  those.  We  have  great 
concern,  Mr.  Chairman,  that  the  Stafford  subsidized  loan  will  be 
cut.  In  cutting  it,  it  will  increase  college-going  costs  for  persons 
with  family  incomes  of  roughly  $30,000  by  20  percent.  I  cannot 
think  of  a  single  greater  disincentive  than  to  increase  at  that  rate 
the  cost  of  college-going  for  those  who  are  middle-class  Americans 
and  who  truly  need  that  subsidy. 

Secondly,  the  studies  are  numerous  that  indicate  we  get  a  re- 
markable return  on  our  investment  through  financial  aid.  Clearly, 
those  who  have  college  degrees  earn  more.  They  pay  more  taxes. 
They  tend  to  be  healthier.  They  tend  not  to  be  on  welfare.  They 
tend  to  create  jobs.  And  they  tend  to  be  participants  in  the  civic 
endeavor. 

Thirdly,  the  American  public  has  consistently  said  that  the  part- 
nership of  Federal  aid  is  important.  Tomorrow,  a  major  national 
study  will  be  released  which  indicates  overwhelming  public  support 
for  the  partnership  of  the  Federal  Government  in  Federal  financial 
aid  programs.  The  level  of  support  will  be  very  close  to  the  level 
of  support  for  social  security  and  will  be  greater  than  the  support 
for  health  care. 

I  believe  that  it  is  in  the  Nation's  interest  that  these  Federal  fi- 
nancial aid  programs  be  continued.  I  believe  that  it  will  be  clearly 
demonstrated  that  it  makes  a  difference  for  those  students  and 
their  families  and  finally  that  it  will  be  a  wise  choice  by  you  as 
Members  of  Congress  to  aid  and  assist  us  in  this  endeavor. 

[The  prepared  statement  of  David  L.  Warren  follows:] 
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Labor,  Health  and  Human  Services,  Education  and  Related  Agencies 
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by 

David  L.  Warren,  President 

National  Association  of  Independent  Colleges  and  Universities 

Mr.  Chairman,  thank  you  for  the  opportunity  to  speak  to  you  and  your 
subcommittee  on  the  very  important  issue  of  federal  student  aid.   I  am  the  President  of 
the  National  Association  of  Independent  Colleges  and  Universities,  an  organization  as 
diverse  as  the  nation  itself.  We  are  traditional  liberal  arts  institutions,  major  research 
universities,  church-  and  faith-related  colleges,  historically  black  colleges  and 
universities,  Hispanic-serving  institutions,  women's  colleges,  two-year  colleges,  schools  of 
law,  medicine,  engineering,  business  and  other  professions. 

This  extraordinary  diversity  offers  students  a  choice  in  the  type  of  educational 
experience  that  will  best  serve  their  interests,  needs,  and  aspirations.  There  are  1,600 
not-for-profit  colleges  in  this  country  -  in  every  state  but  Wyoming  -  with  enrollments 
ranging  from  less  than  100  to  more  than  30,000.  We  are  Georgetown  University,  Lake 
Forest  College,  Northland  College,  Eckerd  College,  Wilberforce  University,  Trinity 
University  in  San  Antonio,  and  Tulane  University  to  name  but  a  few.  More  than  three 
times  as  many  independent  colleges  have  tuition  and  fees  of  less  than  $8,000  as  have 
tuition  and  fees  of  more  than  $16,000. 

I  also  come  to  you  as  the  former  president  of  Ohio  Wesleyan  University,  where  I 
served  for  nearly  10  years  ~  a  decade  that  taught  me  the  fundamental  importance  of 
federal  student  aid.  On  this  issue,  I  think  I  can  speak  for  the  entire  higher  education 
community.  We  are  in  absolute  agreement  about  the  need  to  maintain  federal  student 
aid.  We  applaud  the  responsible  deficit  reduction  efforts  of  the  new  Congress.  The 
challenge  is  to  preserve  the  programs  that  actually  return  value  to  all  of  our 
communities.  At  the  top  of  that  list  is  support  for  students. 

More  than  30  higher  education  organizations  have  joined  together  as  The  Alliance 
to  Save  Student  Aid.  We  are  united  around  the  top  priority  of  maintaining  assistance 
for  students  seeking  to  attend  college.  We  are  concerned  about  proposals  on  the  table  to 
eliminate  the  student  interest  exemption  for  some  3.9  million  students  receiving  Stafford 
Loans,  and  for  the  proposal  to  eliminate  programs  that  leverage  additional  resources  at 
the  state  and  local  level.  These  proposals  will  in  effect  increase  the  cost  of  college  by  20 
percent. 

Research  has  shown  that  student  aid  more  than  pays  for  itself  by  stimulating 
economic  growth,  expanding  the  tax  base,  and  increasing  productivity.  That's  why  poll 
after  poll  shows  overwhelming  public  support  for  the  government's  role  in  helping 
students  go  to  college. 


Rife] 


1025  Connecticut  Awnue.  N.W.  •  Suite  700  •  Washington.  DC   20036  5405  •  202/785  8866  •  FAX   202/835  0003 


694 


For  many  families,  a  college  education  is  an  essential  part  of  the  American  dream. 
In  our  interdependent  global  economy,  good  jobs  increasingly  require  the  technical  skills 
and  knowledge  that  can  be  obtained  only  through  higher  education.  While  college  alone 
will  not  ensure  economic  success,  it  is  indisputable  that  higher  education  is  a  gateway  to 
greater  opportunities  and  a  better  standard  of  living  for  millions  of  Americans. 

Although  the  primary  responsibility  for  financing  a  college  education  rests  with 
the  students  and  their  families,  for  nearly  50  years  the  federal  government  has  tried  to 
ensure  that  lack  of  financial  resources  is  not  a  barrier  that  prevents  any  qualified 
student  from  going  to  college.  That  assistance  is  important  to  more  than  6  million 
college  students. 

Let  me  give  you  five  reasons  why  a  college  education  is  an  investment  that  pays 
off  for  the  nation. 

1.  A  college  degree  significantly  increases  job  stability,  resulting  in  an  unemployment 
rate  among  college  graduates  that  is  less  than  half  that  of  those  with  high  school 
diplomas. 

2.  People  with  a  college  education  are  more  likely  than  those  with  less  education  (but 
with  similar  income  levels)  to  save  and  invest  in  ways  that  enhance  their  future 
economic  condition. 

3.  A  person  with  a  bachelor's  degree  will  average  50  to  55  percent  more  in  lifetime 
earnings  than  a  person  with  a  high  school  diploma,  according  to  the  U.S.  Department  of 
Commerce.  The  increased  earnings  benefit  the  economy  in  a  number  of  ways,  including 
increased  tax  revenue,  and  increased  job  creation. 

4.  Regardless  of  income,  age,  and  prior  health  conditions,  college  graduates  are  healthier 
than  nongraduates,  thereby  putting  less  strain  on  our  health  care  system. 

5.  Education  is  the  key  to  providing  alternatives  to  crime  and  violence. 

Student  aid  is  the  top  priority  for  higher  education.   I  can  speak  more  directly  to 
the  experience  at  independent  colleges. 

When  I  became  president  of  Ohio  Wesleyan  University,  I  moved  in  with  students 
for  the  first  100  days.   I  stayed  up  with  them,  ate  pizza  with  them,  went  running  with 
them.  I  encourage  you  to  consider  doing  the  same  ~  or  at  least  visit  a  campus  and  talk 
to  the  students.   I  believe  your  experience  will  be  similar  to  mine.  I  learned  what  they 
cared  about,  and  what  they  were  frustrated  about.   I  found  that  our  young  people  were 
not  that  different  than  when  I  was  their  age.  They  wanted  to  make  an  impact,  be 
responsible  adults,  and  take  responsibility  for  their  decisions.  Most  of  them  understood 
what  their  families  had  sacrificed  to  get  them  there.  They  felt  a  responsibility  to  do  well 
-  to  make  their  parents  proud  of  them. 
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A  number  of  them  came  from  families  of  such  limited  means  that  they  were 
unable  to  help  very  much.  Each  threat  to  student  aid  made  these  students  reconsider 
their  decision  to  continue  college.  They  knew  the  sacrifices  that  were  being  made  for 
them.  Every  dollar  lost  marginalized  their  decision  to  attend  college. 

We  need  to  send  a  clear  message  to  our  young  people.  We  need  to  say  that  they 
are  our  future,  and  we  want  to  help  them  make  it  a  bright  future.  We  want  them  to 
work  hard  to  get  the  best  education  possible.  It  is  in  our  nation's  best  interest  -  and 
well  help  all  we  can. 

We  must  send  them  a  clear  message  that  their  student  aid  will  not  be  cut.  That 
they  can  continue  to  improve  themselves.  We  expect  them  to  work  hard  when  they  get 
out  and  return  the  investment  we  made  in  them. 

Let  me  close  with  a  profile  of  two  students  that  receive  student  aid. 

The  first  student  is  attending  Ohio  Dominican  College  -  a  college  in  Columbus, 
Ohio,  enrolling  1,600  students  that  is  committed  to  providing  an  excellent  education  to 
high-risk  inner-city  students.  She  is  a  senior  and  will  graduate  in  May.  Her  parents  are 
divorced  and  she  fives  with  her  mother.   Her  mother's  adjusted  gross  income  for  1993 
was  $20,855.  The  student  worked  during  the  calendar  year  of  1993  and  earned  $6,715. 
In  order  to  pay  Ohio  Dominican's  modest  tuition,  she  has  relied  on  Pell  Grants, 
Supplemental  Educational  Opportunity  Grants,  Perkins  Loans,  state  aid,  and  Stafford 
Loans.  If  any  one  of  these  sources  were  not  available,  she  would  not  have  been  able  to 
complete  her  degree. 

The  second  student  is  from  Lake  Forest  College.   He  will  graduate  this  spring  with 
$8,000  in  Perkins  Loans,  having  worked  through  Federal  Work  Study  and  having 
received  a  Supplemental  Educational  Opportunity  Grant,  a  Pell  Grant,  a  grant  from 
Lake  Forest  and  state  aid.  He  is  from  a  family  of  four  with  a  family  income  of  $36,000, 
and  assets,  including  their  home,  of  $32,000.    As  you  can  see,  this  student  relied  heavily 
on  every  form  of  aid  available  -  the  Pell  Grant,  the  campus-based  programs,  state  aid, 
and  aid  from  the  college. 

These  two  students  are  not  unique.  Each  form  of  student  aid  is  important  and 
serves  a  unique  purpose.  Eliminating  them  or  reducing  the  resources  available  will 
cripple  our  young  people's  ability  to  attend  college. 

Mr.  Chairman,  thank  you  again  for  the  opportunity  to  testify.   Student  aid  is  an 
investment  in  the  future  of  our  nation.   It  is  a  partnership  with  our  young  people  -  the 
future  medical  researchers  who  will  find  the  cure  for  cancer  and  AIDS,  the  people  who 
will  explore  space,  and  teach  our  great-grandchildren.  The  federal  government  needs  to 
maintain  its  vital  part  of  this  partnership  so  students  can  realize  the  dream  that  first 
brought  so  many  of  our  ancestors  to  this  nation.  It  was  up  to  them  to  make  our  past  and 
present  better.  Now  it  is  up  to  us  to  insure  a  better  future. 


Mr.  Porter.  Mr.  Warren,  I  don't  obviously  disagree  with  what 
you  are  saying.  But  I  would  put  into  the  mix  the  fact  that  we  now 
have  a  national  debt  of  $4.7  trillion,  that  translates  into  an  average 
young  person  entering  the  work  force  in  our  country  today  being 
handed  a  bill  for  extra  taxes  just  to  pay  the  interest  on  that  level 
of  debt  of  nearly  $250,000  each.  And  if  you  are  a  college  graduate, 
your  bill  is  probably  approaching  $500,000,  that  you  are  going  to 
have  to  pay  throughout  your  working  lifetime  just  to  service  the 
debt,  let  alone  pay  it  down. 

And  so  I  know  you  realize  that  in  our  deliberations,  we  are  going 
to  have  to  take  into  account  the  effects  of  that  kind  of  burden-bear- 
ing on  our  young  people,  as  well  as  their  need  to  be  better  educated 
and  to  be  entrepreneurs  and  providing  jobs  and  aiding  our  eco- 
nomic growth.  Aiid  believe  me,  we  will  need  all  the  prayers  that 
we  can  get.  We  thank  you,  Father  George  and  Mr.  Warren. 

Mr.  Warren.  That  may  be  the  highlight  of  my  day,  Mr.  Chair- 
man. Thank  you. 

Mr.  Porter.  Thank  you. 


Wednesday,  February  1,  1995. 
witnesses 

CHRISTINE  LUBINSKI,  AIDS  ACTION  COUNCIL 
MARK  BARNES 

Mr.  Porter.  Christine  Lubinski,  AIDS  Action  Council. 

Ms.  Lubinski.  Good  morning,  Mr.  Chairman,  Members  of  the 
committee.  Mark  Barnes  joins  me  this  morning. 

AIDS  Action  Council  is  the  Washington  representative  of  over 
1,000  community-based  AIDS  service  providers.  We  speak  for  all 
kinds  of  community-based  AIDS  organizations,  including  the  HIV 
Coalition  in  Mt.  Prospect,  Illinois,  community  groups  in  Bradenton 
and  Sarasota,  Florida,  as  well  as  the  largest  New  York  and  Califor- 
nia providers. 

This  week  the  Centers  for  Disease  Control  and  Prevention  an- 
nounced that  AIDS  has  become  the  leading  cause  of  death  for  all 
Americans  25  to  44.  Once  a  disease  centered  in  large  urban  areas, 
it  is  now  an  epidemic  truly  national  in  scope.  Once  stressing  an  al- 
ready overburdened  public  health  care  system,  it  is  now  further 
eroding  a  rural  health  care  system  that  has  had  difficulty  providing 
access  to  care  in  the  first  place. 

We  are  well  aware  of  the  competing  demands  made  on  the  Fed- 
eral budget,  but  if  we  don't  support  prevention  programs,  the  case- 
loads will  increase.  If  we  don't  adequately  fund  the  Ryan  White 
Care  Act,  people  will  receive  care  in  emergency  rooms  and  die  pre- 
maturely. If  we  don't  support  the  National  Institutes  of  Health, 
there  will  be  no  effective  treatments,  no  cure. 

We  firmly  believe  that  deferring  spending  that  addresses  this 
epidemic  assures  that  the  budgetary  impact  of  AIDS  will  be  greater 
in  the  years  ahead  and  countless  lives  will  be  needlessly  lost.  Make 
no  mistake — AIDS  remains  a  public  health  epidemic.  Over  440,000 
cases  reported,  one-fifth  of  them  in  1994.  For  African-Americans, 
Latinos,  women  and  children,  the  numbers  are  growing.  Tragically, 
it  is  a  disease  of  the  young  affecting  individuals  in  the  prime  of  life. 
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Untimely  disability  and  death  in  young  HIV-infected  adults  rep- 
resents an  enormous  loss  depriving  the  country  of  talent  and  pro- 
ductivity. Successfully  attacking  the  epidemic  in  our  Nation  re- 
quires a  full-scale  approach  in  prevention,  research,  and  care.  Ab- 
sent a  preventive  vaccine,  our  only  hope  of  halting  further  HIV 
transmission  is  through  comprehensive  targeted  prevention. 

Effective  prevention  can  save  lives  and  reduce  the  demand  for 
costly  medical  care.  A  substantial  portion  of  CDC's  HIV  prevention 
programs  are  carried  out  through  State  and  local  health  depart- 
ments. Increased  funding  for  these  programs  at  the  community 
level  is  our  top  priority. 

CDC  has  instituted  a  community  planning  process.  Public  health 
authorities,  State  and  local  agencies,  community  groups,  business, 
and  religious  leaders,  and  all  groups  at  risk  for  HIV  are  working 
in  partnership  to  plan  and  implement  prevention.  These  programs 
are  designed  by  communities  to  meet  their  local  needs,  not  the 
needs  of  government  bureaucrats  hundreds  of  miles  away  from  the 
unique  challenges  of  rural  Mississippi  and  Arkansas  or  the  complex 
social  problems  of  Chicago  or  San  Antonio. 

Ongoing  Federal  support  is  essential  to  provide  this  critical  com- 
munity planning  effort  with  the  necessary  resources  and  technical 
support  to  carry  out  effective,  science-based  prevention. 

The  Ryan  White  Care  Act  provides  critical  medical  and  care  serv- 
ices to  people  with  HIV  and  AIDS.  It  is  the  health  care  safety  net 
for  people  living  with  AIDS,  and  for  many  it  is  their  only  source 
of  care.  It  provides  early  intervention  services  and  a  continuum  of 
care  for  individuals  throughout  the  disease's  progression. 

People  living  with  AIDS  receive  cost-effective  outpatient  services 
and  avoid  costly  inpatient  or  emergency  room  visits.  Ryan  White  is 
a  lifeline  for  thousands  of  people  living  with  HIV  and  AIDS.  The 
growing  caseloads  of  people  with  AIDS  require  additional  Federal 
support  to  States,  to  cities,  to  community-based  organizations. 

AIDS  is  still  a  relatively  new  disease  and  yet  the  Federal  AIDS 
research  effort  has  made  a  significant  contribution.  The  virus 
which  causes  AIDS  has  been  isolated  and  identified. 

Ten  AIDS  drugs  are  now  on  the  market.  The  development  of 
which  were  at  least  partially  supported  by  the  NIH  research  effort. 
These  therapeutic  advances  have  doubled  the  life-span  of  people  di- 
agnosed with  AIDS  since  1987. 

AIDS  dollars  support  all  research  into  basic  immunology  which 
can  unlock  the  secrets  of  many  diseases.  Basic  science  research  ac- 
counts for  25  percent  of  the  AIDS  portfolio  at  the  NIH.  Ultimately, 
biomedical  and  behavioral  research  will  provide  the  critical  an- 
swers for  treatment  and  prevention  of  HIV.  The  consolidation  of 
the  AIDS  research  budget  and  the  requirement  for  a  strategic  plan 
ensure  a  thoughtful,  coordinated  approach  to  the  utilization  of  re- 
search dollars  which  will  help  facilitate  scientific  answers  to  the 
many  questions  which  remain  about  HIV  disease  and  other  life- 
threatening  illnesses. 

It  is  vital  that  the  U.S.  sustain  its  flagship  research  efforts  at  the 
National  Institutes  of  Health.  To  that  end,  we  strongly  support  in- 
creases in  NIH  research  funding  overall.  By  the  end  of  this  decade, 
more  Americans  will  have  lost  their  lives  to  AIDS  than  in  all  the 
wars  in  U.S.  history.  The  AIDS  epidemic  has  reached  every  town 


and  community.  It  is  growing  in  rural  areas,  especially  the  South. 
It  is  now  the  leading  killer  of  young  adults.  Only  through  a  strong 
Federal  response  in  partnership  with  States  and  cities  and  the 
thousands  of  volunteer-based  organizations  that  have  sprung  up  in 
compassionate  response  to  the  epidemic  can  we  hope  to  contain  this 
tragic  public  health  crisis. 

Thank  you  very  much. 

Mr.  Porter.  Ms.  Lubinski,  we  appreciate  your  very  good  state- 
ment and  appreciate  your  being  here  to  advise  us.  Thank  you  very 
much. 

Ms.  Lubinski.  Thank  you. 

[The  prepared  statement  of  Christine  Lubinski  follows:] 
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Statement  of  Christine  Lubinski 

Deputy  Executive  Director,  AIDS  Action  Council 

to  the  Subcommittee  on  Labor,  Health  and  Human  Services, 

Education  and  Related  Agencies 

House  Committee  on  Appropriations 

February  1,  1995 


Mr.  Chairman  and  members  of  the  committee.  Thank  you  for  inviting  us  to  present 
testimony  to  you  today.  I  am  Christine  Lubinski,  Deputy  Executive  Director  of 
AIDS  Action  Council,  the  Washington  representative  of  over  1000  community-based 
AIDS  service  providers  from  across  the  country.  AIDS  Action  Council  is  the  only 
national  organization  dedicated  solely  to  shaping  federal  AIDS  policy.  We  speak 
for  community-based  AIDS  organizations  large  and  small,  from  the  HIV  Coalition 
in  Mt.  Prospect,  Illinois,  the  Sonoma  County  AIDS  Foundation  in  Santa  Rosa, 
California,  and  AIDS  Resources  of  Manatee  County  in  Bradenton,  Florida,  to  the 
largest  New  York  and  San  Francisco  service  providers.  AIDS  Action  Council  also 
works  closely  with  other  national  AIDS  organizations  to  develop  AIDS  funding 
priorities  and  recommendations.  Our  budget  requests  are  identical  to  those  of  other 
AIDS  advocates  representing  the  broad  range  of  people  affected  by  HIV/ AIDS,  from 
advocates  for  children  and  families  to  state  health  departments.  A  summary  chart 
of  our  recommendations  is  included  at  the  end  of  this  statement. 


Fax  102  <M  I.W5 
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AIDS  was  the  principal  public  health  crisis  of  the  1980s.  Unfortunately,  it  remains 
so  in  the  1990s.  The  Centers  for  Disease  Control  and  Prevention  just  announced 
that,  beginning  in  1993,  AIDS  became  the  leading  cause  of  death  for  all  Americans 
between  the  ages  of  25  and  44  years  old.  Once  a  disease  centered  in  large,  urban 
areas,  it  is  now  an  epidemic  that  is  truly  national  in  scope.  Once  stressing  an 
already  overburdened  urban  public  health  care  system,  it  is  now  further  eroding  a 
rural  health  care  system  that  has  had  difficulty  providing  access  to  health  care  in  the 
first  place.  AIDS  is  primarily  a  disease  affecting  people  who  lack  access  to  health 
care.  And  increasingly,  AIDS  is  linked  to  the  other  major  public  health  epidemic 
afflicting  our  nation:  substance  abuse.  The  struggle  to  respond  to  and  contain  the 
AIDS  epidemic  reveals  the  growing  challenges  to  our  health  care  system  to  meet  the 
nation's  needs  for  care,  prevention,  and  substance  abuse  treatment. 

We  are  well  aware  of  the  competing  demands  made  on  the  federal  budget  and  the 
extraordinary  pressure  to  cut  federal  spending.  Despite  these  difficult  times,  we 
believe  that  it  is  our  responsibility  to  recommend  to  you  the  resources  that  are 
needed  to  address  this  public  health  emergency.  Our  recommended  increases  in 
spending  on  HIV  prevention,  care  and  research  programs  must  reflect  the  magnitude 
of  this  epidemic.   Your  committee  has  shown  extraordinary  leadership  in  the  past 
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in  making  tough  choices.  If  we  are  to  successfully  contain  this  pandemic  and  prevent  it  from 
ravaging  our  country  further,  we  must  look  to  Congress  to  help  provide  the  commitment  and 
resources  needed. 

Failing  to  meet  the  urgent  HIV/ AIDS  research,  care  and  prevention  needs  our  country  faces  will 
only  lead  to  passing  the  financial  burden  for  dealing  with  the  epidemic  to  local  and  state 
governments.  Promoting  good  health  and  preventing  the  spread  of  disease  could  not  be  a  better 
investment  in  our  nation's  future.  Providing  resources  to  local  communities  for  cost  effective 
care  services  helps  people  with  AIDS  to  live  longer  and  avoid  expensive  treatment  in  emergency 
rooms  and  other  acute  care  facilities.  Aggressive  and  targeted  AIDS  research  benefits  other 
biomedical  research  efforts  and  will  lead  to  better  treatments  and  ultimately  a  cure.  We  firmly 
believe  that  deferring  spending  that  addresses  this  epidemic  assures  that  the  budgetary  impact  of 
AIDS  will  be  far  greater  in  the  years  ahead,  and  that  countless  lives  will  be  needlessly  lost. 

AIDS  is  disproportionately  and  tragically  a  disease  of  the  young.  On  average,  people  die  from 
AIDS  at  a  considerably  younger  age  than  from  cancer,  heart  disease,  diabetes,  and  other  major 
killers,  cutting  off  many  years  of  productive  life,  years  of  work,  of  paying  taxes,  of  contributing 
to  society.  Untimely  disability  and  death  in  young  HIV-infected  adults  represents  an  enormous 
loss,  depriving  the  country  of  several  decades  of  their  productivity.  Successfully  attacking  the 
HIV/ AIDS  epidemic  in  our  nation  requires  a  commitment  to  a  full-scale  approach  in  three  critical 
areas:  prevention,  research,  and  care. 


Prevention 

Absent  a  preventive  vaccine,  our  only  hope  of  halting  further  HIV  transmission  is  through  a 
comprehensive,  targeted  approach  to  AIDS  prevention  throughout  the  nation.  Of  the  three 
strategies  in  the  fight  against  AIDS  ~  prevention,  care  services,  and  research  ~  prevention  has 
remained  the  most  neglected  in  the  federal  response.  Over  the  past  four  years,  funding  for  the 
Centers  for  Disease  Control  and  Prevention's  (CDC)  HIV  prevention  programs  has  increased  by 
1 9  percent,  while  AIDS  cases  have  more  than  doubled  over  the  same  time  period.  Ensuring  that 
effective  and  well-funded  prevention  programs  are  in  place  will  save  countless  American  lives 
and  substantially  reduce  the  demand  for  costly  medical  care. 

A  considerable  portion  of  CDC  s  HIV  prevention  programs  are  carried  out  through  state  and  local 
health  departments.  CDC's  newly  implemented  HIV  prevention  community  planning  initiative 
is  an  ongoing,  collaborative  process  ~  public  health  authorities,  other  state  and  local  agencies, 
representatives  from  community  groups,  business  and  religious  leaders  and  all  communities  and 
groups  at  risk  for  HIV  infection  work  in  partnership  to  plan  and  implement  HIV  prevention 
programs.  These  programs  are  designed  by  communities  to  meet  their  local  needs,  not  the  needs 
of  government  bureaucrats  hundreds  of  miles  away  from  the  unique  challenges  of  rural 
Mississippi  and  Arkansas  or  the  complex  social  problems  of  Chicago  or  San  Antonio.  Ongoing 
federal  support  is  essential  to  provide  this  critical  community  planning  effort  with  the  necessary 
resources  and  technical  support  to  carry  out  effective,  locally-controlled  prevention  programs.  We 
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propose  a  $133  million  increase  over  last  year's  appropriation  of  $590.2  million  for  CDC's  HIV 
prevention-related  programs. 

CDC  also  plays  a  critical  national  role  in  monitoring  the  course  of  the  epidemic  in  partnership 
with  state  and  local  health  departments.  Their  sophisticated  surveillance  system  tracks  the 
number  of  AIDS  cases  in  every  state,  identifying  the  continuing  spread  of  HIV/ AIDS  into  new 
populations  such  as  women  and  adolescents. 


Care 

The  Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE)  Act  provides  critical  care 
and  care-related  services  to  people  living  with  HIV/ AIDS  in  all  fifty  states  and  in  communities 
large  and  small.  It  is  the  health  care  safety  net  for  people  living  with  HIV/ AIDS  and  for  many, 
it  is  their  only  source  of  care.  The  CARE  Act  provides  early  intervention  for  people  with  HIV 
infection  and  a  continuum  of  care  throughout  the  disease's  progression,  and  ensures  that  those 
served  by  the  program  receive  the  most  cost  effective  care  possible.  CARE  Act  services  are 
administered  on  an  outpatient  basis,  thereby  avoiding  costly  inpatient  or  emergency  room 
services.  For  the  past  five  years,  the  Ryan  White  CARE  Act  has  served  as  a  vital  lifeline  to  care 
for  many  thousands  t)f  people  living  with  HIV/ AIDS  and  the  need  for  this  program  will  exist  well 
into  the  next  century.  For  these  reasons,  we  propose  $301  million  in  increases  for  health  service 
programs  in  the  Ryan  White  CARE  Act  as  outlined  below. 

Title  I  of  the  Ryan  White  CARE  Act  provides  emergency  aid  to  cities  with  a  high  incidence  of 
AIDS.  An  increase  in  resources  would  fund  needed  care  services  in  the  17  cities  likely  to  be 
newly  eligible  under  Title  I,  without  having  to  cut  services  in  currently  funded  cities,  including 
Tampa-St.  Petersburg,  Florida  and  San  Antonio,  Texas.  The  funding  increase  we  recommend 
also  takes  into  account  medical  inflation  and  the  continuing  caseload  expansion  resulting  from 
a  1 1 1%  growth  in  AIDS  diagnoses  during  1993.  We  are  requesting  a  $109  million  increase  for 
Title  I.  over  the  $356.5  million  appropriated  in  FY  95. 

Title  II  of  the  CARE  Act  funds  HIV  care  programs  administered  by  all  50  state  health 
departments.  Additional  resources  for  Title  II  will  help  improve  the  quality,  availability  and 
organization  of  health  care  and  support  services  for  individuals  living  with  HIV  and  AIDS  outside 
of  major  urban  areas  in  all  fifty  states.  Our  proposed  funding  increase  responds  to  increasing 
AIDS  caseloads  and  addresses  the  burden  of  the  Tide  II  drug  purchase  assistance  program,  as 
well  as  the  urgent  need  to  expand  care  services  in  rural  areas.  For  Tide  II.  we  request  a  $123 
million  increase  over  the  $198.1  million  appropriated  in  FY  95. 

Title  MB  of  the  CARE  Act  funds  the  important  work  of  community  health  centers  and  other 
federally  qualified  health  centers  in  developing  and  delivering  critical  early  intervention  and 
ongoing  comprehensive  HIV/AIDS  services  to  hard-to-reach  populations.  Title  MB's  programs 
are  a  crucial  first  step  in  providing  earlier  —  and  therefore  life  prolonging  -  care  and  preventive 
services  for  people  with  HIV  infection.  Title  MB  of  the  CARE  Act  has  received  virtually  flat 
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funding  over  the  past  3  years,  despite  an  increase  in  caseloads  that  exceeds  600%  in  some 
agencies.  We  are  requesting  a  $40  million  increase  over  the  $52.3  million  appropriated  in  FY 
95  for  the  CARE  Act's  Title  IIIB. 

Title  IV  of  the  CARE  Act  funds  innovative  programs  serving  children,  adolescents  and  families 
affected  by  HIV/AIDS.  These  populations  constitutes  a  rapidly  growing  and  under-served 
segment  of  the  AIDS  epidemic.  The  program  has  been  essentially  level  funded  for  three  years 
despite  a  40%  increase  in  demand  for  services  each  year.  Title  IV  programs  are  important 
models  that  demonstrate  how  readily  research  and  comprehensive  care  services  can  be  coordinated 
to  increase  participation  in  clinical  trials  for  children,  adolescents  and  pregnant  women.  The  need 
to  provide  AZT  therapy  and  early  intervention  services  for  pregnant  women  and  infants  to  reduce 
perinatal  HIV  transmission  and  the  need  to  expand  youth-centered  HIV  comprehensive  care 
programs  for  adolescents  can  be  addressed  through  funding  increases  in  Title  IV.  We  support 
a  $29  million  increase  over  the  $26  million  appropriated  in  FY  95  for  Title  IV  programs- 


Research 

Although  a  cure  for  AIDS  still  eludes  us,  federal  AIDS  research  has  made  significant 
contributions  in  the  battle  against  the  AIDS  epidemic.  The  virus  which  causes  AIDS  has  been 
isolated  and  identified.  Ten  AIDS  drugs  are  now  on  the  market,  developed  in  part  by  the 
National  Institutes  of  Health  (NIH)  AIDS  research  effort.  These  therapeutic  advances  have 
doubled  the  productive  lifespan  of  Americans  diagnosed  with  AIDS  since  1987.  And  the  benefits 
of  AIDS  research  are  not  all  AIDS-specific  ~  NIH  AIDS  research  dollars  support  almost  all 
research  into  basic  immunology,  which  can  unlock  the  secrets  of  many  diseases.  Basic  science 
research  (such  as  research  into  fundamental  questions  of  immunology  and  virology)  accounts  for 
25  per  cent  of  the  AIDS  research  portfolio  at  NIH. 

AIDS  biomedical  and  behavioral  research  must  continue  to  work  to  provide  us  with  the  critical 
answers  needed  for  treatment  and  prevention  of  HIV  infection.  Without  an  adequately  funded 
commitment  to  an  effective,  targeted  research  agenda,  we  will  be  unable  to  stem  the  tide  of  the 
epidemic.  The  United  States  has  the  resources  and  research  infrastructure  to  undertake  this 
mission  that  can  save  literally  millions  of  lives  around  the  world.  It  is  vital  that  the  United  States 
sustain  its  flagship  research  efforts  at  the  National  Institutes  of  Health.  To  that  end,  we  strongly 
support  increases  in  NIH  research  funding  overall,  and  support  the  professional  judgement 
recommendation  of  a  $354  million  increase  in  AIDS-related  biomedical  and  behavioral  research 
over  last  year's  appropriation  of  $1.338  million. 

Unless  funding  for  AIDS  research  is  increased,  there  is  no  way  that  we  will  be  able  to  find  the 
answers  to  end  this  epidemic.  We  have  made  much  progress  and  unlocked  many  secrets.  Now 
is  not  the  time  to  cut  back  on  research.  We  believe  that  without  adequate  funding  for  NIH, 
important  opportunities  will  be  lost  in  all  areas  of  research  ~  basic  research  and  drug  discovery, 
clinical  treatments,  vaccine  development,  behavioral  research,  and  natural  history/epidemiology. 
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In  1993  the  Congress  strengthened  the  mandate  and  authority  of  the  Office  of  AIDS  Research 
(OAR),  consolidated  funding  for  all  AIDS  research  programs,  and  directed  OAR  to  distribute 
AIDS  research  funds  to  the  NIH  institutes  in  accordance  with  a  strategic  plan,  which  the  OAR 
develops  in  collaboration  with  a  panel  of  outside  scientific  experts.  The  strategic  plan  and 
consolidated  appropriation  ensure  expert  scientific  review  of  the  entire  NIH  AIDS  research 
program,  reduce  overlap  and  duplication  of  research  programs,  and  identify  gaps  in  the  research 
portfolio.  These  measures  ensure  a  thoughtful,  coordinated  approach  to  the  utilization  of  research 
dollars  which  will  help  to  facilitate  scientific  answers  to  the  many  questions  which  remain  about 
HIV  disease  and  other  life-threatening  illnesses. 


More  Americans  have  died  of  AIDS  than  died  in  the  Gulf,  Vietnam,  and  Korean  wars  combined. 
By  the  end  of  this  decade,  more  Americans  will  have  lost  their  lives  to  AIDS  than  in  all  the  wars 
in  U.S.  history.  Almost  half  a  million  Americans  have  been  diagnosed  with  this  terrible  disease 
since  the  epidemic  began.  It  has  reached  every  town  and  every  community  in  our  country,  and 
is  continuing  its  malignant  spread  into  new  and  vulnerable  populations  ~  African  Americans, 
Hispanic  Americans,  women  and  adolescents.  It  is  growing  in  rural  areas,  and  in  the  South. 
Only  through  a  strong  federal  response,  in  partnership  with  states  and  cities  and  with  the 
thousands  of  volunteer  based  organizations  that  have  sprung  up  in  compassionate  response  to  the 
AIDS  epidemic,  can  we  hope  to  contain  this  tragic  public  health  crisis. 


Federal  HIV/AIDS  Programs  Funding  Summary 


FY  1996  AIDS  Action  recommended 
increase  over  FY  1995 


Ryan  White  CARE  Act  (Care)  $632.9  million  +  $301.0  million 

Centers  for  Disease  Control  &  Prevention  $590.2  million  +  $133.0  million 
(Prevention) 

National  Institutes  of  Health  (Research)       $1,338.0  million  +  $354.0  million 


89-504    0—95- 
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Wednesday,  February  1,  1995. 

WITNESS 
SARA  E.  BARGER,  R.N.,  TRI-COUNCIL  FOR  NURSING 

Mr.  Porter.  The  next  witness  is  Sara  E.  Barger,  R.N.,  Tri-Coun- 
cil  for  Nursing.  Ms.  Barger,  we  understand  you  are  from  Northern 
Illinois  University. 

Ms.  Barger.  That  is  right. 

Mr.  Porter.  Good.  Glad  to  have  you  here. 

Ms.  Barger.  Thank  you.  Good  morning,  Chairman  Porter  and 
Members  of  this  distinguished  subcommittee.  I  am  Sarah  Barger, 
Professor  and  Chair  of  Northern  Illinois  University  School  of  Nurs- 
ing. And  I  am  here  today  on  behalf  of  the  Tri-Council  for  Nursing, 
a  body  comprised  of  four  major  national  nursing  organizations:  The 
American  Association  of  Colleges  of  Nursing,  the  American  Nurses 
Association,  the  National  League  for  Nursing  and  the  American  Or- 
ganization of  Nurse  Executives. 

These  organizations  are  committed  to  ensuring  a  strong  Federal 
role  for  nursing  education  and  research.  We  appreciate  the  past 
support  of  this  subcommittee  that  you  have  shown  for  nursing. 
After  all,  we  are  the  people  that  get  to  take  care  of  all  these  people 
with  all  of  these  different  diseases. 

Today,  the  Tri-Council  offers  its  professional  recommendation  on 
key  Federal  programs  for  nursing.  A  list  of  these  specific  rec- 
ommendations is  attached  at  the  end  of  this  testimony.  For  the 
sake  of  brevity,  we  are  requesting  level  funding  for  all  of  the  nurs- 
ing programs  that  I  will  discuss  with  the  exception  of  the  National 
Institute  of  Nursing  Research. 

But  let's  begin  with  the  Nurse  Education  Act.  The  programs  of 
the  NEA  were  level  funded  by  Congress  last  year  and  we  fully  rec- 
ognize that  the  subcommittee  faces  an  even  more  disastrous  fiscal 
condition  for  1996.  Therefore,  we  are  recommending  level  funding. 

We  appreciate  the  support  for  NEA  that  the  subcommittee  has 
consistently  provided.  NEA  has  provided  vital  resources  to  educate 
future  nurses,  particularly  advanced  practice  nurses.  Advanced 
practice  nurses  are  uniquely  able  to  provide  the  majority  of  pri- 
mary care  and  preventive  care  services  and  they  provide  them  at 
less  cost  and  we  educate  them  quicker  than  we  do  physicians.  They 
have  continued  to  demonstrate  a  willingness  to  reach  out  to  both 
rural  and  inner  city  areas  in  the  provision  of  primary  health  care. 

For  example,  for  fiscal  year  1995  funding  under  section  822,  you 
will  have  educated  approximately  1,360  nurse  practitioners  and 
nurse  mid  wives  that  will  serve  these  areas.  For  example,  the  Uni- 
versity of  Illinois  at  Chicago  has  expanded  its  family  nurse  practi- 
tioner program  to  educate  nurses  to  serve  as  nurse  practitioners  in 
rural  Illinois. 

Other  NEA  programs  are  also  addressing  important  needs.  For 
example,  section  820,  special  projects,  supports  among  other  things 
primary  health  care  in  noninstitutional  settings.  My  own  school, 
Northern  Illinois  University,  has  a  nursing  center  funded  under 
this  special  projects  grant  which  provides  primary  care  to  the  rural 
working  poor  in  northwest  Illinois. 

Also,  the  University  of  Miami's  continued  operation  of  a  nursing 
center  that  was  started  after  Hurricane  Andrew  provides  primary 
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care  to  a  culturally  diverse  population  in  South  Dade  County,  Flor- 
ida. And  the  family  nursing  center  at  Saint  Xavier  University  in 
Chicago  provides  primary  care  based  out  of  an  elementary  school 
for  low-socioeconomic  families. 

The  Nurse  Education  Act  is  due  for  reauthorization  this  year  but 
we  expect  legislation  to  produce  programs  similar  to  those  listed 
above  and  we  ask  you  to  appropriate  as  if  it  were  authorized. 

Now,  for  the  National  Institute  of  Nursing  Research,  which  sup- 
ports research  which  strengthens  nursing  practice  and  the  delivery 
of  effective  health  care,  we — NINR's  initiatives  included  study  on 
low  birth  weight,  HIV  infection,  long-term  care  requirements  of  the 
elderly  and  women's  health  issues. 

The  Tri-Council  recommends  a  fiscal  year  1996  appropriation  of 
$63  million  for  NINR.  NINR  appropriations  have  consistently  in- 
creased since  its  inception  but  have  never  been  adequate. 

For  other  related  nursing  education  programs  and  Public  Health 
Service  training  programs,  the  Tri-Council  recommends  level  fund- 
ing for  disadvantaged  minority  health  scholarships,  National 
Health  Service  Corps,  rural  health  outreach  grants,  interdiscipli- 
nary training  for  rural  health,  substance  abuse  and  mental  health 
services  clinical  training. 

In  summary,  two  major  trends  will  create  an  accelerated  demand 
for  nurses  in  the  foreseeable  future,  particularly  nurses  with  ad- 
vanced degrees.  An  aging  population  requires  not  only  more  health 
care  but  also  home  and  community-based  care  which  depends  on 
nursing.  Managed  care  may  lead  to  hospital  downsizing,  but  reduc- 
tions in  the  demand  for  hospital-based  nurses  will  be  more  than  ex- 
ceeded by  the  increased  demands  in  primary,  home,  and  other 
forms  of  community-based  care. 

The  support  provided  by  the  NEA,  the  NINR,  and  other  Public 
Health  Service  programs  has  been  invaluable  in  providing  start-up 
funds  for  much  needed  advanced  practice  nursing  programs,  sup- 
porting the  education  of  faculty  is  essential  to  nursing's  ability  to 
enroll  enough  students  to  meet  tomorrow's  demands,  and  increas- 
ing the  number  of  minority  and  disadvantaged  students,  and  ad- 
vancing the  practice  of  nursing  and  ultimately  your  health  care  de- 
livery system. 

Thank  you. 

Mr.  Porter.  Ms.  Barger,  we  thank  you  very  much  for  coming  up 
from  Northern  to  testify  today.  Thank  you  for  your  good  statement. 

[The  prepared  statement  of  Sara  E.  Barger,  DPA  follows:] 
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TESTIMONY 
Before    the    House    Appropriations    Committee 
Subcommittee   on   Labor,    Health   and   Human   Services,   and    Education 

Testimony    of   the    Tri-Council   for    Nursing 
on 
_  Appropriations    for    Nursing    Education    and    Research 
for   Fiscal   Year   1996 

Presented  by  Sara  E.     Barger,  DPA,  RN,  FAAN 

February    1,    1995 

Good  morning,  Mr.  Chairman  and  Members  of  this  distinguished  Subcommittee,  I 
am  Sara  E.   Barger,  DPA,  RN,  FAAN,  Chair  and  Professor  of  the  School  of  Nursing  at 
Northern  Illinois  University,  as  well  as  an  executive  committee  member  of  the  National 
League  for  Nursing's  Council  for  Nursing  Centers.   I  am  here  today  on  behalf  of  the 
Tri-Council  for  Nursing,  a  body  comprised  of  4  major  national  nursing  organizations: 

•  The  American  Association  of  Colleges  of  Nursing  representing  over  460  senior  colleges 
and  universities  with  baccalaureate,  master's  and  doctoral  nursing  education  programs 
across  the  United  States; 

•  The  American  Nurses  Association  with  205,000  registered  nurse  members  in  53 
constituent  state  and  territorial  nurses's  associations; 

•  The  National  League  for  Nursing  including  1,620  accredited  nursing  programs,  46 
constituent  state  leagues,  104  health  care  institutions,  and  15,000  individual  members, 
including  consumers,  faculty  in  schools  of  nursing  and  nurse  practitioners  in 
community  nursing  centers;  and 

•  The  American  Organization  of  Nurse  Executives  representing  6,000  nurses  in  executive 
practice  in  120  chapters  nationwide. 

These  organizations  are  committed  to  ensuring  a  Strong  federal  role  for 
nursing  education  and  nursing  research.   Sound  federal  funding  for  nursing  education 
programs,  including  those  for  advanced  practice  nurses,  and  nursing  research  is 
critical  in  assuring  a  health  workforce  which  is  well  prepared  to  design  and  implement 
reforms  in  our  evolving  health  care  system.    We  appreciate  the  past  support  this 
Subcommittee  has  shown  for  nursing  education  and  nursing  research.   Today,  the  Tri- 
Council  offers  its  professional  recommendation  on  key  federal  programs  for  nursing 
students  and  programs.    A  list  of  these  specific  recommendations  is  attached  at  the 
end  of  this  testimony. 

Nurse  Education  Act     The  programs  of  the  NEA  were  level  funded  by  Congress 
last  year.    Budgetary  constraints  resulted  in  level  funding  or  cuts  in  funding  for  most 
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domestic  discretionary  programs.    The  Tri-Council  recognizes  that  this  Subcommittee 
faces  even  greater  fiscal  restraints  for  FY96.    For  this  reason,  though  the  5%  increase 
in  FY94  appropriations  as  well  as  the  level  funding  last  year  has  actually  caused  a 
decrease  in  the  number  of  grants  that  were  awarded,  we  are  recommending  level 
funding  for  NEA  programs  for  the  coming  fiscal  year. 

The  Tri-Council  appreciates  the  support  for  NEA  that  the  Subcommittee  has 
consistently  provided.    NEA    has  provided  vital  resources,  enabling  nursing  to  educate 
the  future  nurses  needed  to  meet  the  demands  of  an  ever  changing  health  care 
system.    Maintaining  this  support  is  now  more  critical  than  ever,  given  the  dramatic 
shifts  occurring  in  the  delivery  of  health  care  and  the  growing  need  for  cost  effective 
primary  care  providers,  particularly  in  our  Nation's  underserved  communities. 
Advanced  practice  nurses  are  uniquely  able  to  meet  this  need.  They  can  provide  the 
majority  of  primary  and  preventive  care  services  and  can  be  prepared  as  primary 
care  providers  at  less  cost  and  in  less  time  than  physicians.  They  have  historically  and 
continue  to  demonstrate  a  willingness  to  reach  out  to  inner  city  and  rural  areas.    The 
NEA  has  played  an  important  role  in  preparing  more  APNs.    For  example: 

Section  822    provides  grants  to  prepare  nurse  practitioners  and  certified  nurse 
midwives  to  provide  primary  care  in  homes,  ambulatory  care  facilities,  long-term  care 
facilities  and  other  health  care  institutions.    Most  nurse  practitioners  supported  by 
Title  VIII  funds  are  employed  in  community  based,  outpatient  or  ambulatory  care 
settings,  serving  minority,  underserved,  and  rural  populations.    It  is  estimated  that 
funds  for  FY95  will  provide  68  awards  to  public  and  nonprofit  private  schools  of 
nursing  for  the  education  of  about  1,360  nurse  practitioners  or  nurse  midwives.  (69 
awards  in  FY94)    Some  of  these  funds,  for  example,  are  being  used  by  the  University 
of  Illinois,  Chicago,  to  expand  the  existing  Family  Nurse  Practitioner  program's  option 
in  Public  Health  Nursing  to  provide  more  nurse  practitioners  in  rural  areas  of  Illinois. 

Section  830  provides  stipends  for  individuals  in  nursing  master's  and  doctoral 
programs,  including  advanced  practice  nurses,  clinical  nurse  specialists,  nurse 
educators,  and  public  health  nurses.    Eighty  percent  of  graduate-level  nurses  are  in 
clinical  practice  and  continue  to  provide  expert  bedside  care.   Others  fill  essential  roles 
as  teachers  and  administrators.    It  is  estimated  that  funds  for  FY95  will  support  236 
awards  to  institutions  for  training  10,071  students.  (233  awards  in  FY94) 

Other  NEA  programs  are  also  addressing  important  needs: 

Section  820  ,  special  projects,  supports  expansion  of  enrollment  in  professional 
nursing  programs,  primary  health  care  in  noninstitutional  settings,  continuing  education 
in  medically  underserved  areas,  and  long-term  care  fellowships.   A  few  examples  of 
Special  Projects  funded  include:  In  my  own  school,  we  have  a  rural  nursing  center 
model  for  differentiated  practice,  which  provides  primary  health  care  to  the  isolated, 
needy  working  poor  community  in  underserved  rural  northwest  Illinois;  the  University  of 
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Miami's  continued  operation  of  a  nursing  center  founded  during  the  aftermath  of 
Hurricane  Andrew  which  provides  primary  care  services  to  the  multiethnic,  multicultural 
underserved  population  of  South  Dade  County  Florida;  and  the  Family  Nursing  Center 
at  Saint  Xavier  University  in  Chicago,  which  provides  family-centered  primary  health 
care  services  to  children  and  their  families  of  the  Gladstone  Elementary  School.    It  is 
estimated  that  funds  for  FY95  will  support  56  awards.  (60  awards  in  1994) 

Section  821  provides  grants  to  nursing  schools  to  prepare  nurses  at  the  master's  or 
doctoral  level  for  teaching,  administration,  public  health,  or  service  in  other 
professional  nursing  specialties.    It  is  estimated  that  funds  for  FY95  will  support  60 
grants  to  schools  for  1,320  nursing  students.    (60  awards  in  1994)  This  funding  is 
especially  crucial  to  meet  the  emerging  needs  of  community  based  health  care 
systems. 

Section  831  provides  grants  for  traineeships  and  education  projects  for  registered 
nurses  to  become  certified  registered  nurse  anesthetists  (CRNA);  also  funded  are 
grants  to  enable  CRNA  faculty  to  obtain  relevant  advanced  education.    It  is  estimated 
that  funds  for  FY95  will  support  70  awards  for. traineeships  of  980  licensed  registered 
nurses,  as  well  as  4  awards  for  12  CRNA  faculty.    (69  traineeship  awards  and  4 
faculty  awards  in  1994) 

Section  827  assists  schools  and  education  programs  in  their  recruitment  of  individuals 
from  minority  or  disadvantaged  backgrounds,  and  to  assist  them  with  their  nursing 
opportunities  through  training,  counseling,  and  stipends.    It  is  estimated  that  funds  for 
FY95  will  support  22  awards  to  schools  of  nursing  for  the  support  of  560  individuals. 
(21  awards  in  1994) 

Section  846  funds  help  students  repay  loans  for  their  nursing  education  in  exchange 
for  service  in  areas  of  critical  nursing  shortage. 

The  Nurse  Education  Act  is  due  for  reauthorization  this  year,  but  we  expect  the 
legislation  to  produce  programs  similar  to  those  listed  above.    We  ask  that  you 
appropriate  as  if  it  were  authorized. 

National   Institute  of   Nursing   Research       Research  programs  of  the  National 
Institute  of  Nursing  Research  (NINR)  at  NIH  support  research  which  strengthens 
nursing  practice  and  the  delivery  of  effective  health  care.    This  research  is  essential  to 
the    development  of  improvements  and  data  in  clinical  effectiveness  and  patient 
outcomes  —  information  which  is  vital  to  the  continuing  assurance  of  quality  care  in  a 
more  cost  conscious,  managed  care  environment. 

NINR's  initiatives  include  support  in  areas  such  as  low  birth  weight,  HIV 
infection,  symptom  management,  the  long-term  care  requirements  of  the  elderly  and 
women's  health  issues.    Recent  initiatives  include  the  development  of  community-based 
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nursing  models  that  promote  cost-effective  and  culturally  sensitive  quality  care, 
research  on  corrective  interventions  with  children  and  adolescents  to  promote 
healthier  behaviors,  and  continued  clinical  and  effectiveness  research  in  the  treatment 
of  infants  and  newborns. 

The  Tri-Council  recommends  an  FY96  appropriation  of  $63  million  for  NINR. 
NINR  appropriations  have  consistently  increased  since  its  inception,  but  have  never 
been  adequate.    Our  recommendation  represents  the  need  to  adequately  support  the 
science  of  nursing  research.   The  recommended  additional  funding  would  expand  total 
research  grants  from  175  to  205  and  total  training  awards  from  203  to  232. 

For  other  related  nursing  education  and  Public  Health  Service  training 
programs,  the  Tri-Council's  recommendations  are  as  follows: 

Disadvantaged    Minority    Health    Scholarships      Thirty  percent  of  these  grant 
funds  are  made  to  health  professions  schools  for  full-time  nursing  students  who  are 
from  disadvantaged  backgrounds.    The  Tri-Council  recommends  an  FY96 
appropriation  of  $18.3  million  for  the  DMHA,  which  would  provide  level-funding  from 
FY95.    We  also  support  the  reauthorization  of  this  program,  which  was  up  in  1994, 
due  to  the  continued  underrepresented  minorities  in  health  professions. 

National  Health  Service  Corps    This  program  provides  scholarships  to  health 
professions  students  and  assists  graduates  in  repaying  their  student  loans  in  return 
for  service  in  underserved  rural  and  urban  areas.    Nurse  practitioners,  nurse  midwives 
and  physician  assistants  are  entitled  to  10%  of  the  scholarship  dollars  and  are  also 
eligible  for  the  loan  repayment  program.   The  Tri-Council  recommends  an  FY96 
appropriation  of  $80.1  million  ,  which  would  provide  level-funding  from  FY95,  and 
hopes  that  this  program  can  continue  to  try  to  meet  the  health  care  needs  of  Health 
Professions  Shortage  Areas.    In  1994  funds  supported  scholarships  to  43  nurse 
practitioners  (36  in  1993)  and  9  certified  nurse  midwives  (19  in  FY93);  and  46  nurse 
practitioners  (33  in  1993)  and  19  certified  nurse  midwives  (9  in  1993)  began  service 
under  NHSC's  loan  repayment  program. 

Rural   Health  Outreach  Grants    These  grants  support  coalitions  of  health  care 
providers  or  systems  to  enhance  the  level  of  health  services  in  rural  communities  that 
are  not  adequately  served  by  traditional  providers.    To  ensure  that  communities  get 
the  maximum  level  of  service  from  providers,  these  health  providers  share  outreach 
workers  to  function  as  case  managers.    Since  nursing  professionals  and  schools  can 
aid  in  such  effort,  the  Tri-Council  recommends  an  FY96  appropriation  of  $27  million, 
the  same  amount  appropriated  in  FY95. 

Interdisciplinary  Training  for   Rural   Health     This  program  addresses  shortages 
of  health  professionals  in  rural  areas  through  interdisciplinary  training  projects  for 
several  health  disciplines.   The  Tri-Council  recommends  an  FY96  appropriation  of  $4.0 
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million,  which  would  provide  level-funding  from  FY95. 

Substance    Abuse    and    Mental    Health    Services   Clinical    Training   (SAMSA) 

This  program  trains  mental  health  personnel,  including  nurses,  to  address  prevention, 
treatment,  social,  and  physical  aspects  of  substance  abuse  and  mental  health,  in 
exchange  for  a  repayment  through  service  to  underserved  or  priority  populations. 
The  program  includes  a  special  Minority  Fellowship  Program  to  help  these  health 
professionals  increase  diversity  in  practice.    The  Tri-Council  recommends  an  FY96 
appropriation  of  $2.7  million,  which  would  provide  level-funding  from  FY95. 

In  summary,  two  major  trends  will  create  an  accelerating  demand  for  nurses 
for  the  foreseeable  future,  particularly  for  nurses  with  advanced  degrees.    An  aging 
population  requires  not  only  more  health  care,  but  also  more  home  and  community- 
based  care,  which  depend  on  nursing.    Managed  care  may  lead  to  hospital  downsizing, 
but  reductions  in  the  demand  for  hospital-based  nurses  will  be  more  than  exceeded  by 
the  increased  demands  in  primary,  home,  and  other  forms  of  community-based  care. 
Strong  skills,  greater  self-reliance  and  responsibility,  sound  foundation  in 
education/theory,  and  the  inculcation  of  nursing  values  and  a  code  of  ethics  are 
fundamental  components  for  nursing  in  our  changing  practice  environment.    The 
support  provided  by  the  NEA,  the  NINR  and  other  public  health  service  programs  has 
been  invaluable  in  providing  start-up  funds  for  much  needed  advanced  practice  nursing 
programs,  supporting  the  education  of  faculty  essential  to  nursing's  ability  to  enroll 
enough  students  to  meet  tomorrow's  demands,  increasing  the  numbers  of  minority 
and  disadvantaged  students,  and  advancing  the  practice  of  nursing. 


Trl-Council    for    Nursing    FY96    Appropriations    Recommendations 


(in 

millions) 

Nurse    Education    Act 

FY95  actual 

FY96  Tri-C  Request 

Nurse    Practitioner/Midwife 

$16.9 

$16.9 

Professional  Nurse  Traineeships 

$15.5 

$15.5 

Advanced  Nurse  Education 

$12.3 

$12.3 

Special  Projects 

$10.4 

$10.4 

Nurse  Anesthetists 

$  2.7 

$    2.7 

Disadvantaged  Assistance 

$  3.7 

$    3.7 

Loan  Repayment 

$  2.0 

$  2.0 

Total   NEA 

$63.5 

$63.5 

National    Inst,    of    Nursing    Research 

$52.8 

$63.0 

Dlsadv.     Minority     Scholarships 

$18.3 

$18.3 

National    Health    Service    Corps 

$30.1 

$80.1 

Rural    Health    Outreach    Grants 

$27.0 

$27.0 

Interdlsclpl.     Training     Rural     Health 

$    4.0 

$  4.0 

Subs.     Abuse/Mental    Health     Clin 

.Tra 

n        $    2.7 

$    2.7 
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Wednesday,  February  1,  1995. 

WITNESS 
JOANNE  FREUNDLICH 

Mr.  Porter.  Our  next  witness  is  Joanne  Freundlich  and  I  believe 
she  is  representing  herself. 

Ms.  Freundlich.  Actually  I  am  not  representing  myself,  if  I  can 
make  my  name  over.  Actually  I  am  representing  3,000  names, 
3,000  people  who  have  signed  letters. 

I  apologize  for  any  rustling  around  by  my  children  who  pay  more 
taxes  than  most  people  here. 

I  am  Joanne  Freundlich.  I  have  an  MBA  in  finance  and  experi- 
ence in  securities  analysis  and  teach  finance  at  a  major  university. 

I  heard  the  words,  you  have  ovarian  cancer,  five  years  ago  when 
my  son  was  six  months  old  and  my  daughter  was  five.  The  past 
five  years  have  been  hell  for  my  family.  Numerous  abdominal  sur- 
geries and  countless  chemotherapies  have  not  arrested  my  disease. 
I  am  still  on  treatment  and  my  family  has  gone  through  years  of 
worry.  I  am  not  alone.  Nearly  6  million  Americans  have  heard,  you 
have  cancer,  in  the  past  five  years.  Few  of  us  are  the  proverbial 
95  year  old  who  many  think  is  a  typical  cancer  patient. 

I  have  heard  numerous  remarks  about  it  being  a  young  people's 
disease.  Well,  cancer  attacks  10,000  children  a  year  and  kills  far 
more  young  mothers  than  just  about  anything  I  can  think  of.  And 
cancer  incidence  and  mortality  rates  are  rising  despite  progress  for 
some  cancers,  and  prevention  is  a  dream,  not  a  reality. 

In  September,  as  an  individual,  I  began  a  letter-writing  cam- 
paign to  make  people  aware  of  what  is  not  being  done  for  cancer 
research.  I  herewith  submit  3,000 — actually  more  than  that,  signed 
petition  letters  from  all  across  the  country.  These  letters  were 
passed  from  person  to  person  individually — with  no  help  from  any 
large  organization;  they  wouldn't  help  and  that  is  okay  with  me — 
and  mailed  to  me  often  with  personal  notes  about  families  deci- 
mated by  cancer. 

We  ask — we  totally  fly  in  the  face  of  political  reality  these  days 
and  ask  for  full  funding  of  the  National  Cancer  Institute's  1996  by- 
pass budget.  We  need  more  cancer  research  and  sufficient  funding 
so  the  money  for  one  cancer  does  not  come  at  the  expense  of  an- 
other. I  don't  want  a  cure  for  ovarian  cancer  at  the  price  of  my 
son's  life. 

Cancer  gets  no  respect.  Cancer  received  only  $2  billion  last  year 
in  the  face  of  1.2  million  casualties,  565,000  dead  alone  in  one  year, 
200,000  under  65  for  anyone  fearless  enough  to  think  that  65  is 
old,  and  an  economic  cost  of  more  than  $110  billion. 

More  than  12  million  Americans  have  died  of  cancer  since  the 
war  was  declared  in  1971,  war  against  cancer,  1971.  A  disease  ex- 
pected to  be  the  number-one  killer  by  the  year  2000  has  no  Na- 
tional Tumor  Registry  to  keep  track  of  the  number  and  epidemiol- 
ogy of  victims.  Why  do  presidentially  appointed  experts  say  $3  bil- 
lion is  needed  to  fight  a  winning  war  and  only  two-thirds  of  that 
amount  is  appropriated?  If  the  experts  are  incompetent,  then  fire 
them  and  get  ones  that  you  trust  fight  the  war.  If  a  foreign  power 
killed  565,000  Americans  who  were  defenseless  in  one  year,  it 
would  declare  all-out  war.  Why  do  we  do  less  for  the  enemy  within? 
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More  cancer  research  will  also  help  our  economy.  The  space  pro- 
gram and  the  success  of  our  military  during  Desert  Storm  were  no 
accident.  Our  government  committed  to  put  a  man  on  the  moon 
and  did  so.  We  wanted  a  strong  defense  industry  and  we  did  so. 
We  made  research  an  opportunity,  a  public  good  deserving  of  public 
funding.  It  still  is. 

More  cancer  research  means  more  high-paying  jobs,  the  hope  of 
better  treatments,  and  lower  health  care  costs,  more  exports  to  a 
world  hungry  for  cancer  cures  and  maintaining  America's  eminence 
in  the  scientific  community.  Nobody  does  science  and  medicine  bet- 
ter than  we  do.  We  simply  don't  do  enough. 

The  private  sector  alone  cannot  finance  this  progress.  I  speak  as 
a  former  securities  analyst.  Basic  research  is  expensive  and  risky 
in  terms  of  results  and  time  frame  of  results.  Worse,  FDA  policies 
and  talk  of  profit  controls  by  our  own  government  have  made  the 
already  risky  and  costly  business  of  producing  new  drugs  even 
riskier.  Biotechnology  firms  were  able  to  raise  less  than  $1  billion 
in  the  capital  markets  in  early  1994  before  their  most  active  under- 
writers stopped  making  markets  in  their  stocks,  accelerating  a  de- 
cline in  stock  prices  and  making  research  almost  impossible. 

The  new  Nobel  prize  winner  in  medicine  resigned  because  he 
wasn't  going  to  get  enough  money  to  finish  his  research  for  the 
year  and  he  gave  up  his  salary  at  the  expense  of  his  research. 

From  where  will  progress  come  if  both  the  government  and  the 
private  sector  cut  back?  We  must  treat  cancer  research  as  vital  to 
the  national  interest. 

Ignoring  cancer  will  not  make  it  go  away.  Funding  two-thirds  of 
the  NCI  budget  is  not  good  enough.  If  the  experts  are  that  bad,  get 
rid  of  them.  Fewer  researchers  fighting  cancer  now  than  in  1984 
is  not  good  enough,  especially  since  a  sizable  chunk  of  those,  quote, 
unquote,  cancer  researchers  are  earmarked  for  AIDS. 

I  think  the  AIDS  researchers  realize,  and  they  do,  that  a  lot  of 
the  progress  on  AIDS  has  come  on  the  foundation  of  cancer  re- 
search. Without  the  foundation  of  cancer  research,  there  would 
have  been  not  10  drugs  out  there  for  AIDS.  Spending  fewer  dollars 
on  cancer  research  each  year  and  letting  good  projects  go  unfunded 
sends  a  clear  message:  If  you  have  cancer  or  will  be  one  of  the  80 
million  Americans  destined  already  today  to  get  cancer,  then  you 
might  as  well  drop  dead.  And  it  tells  top  students  find  something 
other  to  do  than  cancer  research. 

Take  science  to  the  limit.  Use  the  dedicated  and  highly  trained 
researchers  and  good  research  opportunities  that  we  already  have 
available  in  inventory.  This  is  not  pie  in  the  sky.  They  could  be  a 
powerful  engine  of  economic  growth.  Give  them  the  resources  they 
need  to  achieve  success  and  set  them  free. 

If  you  vote  against  fully  funding  the  war  against  cancer,  put  your 
money  where  your  mouth  is.  Sign  a  pledge  that  if  you  or  someone 
you  love  is  diagnosed  with  cancer,  you  will  not  contact  the  National 
Cancer  Institute;  you  yourself  will  pull  no  strings  to  get  special 
privileges  from  the  NCI  or  access  to  NCI  surgeons  or  experimental 
treatments.  Of  course,  pulling  all  the  strings  in  the  world  is  use- 
less. Magic  bullets  don't  exist  and  will  never  exist  unless  it  has 
been  formed.  This  is  a  special  form  of  the  Shays  Accountability  Act. 
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If  you  are  willing  to  consign  millions  of  people  you  represent  to 
death,  it  is  fair  that  you  also  suffer. 

You  spend  our  money.  Invest  that  money  to  end  cancer  pref- 
erably in  our  lifetime.  When  I  see  my  children,  naughty  as  they  are 
and  I  see  your  children  and  your  grandchildren,  I  realize  that  50 
years  is  simply  not  a  good  enough  period  of  time  to  wait  for  a  cure. 
We  just  don't  have  that  time.  In  the  words  of  Star  Trek's  Captain 
Picard,  "Make  it  so." 

Miss  Freundlich.  Yea,  mommy. 

[The  prepared  statement  of  Joanne  Freundlich  follows:] 
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Joanne  Freundhch,  Wife,  Mother,  Cancer  Patient 

Speech  before  the  Subcommittee  on  Dept.  of  Labor,  Health  and  Human  Services  and 

Related  Agencies,  Appropriations  for  1996 

February  1,  1995 

I  am  Joanne  Freundhch,  a  wife  and  mother  of  two  young  children.  I  have  an  MBA 
in  finance,  and  experience  in  securities  analysis  and  teaching  finance  at  a  major  university. 

I  heard  the  words,  "You  have  ovarian  cancer"  about  5  years  ago,  when  my  son 
was  6  months  old,  and  my  daughter  was  5.  The  past  S  years  have  been  hell  for  our  family: 
numerous  abdominal  surgeries  and  countless  chemotherapies  have  not  arrested  my  disease 
(I  am  still  on  treatment);  and  my  family  has  gone  through  years  of  worry.  I  am  not  alone; 
nearly  6  million  Americans  have  heard,  "You  have  cancer"  in  the  past  5  years.  Few  of  us 
are  the  proverbial  95  year  old  who  many  think  is  the  typical  cancer  patient.  And  cancer 
incidence  and  mortality  rates  are  rising  despite  progress  for  some  cancers. 

In  September  I  began  a  letter- writing  campaign  to  make  people  aware  of  what  is 
not  being  done  for  cancer  research.  I  herewith  submit  3000  signed  petition  letters  from  all 
across  the  country.  These  letters  were  passed  from  person  to  person,  individually,  and 
mailed  to  me,  often  with  personal  notes.  We  ask  for  full  funding  of  the  National  Cancer 
Institute's  1996  Bypass  Budget  request.  We  need  more  cancer  research,  and  sufficient 
funding  so  that  money  for  one  cancer  does  not  come  at  the  expense  of  another. 

Cancer  gets  no  respect.    Why  else  did  cancer  research  receive  only  $2  billion  last 
year  in  the  face  of  1.2  million  casualties;  565,000  dead  (200,000  under  65);  and  an 
economic  cost  of  more  than  $110  billion?  Why  does  a  disease  expected  to  be  the  #1  killer 
by  the  year  2000  have  no  National  Tumor  Registry  to  keep  track  of  the  number  and 
epidemiology  of  victims?  Why  do  presidentially-appointed  experts  say  that  $3  billion  is 
needed  to  fight  a  winning  war,  and  only  two-thirds  of  that  amount  is  appropriated?  If  the 
"experts"  are  incompetent,  fire  them,  and  get  ones  you  trust,  but  fight  the  war.  If  a 
foreign  power  killed  565,000  Americans  in  one  year,  we  would  declare  all-out  war.  Why 
do  we  do  less  to  fight  the  enemy  within? 

More  cancer  research  will  also  help  our  economy.  The  space  program  and  the 
success  of  our  military  during  Desert  Storm  were  not  accidents.  Our  government 
committed  to  put  a  man  on  the  moon,  and  to  have  a  strong  defense  industry.  We  saw 
research  as  an  opportunity,  a  "public  good"  deserving  of  public  funding.  It  still  is.  More 
cancer  research  means  more  high-paying  jobs,  the  hope  of  better  treatments  and  lower 
health  care  costs,  more  exports  to  a  world  hungry  for  cancer  cures,  and  maintaining 
America's  eminence  in  the  world  science  community.  Nobody  does  science  and  medicine 
better;  we  just  don't  do  enough  of  it. 

The  private  sector  alone  cannot  finance  this  progress.  Basic  research  is  expensive 
and  risky  in  terms  of  results  and  time- frame  of  results.  Worse,  FDA  policies  and  talk  of 
profit  controls  have  made  the  already-risky  and  costly  business  of  producing  new  drugs 
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even  riskier.  Biotechnology  firms  raised  less  than  $1  billion  in  the  capital  markets  in  early 
1994  before  their  most  active  underwriter  stopped  making  markets  in  their  stocks, 
accelerating  a  decline  in  stock  prices.  From  where  will  progress  come  if  both  the 
government  and  the  private  sector  cut  back? 

We  must  treat  cancer  research  as  vital  to  the  national  interest.  Funding  2/3  of  the 
NCI  budget  is  not  good  enough.  Fewer  researchers  fighting  cancer  now  than  in  1984  is 
not  good  enough,  especially  since  a  sizable  chunk  of  those  researchers  are  earmarked  for 
AIDS.  Spending  fewer  real  dollars  on  cancer  research  each  year,  and  letting  good 
projects  go  unfunded,  sends  a  clear  message:  If  you  have  cancer,  or  will  get  cancer, 
"Drop  Dead".  It  tells  top  students:  find  something  to  do. other  than  cancer  research. 

Take  our  scientific  comparative  advantage  to  the  limit.  Use  the  dedicated  and 
highly  trained  researchers  and  good  research  opportunities  we  have  available.    They  could 
be  a  powerful  engine  of  economic  growth.  Provide  them  with  resources  they  need  to 
achieve  success—and  set  them  free. 

If  you  vote  against  fully  funding  the  war  against  cancer,  then  sign  a  pledge  that  if 
you  or  someone  you  love  is  diagnosed  with  cancer,  you  will  pull  no  strings  to  get  special 
privileges  from  the  NCI  or  access  to  NCI  experimental  treatments.  Of  course,  pulling  all 
the  strings  in  the  world  is  useless  in  any  case:  the  "magic  bullets"  will  not  exist  unless 
research  is  supported.  See  this  as  a  special  form  of  the  Shays  Accountability  Act:  If  you 
are  willing  to  consign  millions  of  people  you  represent  to  death,  it  is  fair  that  you  suffer 
similar  consequences. 

You  spend  our  money.  Invest  that  money  to  end  cancer,  preferably  in  our  lifetime. 

In  the  words  of  Star  Trek's  Capt.  Picard,  "Make  it  so." 
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Mr.  PORTER.  Mrs.  Freundlich,  that  was  a  wonderful  statement. 
We  certainly  clearly  agree  with  your  priorities  and  obviously  this 
subcommittee,  throughout  its  history,  has  done  its  very  best  to  try 
to  maximize  the  funding  going  into  the  National  Institutes  of 
Health  for  biomedical  research,  and  cancer  has  always  been  a  high 
priority,  as  well.  I  will  repeat  something  I  said  earlier.  We  can  only 
do  with  what  we  have. 

Ms.  Freundlich.  I  submit  to  you  if  you  were  to  tell  the  people 
of  this  country  we  cannot  give  you  a  tax  cut  this  year,  we  cannot 
give  you  two  pizzas'  worth  of  money  back  in  taxes  but  we  will  do 
cancer  research  and  we  will  hold  cancer  researchers  accountable, 
we  ourselves  will  be  accountable,  people  would  say  do  it. 

There  was  a  public  opinion  poll  that  was  taken  fairly  recently 
that  said  that  most  people — almost  everybody  who  they  inter- 
viewed was  concerned  about  cancer  and  they  said  that  they  would 
be  willing  to  spend  more  than  a  dollar  a  week  for  more  cancer  re- 
search. I  don't  have  the  copy  of  the  poll  but  I  know  that  I  think 
Research  America  did  the  poll. 

Mr.  Porter.  Well,  we  will  do  the  best  we  can  and,  yea,  mommy, 
you  did  a  wonderful  job. 


Wednesday,  February  1,  1995. 

WITNESSES 

PEGGY  CLARKE,  PRESIDENT,  AMERICAN  SOCIAL  HEALTH  ASSOCIA- 
TION 

CHARLES  RABINS,  CHIEF,  STD  SECTION,  ILLINOIS  DEPARTMENT  OF 
PUBLIC  HEALTH 

Mr.  Porter.  Peggy  Clark  and  Charles  Rabins,  American  Social 
Health  Association.  I  see  Illinois  Department  of  Public  Health  next 
to  your  name.  I  have  a  particular  welcome  for  you,  Mr.  Rabins. 

Mr.  Rabins.  Thank  you. 

Ms.  Clarke.  Good  morning,  Mr.  Chairman  and  Members  of  the 
subcommittee.  I  am  Peggy  Clarke,  the  President  of  the  American 
Social  Health  Association,  which  is  a  national  nonprofit  organiza- 
tion solely  dedicated  to  the  prevention  and  control  of  all  sexually 
transmitted  diseases.  Since  1914,  we  have  been  working  on  a  pro- 
gram for  providing  STD  prevention  through  programs  of  education, 
advocacy,  and  research. 

With  your  permission,  I  would  like  to  take  just  a  few  moments 
to  give  you  my  abridged  version  of  my  full  testimony  and  enter  my 
full  testimony  into  the  record  so  that  I  can  allow  Mr.  Rabins  to  pro- 
vide his  analysis  of  the  impact  of  these  diseases  on  the  local  level. 

Any  epidemic  that  affects  12  million  people,  12  million  Ameri- 
cans each  year  should  be  a  national  priority  and  I  think  that  figure 
is  worth  repeating,  12  million  people,  the  highest  sexually  trans- 
mitted disease  infection  rate  in  an  industrialized  world.  It  is  now 
estimated  that  one  in  every  four  Americans  will  contract  a  sexually 
transmitted  disease  during  their  lifetime.  In  addition  to  the  consid- 
erable emotional  and  physical  toll  exacted  by  STDs,  the  health  care 
expenditures  are  also  staggering.  In  1994  alone,  an  estimated  costs 
of  sexually  transmitted  disease  totaled  $7  billion.  In  addition,  the 
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last  decade  has  seen  a  dramatic  increase  in  the  flexibility  and 
scope  of  sexually  transmitted  diseases. 

These  diseases  take  a  particular  toll  on  women,  adolescents,  and 
newborns.  Two-thirds  of  all  STD  cases  in  America  occur  to  persons 
under  the  age  of  25.  One  out  of  every  five  sexually  active  teenagers 
has  acquired  a  sexually  transmitted  disease  by  the  age  of  21.  The 
Centers  for  Disease  Control  now  reports  that  as  many  as  20  per- 
cent to  30  percent  of  all  sexually  active  teenage  women  now  test 
positive  for  chlamydia,  and  national  gonorrhea  rates  are  highest 
among  women  under  the  age  of  20. 

Perhaps  one  of  the  most  sobering  facts  about  the  rates  of  STDs 
among  our  teens  is  the  long-term  health  consequences.  These 
young  women  will  experience  significantly  higher  rates  of  infertil- 
ity, ectopic  pregnancy,  cervical  cancer,  and  HIV/AIDS  transmission. 

Fortunately,  effective  programs  to  combat  the  STD  programs  do 
exist.  Of  considerable  note  is  the  infertility  prevention  program  of 
the  Centers  for  Disease  Control.  This  program  is  based  on  an  ex- 
tremely successful  and  cost-effective  demonstration  project  in 
which  every  woman  at  risk  of  contracting  a  sexually  transmitted 
disease  that  causes  infertility  is  screened  and  treated  during  her 
exam.  Since  1988,  the  four  northwestern  States  involved  in  this 
project  have  seen  chlamydia  rates  drop  by  as  much  as  61  percent. 
In  1993  alone,  this  program  prevented  an  estimated  76,000  cases 
of  chlamydia  in  those  States. 

Unfortunately,  lack  of  funds  has  constrained  the  Centers  for  Dis- 
ease Control  for  implementing  this  successful  program  nationwide. 
As  a  matter  of  fact,  9  of  the  10  public  health  regions  have  not  met 
the  need  for  services  in  their  family  planning  centers  or  in  their 
STD  clinics. 

Our  recommendation  for  the  Infertility  Prevention  Project  of  the 
CDC  for  fiscal  year  1996  is  for  $25  million.  While  far  short  of  the 
$90  million  needed  for  full  nationwide  implementation,  this  amount 
will  allow  the  Centers  for  Disease  Control  to  expand  the  program 
to  provide  a  rudimentary  level  of  service  delivery  in  every  public 
health  region. 

Details  concerning  my  recommendations  for  the  other  STD  pro- 
grams of  the  CDC  and  the  crucial  research  conducted  by  the  Na- 
tional Institutes  of  Health  are  provided  in  my  written  testimony, 
and,  with  your  permission,  I  would  like  to  ask  now  Mr.  Charlie 
Rabins,  who  is  the  Chief  of  the  STD  section  of  the  Illinois  Depart- 
ment of  Public  Health  to  talk  briefly  about  the  impact  of  STDs  and 
the  STD  epidemic  on  the  State  of  Illinois. 

[The  prepared  statement  of  Peggy  Clarke  follows:] 
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Testimony  of  Ms.  Peggy  Clarke 

President,  American  Social 
Health  Association 

Good  Morning  Mr.  Chairman  and  Members  of  the  Subcommittee.  I  am  Peggy  Clarke, 
president  of  the  American  Social  Health  Association  (ASHA),  the  only  national  nonprofit 
organization  dedicated  solely  to  the  elimination  of  all  sexually  transmitted  diseases 
(STDs).  For  eighty  years  ASHA  has  combatted  the  epidemic  of  STDs  through  programs 
of  education,  research  and  public  policy.  * 

Thank  you  for  the  opportunity  to  testify  before  your  subcommittee  about  the  health 
crisis  caused  by  the  Skyrocketing  rates  of  STDs  in  this  county,  and  the  programs  of  the 
Centers  for  Disease  Control  and  Prevention  (CDC)  and  the  National  Institutes  of  Health 
(NIH)  that  fight  these  diseases.  Before  I  discuss  our  funding  recommendations,  I  will 
take  a  brief  moment  to  explain  the  scope  and  characteristics  of  the  STD  problem. 

Any  epidemic  that  affects  12  million  Americans  each  year  should  be  a  national  priority. 
This  is  a  figure  worth  repeating  - 12  million  people  -  the  highest  STD  infection  rate  in 
the  industrialized  world.  It  is  now  estimated  that  one  in  every  four  Americans  will 
contract  an  STD  during  their  lifetime.  In  addition  to  the  considerable  emotional  and 
physical  toll  exacted  by  STDs,  the  health  care  expenditures  are  also  staggering.  In  1994 
alone,  the  estimated  costs  of  STDs  totaled  $7  billion.  In  addition,  the  last  decade  has 
seen  a  dramatic  increase  in  the  complexity  and  scope  of  STDs. 

These  diseases  take  a  particular  toll  on  women,  adolescents  and  newborns.  Women  are 
especially  at  risk  because: 

•  Anatomical  differences  facilitate  prolonged  exposure  in  women. 

•  Women  are  less  likely  to  seek  treatment  for  STDs,  mainly  because  the  diseases  are 
normally  asymptomatic.  In  contrast  to  men,  women  often  do  not  know  they  are 
infected  until  irreparable  damage  has  occurred.  For  instance  chlamydia  -  which 
will  affect  4  million  people  this  year  and  is  the  single  greatest  cause  of  infertility 
-  shows  no  symptoms  in  75%  of  infected  women. 

•  Women  suffer  more  severe  consequences  from  STDs.  Untreated  infections  are 
known  to  cause  pelvic  inflammatory  disease  which  often  results  in  infertility,  life- 
threatening  ectopic  pregnancy,  and  cervical  cancer.  Infants  born  to  women  who 
are  infected  with  an  STD  are  subjected  to  premature  delivery,  pneumonia,  eye 
infections  and  even  death. 

Studies  have  repeatedly  shown  that  our  young  people  are  becoming  sexually  active  at 
younger  and  younger  ages.  This  trend  is  reflected  in  an  elevated  rate  of  STD 
transmission  among  adolescents.  Two-thirds  of  all  STD  cases  in  America  occur  in 
persons  under  the  age  of  25.  One  out  of  every  five  sexually  active  teenagers  has 
acquired  an  STD  by  the  age  of  21.    The  CDC  reports  that  as  many  as  20-30%  of  all 
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sexually  active  teenage  women  now  test  positive  for  chlamydia,  and  national  gonorrhea 
rates  are  highest  among  women  under  the  age  of  twenty. 

Perhaps  the  most  sobering  fact  about  the  high  rates  of  STDs  among  our  teens  is  the  long- 
term  health  effects.  These  young  women  will  experience  significantly  higher  rates  of 
infertility,  ectopic  pregnancy,  cervical  cancer  and  HTV/AIDS  transmission. 

The  urgent  need  to  control  the  spread  of  AIDS  is  another  good  reason  to  make  the  STD 
programs  of  the  CDC  and  the  NIH  a  priority.  The  majority  of  the  population  is  not 
aware  that  a  pre-existing  STD  places  an  individual  at  a  greatly  increased  risk  of 
contracting  HTV,  the  virus  that  causes  AIDS.  NIH  officials  have  reported  that  a  woman 
who  has  gonorrhea  is  nine  times  more  likely  to  become  infected  with  HTV.  Men  with 
syphilis  experience  a  6  fold  increased  risk  of  contracting  HTV.  We  can  not  vaccinate 
against  AIDS,  and  we  can  not  cure  AIDS,  but  we  can  help  prevent  the  disease  by 
stopping  the  STDs  that  facilitate  its  transmission. 

As  I  stated  earlier,  the  health  care  expenditures  related  to  STDs  are  shocking,  $7  billion 
last  year  alone.  It  is  estimated  that  this  country  spends  $2.1  billion  per  year  solely  on 
the  treatment  of  chlamydia  and  its  sequelae.  By  contrast,  if  chlamydia  is  diagnosed  in 
the  early  stages,  treatment  can  cost  as  little  as  $2.25  per  case. 

Fortunately,  effective  programs  to  combat  the  STD  epidemic  do  exist.  Of  considerable 
note  is  the  Infertility  Prevention  Program  of  the  CDC.  This  program  is  based  on  an 
extremely  successful  and  cost-effective  demonstration  project  in  which  every  woman  at 
risk  of  contracting  the  STDs  that  cause  infertility  (specifically  chlamydia  and  gonorrhea) 
is  screened  and  treated  during  her  routine  exam.  Since  1988,  the  four  North-western 
states  involved  in  this  demonstration  project  have  seen  chlamydia  rates  drop  by  as  much 
as  61%.  In  1993  alone,  it  is  estimated  that  this  program  prevented  76,000  cases  of 
chlamydia. 

Unfortunately,  lack  of  funding  has  constrained  the  CDC  from  implementing  this 
successful  prevention  program  nationwide.  As  a  matter  of  fact,  nine  of  the  ten  public 
health  regions  have  not  yet  met  the  need  for  services  in  family  planning  or  STD  clinics. 

Our  recommendation  for  the  Infertility  Prevention  Project  of  the  CDC  for  FY  1996  is  $25 
million.  While  far  short  of  the  $90  million  needed  for  full  nationwide  implementation, 
this  amount  will  allow  the  CDC  to  expand  the  program  to  provide  a  rudimentary  level 
of  service  delivery  in  every  public  health  region. 

In  addition  to  the  infertility  prevention  program,  funding  for  the  CDC's  STD  programs 
supports  state  and  local  health  departments  as  well  as  community-based  organizations 
in  their  efforts  to  implement  prevention  strategies  that  are  responsive  to  this  continually 
changing  epidemic.  CDC  grants  to  states  support  essential  programs  such  as; 
surveillance,  partner  notification,  clinician  training,  education  and  counseling.  For  these 
grant  programs,  we  recommend  fiscal  year  1996  funding  of  $102  million. 
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STD  research  conducted  by  the  NIH  provides  our  public  health  system  with  the  tools 
needed  to  track  and  control  this  epidemic.  Advances  are  being  made.  For  instance,  NIH 
research  produced  a  new  reliable,  inexpensive,  non-intrusive  test  for  chlamydia,  as  well 
as  a  single-dose  cure.  In  addition,  current  research  on  topical  microbicides  could  soon 
produce  a  simple  female-controlled  method  of  preventing  the  transmission  of  all  STDs 
including  HIV.  Such  an  advance  would  have  an  enormous  impact  on  STD  infection 
rates. 

Our  recommendation  for  the  STD  research  conducted  by  the  NIH  in  FY  1996  is  $91.7 
million,  an  increase  of  $24.5  million  over  FY  1995.  Funding  at  this  level  will  allow 
increased  research  on  topical  microbicides,  pelvic  inflammatory  disease,  STD/HTV 
prevention  techniques,  diagnostics,  behavioral  intervention,  and  vaccines. 

Numerous  analyses  of  the  economic  impact  of  STDs  have  shown  that  small  investments 
in  STD  prevention  pay  large  dividends  -  in  economic  as  well  as  human  terms.  I  urge 
this  subcommittee  to  allocate  the  resources  needed  to  halt  the  physical  and  emotional 
devastation  caused  by  this  epidemic.  STDs  are  too  expensive  to  ignore. 

Thank  you  for  your  consideration  of  our  views.  I  would  be  pleased  to  answer  any 
questions. 


Summary  of  Recommendations: 


FY  1995 


FY  1996  Recommendation 


CDC's  STD  Grant  Programs 
Direct  Operations 
Total 


$92  million 
$13.4  million 
$105.4  million 


$126.9  million 
$14.9  million 
$141.8  million 


NIH  STD  Research 


$67.2  million 


$91.7  million 
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Mr.  Rabins.  It  is  an  honor  for  me  to  appear  before  this  sub- 
committee to  discuss  the  STD  problem  from  my  perspective  as  the 
head  of  a  State  STD  program  and  on  behalf  of  the  American  Social 
Health  Association. 

Those  of  us  who  administer  STD  programs  are  confronted  with 
an  almost  impossible  task.  We  are  asked  to  accommodate  the  dra- 
matic increase  in  individuals  seeking  services  for  family  planning 
in  STD  clinics  within  the  limits  of  completely  inadequate  Federal 
support  for  our  efforts.  In  Illinois,  annual  support  for  STD  preven- 
tion activities  has  fallen  5  to  10  percent  in  real  terms  for  the  past 
3  to  4  years.  Therefore,  we  are  simply  unable  to  provide  services 
to  all  who  come  to  local  clinics  seeking  treatment.  Several  of  our 
clinics  routinely  turn  patients  away,  with  one  clinic  estimating  that 
it  turns  away  several  thousand  patients  a  year.  I  understand  that 
this  problem  is  occurring  across  the  country. 

I  would  like  to  begin  with  some  comments  about  a  disease  which 
should  no  longer  exist  in  this  country — syphilis.  In  1993,  Lake 
County  reported  54  cases  of  syphilis,  including  3  cases  of  congenital 
syphilis.  These  are  babies  born  infected  with  the  disease.  In  1993, 
in  Cook  County,  we  had  3,201  cases  of  syphilis,  including  317  ba- 
bies born  infected. 

Chairman  Porter,  it  is  a  national  embarrassment  that  this  dis- 
ease occurs  in  epidemic  proportions  across  our  country  while  most 
industrialized  nations  have  all  but  eradicated  it.  I  encourage  this 
subcommittee  to  provide  funding  for  the  CDC's  special  initiatives 
to  eradicate  syphilis  with  a  special  emphasis  on  congenital  syphilis. 

I  would  also  like  to  follow  up  in  two  specific  aspects  of  Ms. 
Clarke's  statement.  First,  those  interested  in  the  health  of  Amer- 
ican adolescents  should  be  extremely  concerned  about  the  STD 
problem.  In  1993,  the  most  recent  year  for  which  we  have  complete 
data,  40  percent  of  the  chlamydia  cases  reported  in  the  State  of  Illi- 
nois occurred  in  15-  to  19-year-olds.  In  Lake  County,  35  percent  of 
the  gonorrhea  cases  occurred  in  the  10  to  19  year  old  age  group 
and  in  Cook  County,  31  percent. 

Second,  Ms.  Clarke  made  an  eloquent  case  for  expanded  support 
for  CDC's  infertility  prevention  program.  As  you  may  know,  this 
highly  successful  program  provides  phased  regional  support  for  an 
initiative  to  screen  and  treat  women  for  chlamydia  and  gonorrhea. 
The  State  of  Illinois  received  support  to  establish  the  infrastructure 
for  this  program  in  fiscal  year  1994  and  we  have  received  word 
that  we  will  receive  support  of  initial  implementation  in  fiscal  year 
1995. 

Our  State's  ability  to  complete  implementation  of  this  program 
depends  on  Federal  funding  at  or  near  the  levels  Ms.  Clarke  rec- 
ommends. Fully  implemented,  this  program  will  save  the  Illinois 
health  care  system  at  least  $5  million  annually.  I  strongly  urge 
you,  Chairman  Porter,  to  give  special  priority  to  this  important  and 
cost-effective  program. 

Again,  I  would  like  to  thank  you  for  the  opportunity  to  discuss 
STD  problems  of  our  State  and  Nation.  I  hope  you  will  take  all 
steps  possible  to  maximize  funding  for  the  CDC's  STDs  prevention 
and  control  program. 

Mr.  Porter.  Ms.  Clarke  and  Mr.  Rabins,  thank  you  very  much 
for  your  good  statement.  We  very  much  appreciate  your  coming  to 
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testify  before  this  subcommittee.  We  are  generally  on  track.  I  will 
again  remind  our  witnesses  to  do  their  best  to  stay  within  the  five- 
minute  limit. 
[The  prepared  statement  of  Charlie  Rabins  follows:] 
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Statement  of  Mr.  Charlie  Rabins 

Chief,  STD  Section 

Illinois  Department  of  Public  Health 

Before  the  United  States  House  of  Representatives 

Committee  on  Appropriations 

Subcommittee  on  Labor,  Health  and 

Human  Services,  and  Education 

February  1,  1995 


It  is  an  honor  for  me  to  appear  before  this  Subcommittee  to  discuss  the  STD  problem 
from  my  perspective  as  the  head  of  a  state  STD  program  and  on  behalf  of  the  American  Social 
Health  Association.  Those  of  us  who  administrate  STD  programs  are  confronted  with  an  almost 
impossible  task:  we  are  asked  to  accommodate  the  dramatic  increase  in  individuals  seeking 
services  from  family  planning  and  STD  clinics  within  the  limits  of  completely  inadequate  Federal 
support  for  our  efforts.  In  Illinois,  annual  Federal  support  for  STD  prevention  activities  has 
fallen  5-10%  in  real  terms  for  the  past  three  years.  Therefore,  we  are  simply  unable  to  provide 
services  to  all  who  come  to  local  clinics  seeking  treatment.  Several  of  our  clinics  routinely  turn 
patients  away,  with  one  clinic  estimating  that  it  turns  away  several  thousand  patients  every  year. 
I  understand  that  this  problem  is  occurring  across  the  country. 

I  would  like  to  begin  with  some  comments  about  a  disease  which  should  no  longer  exist 
in  this  country:  syphilis.  In  1993,  Lake  County  reported  54  cases  of  syphilis  including  3  cases 
of  congenital  syphilis  -  these  are  babies  born  infected  with  the  disease.  In  1993  in  Cook  County 
we  had  3,201  cases  of  syphilis,  including  317  babies  bom  infected.  Mr.  Porter,  it  is  a  national 
embarrassment  that  this  disease  occurs  in  epidemic  proportions  across  our  country  while  most 
other  industrialized  nations  have  all  but  eradicated  it.  I  encourage  this  Subcommittee  to  provide 
funding  for  the  CDC's  special  initiatives  to  eradicate  syphilis,  with  an  emphasis  on  congenital 
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syphilis. 

I  would  also  like  to  follow  up  on  two  specific  aspects  of  Ms.  Clarke's  statement.  First, 
those  interested  in  the  health  of  American  adolescents  should  be  extremely  concerned  about  the 
STD  problem.  In  1993,  the  most  recent  year  for  which  we  have  complete  data,  40%  of  the 
chlamydia  cases  reported  in  the  state  of  Illinois  occurred  in  15-19  year-olds.  In  Lake  County, 
35%  of  the  gonorrhea  cases  occurred  in  the  10-19  year-old  age  group,  and  in  Cook  County,  31%. 

Second,  Ms.  Clarke  made  an  eloquent  case  for  expanded  support  for  the  CDC's  Infertility 
Prevention  Program.  As  you  may  know,  this  highly  successful  program  provides  phased  regional 
support  for  an  initiative  to  screen  and  treat  women  for  chlamydia  and  gonorrhea.  The  state  of 
Illinois  received  support  to  establish  the  infrastructure  for  this  program  in  FY  1994  and  we  have 
received  word  that  we  will  receive  support  for  initial  implementation  in  FY  1995.  Our  state's 
ability  to  complete  implementation  of  this  program  over  the  next  few  years  depends  on  Federal 
funding  at  or  near  the  level  Ms.  Clarke  has  recommended.  Fully  implemented,  this  program  will 
save  the  Illinois  health  care  system  at  least  $5  million  annually.  I  strongly  urge  you,  Mr.  Porter, 
to  give  special  priority  to  this  important  and  cost-effective  program. 

Again,  I  would  like  to  thank  you  for  the  opportunity  to  discuss  the  STD  problems  of  our 
state  and  the  nation.  I  hope  you  will  take  all  steps  possible  to  maximize  funding  for  the  CDC'.s 
STD  prevention  and  control  programs.   I  would  be  happy  to  answer  any  questions. 
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WITNESS 
WILLIAM  COUSER,  M.D.,  AMERICAN  SOCIETY  OF  NEPHROLOGY 

Mr.  Porter.  Our  next  witness  is  William  Couser,  M.D.,  Amer- 
ican Society  of  Nephrology.  Dr.  Couser. 

Dr.  COUSER.  Mr.  Porter,  Members  of  the  subcommittee,  my  name 
is  Bill  Couser.  I  am  Professor  of  Medicine  and  Head  of  the  Division 
of  Nephrology  at  the  University  of  Washington,  which  is  the  por- 
tion of  the  university  responsible  for  taking  care  of  kidney  patients 
and  doing  research  on  kidney  disease.  And  my  own  professional 
time  is  about  equally  divided  between  patient  care,  research,  and 
teaching  responsibilities. 

I  appear  today  as  President-elect  of  the  American  Society  of  Ne- 
phrology, which  is  the  national  organization  that  represents  the  pa- 
tients with  kidney  disease,  as  well  as  the  5,000  plus  physicians 
who  are  taking  care  of  these  patients  and  also  doing  research  on 
kidney  diseases.  And  I  am  here  to  support  appropriations  for  the 
NIH  and  specifically  for  the  National  Institutes  of  Diabetes,  Diges- 
tive, and  Kidney  Diseases,  or  NIDDK,  and  I  would  like  to  leave  you 
basically  with  four  messages  to  take  home:  I  would  like  you  to  un- 
derstand a  little  bit  about  what  kidney  disease  is;  I  would  like  you 
to  understand  what  the  current  cost  of  kidney  disease  to  the  tax- 
payers in  this  country  is;  I  would  like  to  give  you  some  idea  of  what 
some  of  the  possibilities  are  for  addressing  the  problem  of  kidney 
disease;  and  finally  I  will  give  you  our  recommendations  for  fund- 
ing for  kidney  disease  research. 

Kidney  disease  is  what  happens  when  your  kidneys  fail.  It  is 
what  happens  when  your  kidney  function  gets  down  to  less  than 
10  percent  of  normal  levels  and  at  that  point  you  either  go  on  dial- 
ysis or  you  get  a  kidney  transplant.  While  that  allows  you  to  live 
as  opposed  to  die,  the  life  of  a  dialysis  patient  is  not  a  very  pleas- 
ant one.  The  mortality  rate  is  about  50  percent  in  3  years.  The  life 
expectancy  of  a  49  year  old  on  dialysis  is  about  7  years  compared 
to  a  normal  life  expectancy  of  about  23  years  for  somebody  without 
kidney  failure. 

There  are  now  230,000  patients  in  this  country  on  dialysis.  There 
are  45,000  new  patients  on  dialysis  every  year.  The  population  of 
patients  being  dialyzed  increases  by  about  8  percent  a  year  and 
that  figure  is  expected  to  continue  for  the  foreseeable  future. 

This  is  a  disease  which  disproportionately  affects  minorities. 
About  31  percent  of  the  patients  on  dialysis  are  African-American, 
compared  to  about  13  percent  in  the  general  population.  A  young 
black  American  is  about  four  times  more  likely  to  develop  renal 
disease  and  renal  failure  compared  to  a  nonminority.  So  this  is  a 
major  problem  in  terms  of  health  care. 

It  is  also  a  major  problem  in  terms  of  the  economic  costs.  The 
costs  for  the  end-stage  renal  disease  program,  which  is  about  the 
only  disease  that  the  Federal  Government  picks  up  the  full  tab  for, 
is  about  $8.6  billion  in  1991.  And  that  cost  is  increasing  at  the  rate 
of  about  5  percent  per  year.  Of  that  $8.6  billion,  about  72  percent 
of  that  is  medicare  funded,  the  vast  majority  of  it,  and  the  propor- 
tion of  end-stage  renal  diseased  patients  as  a  component  of  the 
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total  medicare  population  has  increased  about  fivefold  over  the  last 
decade. 

Despite  this  huge  cost,  I  would  also  point  out  to  you,  though,  that 
the  cost  per  patient  for  patients  with  renal  failure  has  actually  re- 
mained totally  level  over  the  past  two  decades  that  we  have  had 
dialysis.  It  is  a  remarkable  example  of  Federal  containment  of  med- 
ical care  costs,  if  you  will.  So  the  dramatic  increase  in  costs  of  the 
end-stage  renal  disease  program  are  due  to  the  increasing  numbers 
of  patients  being  dialyzed,  disproportionately  minority  patients  and 
also  elderly  patients. 

What  can  we  do  about  this?  I  think  the  only  thing  that  we  can 
realistically  expect  to  do  in  terms  of  the  growing  problem  and  the 
growing  cost  of  end-stage  renal  disease  is  to  improve  and  increase 
the  amount  of  research  that  we  are  doing  to  prevent  and  treat 
these  diseases.  Dialysis  has  given  life  to  millions  of  patients  around 
the  world  with  end-stage  renal  failure  but  the  quality  of  that  life 
is  not  good  and,  as  I  have  said  before,  the  mortality  is  quite  high. 

Are  there  things  going  on  in  the  research  world  that  could  poten- 
tially make  a  difference?  There  are  a  number  of  things  going  on  in 
the  research  world  that  could  potentially  make  a  big  difference.  I 
don't  have  time  to  tell  you  about  many  of  them.  Let  me  just  point 
out  a  couple  of  examples. 

In  1994,  the  gene  for  polycystic  kidney  disease,  which  causes 
about  10  percent  of  the  total  chronic  renal  failure,  was  identified 
and  cloned,  and  we  now  can  distinguish  at  a  molecular  level  the 
cellular  makeup  of  patients  with  polycystic  kidney  disease  in  a  way 
that  will  allow  us  to  begin  to  look  at  why  that  gene  causes  poly- 
cystic kidneys  and  what  can  be  done  to  prevent  or  reverse  that. 

In  the  past  year,  working  with  research  dollars  that  have  been 
expended  by  NIDDK  over  the  past  decade  or  so,  it  has  also  been 
recognized  that  there  is  an  abnormal  gene  for  a  sodium  channel  in 
the  kidney  in  a  subgroup  of  patients  with  hypertension,  which  is 
the  major  cause  of  end-stage  renal  disease.  Certainly,  the  predomi- 
nant cause  in  the  African-American  population  and  we  now  recog- 
nize a  genetic  basis  for  hypertension  which  once  again  allows  a 
new  approach  to  therapy  of  this  disease. 

And  finally,  there  was  a  study  completed  this  year,  a  five-year 
clinical  study,  again  culminating  from  research  supported  initially 
by  NIDDK,  basic  research  done  in  the  lab  which  suggested  a  par- 
ticular drug  might  be  useful  in  the  treatment  of  diabetic 
nephropathy,  and  after  a  five-year  study  it  has  been  demonstrated 
the  use  of  Captopril  in  patients  with  nephropathy  reduces  the  rate 
of  progression  of  that  disease  by  50  percent. 

If  you  calculate  what  the  economic  impact  of  that  is,  we  can  save 
about  $2.5  billion  over  10  years  just  by  the  use  of  that  one  drug 
alone,  a  drug  which  emerged  from  very  basic  research  on  diabetic 
nephropathy. 

Funding  for  kidney  disease  research  is  not  good.  We  are  cur- 
rently funding  about  25  percent  of  approved  grants.  The  number  of 
investigator-initiated  new  research  grants  funded  has  now  fallen 
below  17  percent.  I  can  tell  you  as  a  director  of  a  major  research 
training  program,  it  is  virtually  impossible  to  get  young  American- 
trained  physicians  interested  in  a  career  in  medical  research  or 
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kidney  research  because  the  likelihood  of  being  funded  and  being 
able  to  pursue  that  career  has  now  become  so  small. 

The  recommendation  that  the  American  Society  of  Nephrology 
would  make  to  you  on  behalf,  not  just  of  our  members  but  of  the 
200,000-plus  patients  out  there  with  kidney  disease,  is  that  the  ap- 
propriation for  NIDDK  be  increased  by  about  10  percent  in  fiscal 
year  1996.  That  actually  does  not  represent  an  increase  in  funding 
or  increase  in  number  of  grants.  It  represents  what  we  calculate 
would  be  the  amount  of  funding  required  to  maintain  our  current 
level  of  grants  and  to  fund  at  about  25  percent  of  approved  grants, 
which  is  nowhere  near  enough,  but  it  would  allow  us  to  stay  the 
same  and  not  go  backwards.  So  our  recommendation  is  a  10  per- 
cent increase  in  funding  for  NIDDK. 

I  appreciate  very  much  the  opportunity  to  appear  before  this 
committee  and  make  these  recommendations.  I  would  certainly  be 
happy  to  answer  any  questions,  if  anybody  has  any. 

Mr.  Porter.  Dr.  Couser,  we  appreciate  your  excellent  statement. 

[The  prepared  statement  of  William  G.  Couser,  MD.,  follows:] 
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Testimony  of  the  American  Society  of  Nephrology 


Good  morning,  Mr.  Chairman  and  Members  of  the  Committee.  My  name  is  William 
Couser  and  I  am  Professor  of  Medicine  at  the  University  of  Washington  in  Seattle  and  Director 
of  the  Division  of  Nephrology.  I  am  also  the  President-elect  of  the  American  Society  of 
Nephrology  and  I  am  pleased  to  present  public  witness  testimony  in  support  of  the  National 
Institutes  of  Health  (NIH)  and  specifically  the  National  Institute  of  Diabetes,  Digestive,  and 
Kidney  Diseases  (NIDDK). 

ASN  is  a  professional  society  of  more  than  5,500  researchers  and  practitioners  who  are 
committed  to  the  treatment,  cure,  and  prevention  of  kidney  diseases.  For  my  testimony,  I  would 
like  to  spend  a  few  minutes  to  discuss  the  incidence  and  impact  of  renal  diseases,  the  results  of 
recent  nephrology  research  and  several  areas  of  opportunity. 

Kidney  diseases  have  a  tremendous  impact  on  this  country  in  morbidity,  mortality,  and 
costs.  Every  year,  approximately  45,000  Americans  develop  chronic  kidney  failure,  known  as 
end  stage  renal  disease  (ESRD).  ESRD  is  irreversible  and  patients  must  undergo  a  transplant 
or  be  maintained  on  dialysis  to  remain  alive. 

Incidence 

In  1991,  more  than  230,000  people  were  treated  for  ESRD,  including  215,000  people 
under  the  Medicare  program.  The  number  of  ESRD  patients  doubled  between  1984  and  1991, 
up  to  one  patient  per  1,387  U.S.  residents.  According  to  the  latest  estimate  from  the  United 
States  Renal  Data  System  (USRDS),  the  number  of  ESRD  patients  could  double  again  in  the 
next  seven  years.  The  incidence  of  ESRD  continues  to  rise  at  the  rate  of  approximately  8%  each 
year.  The  1991  U.S.  ESRD  incidence  rate  of  198  ESRD  patients  per  million  residents  was  the 
highest  in  the  world.  Further,  the  number  of  new  enrollees  exceeds  the  number  of  deaths  by 
an  increasing  amount—the  difference  between  new  enrollees  and  patient  deaths  increased  from 
10,000  in  1982  to  17,000  in  1991. 


Economic  Costs 

On  a  per-patient  basis,  ESRD  is  the  most  expensive  kidney  or  urologic  disease.  More 
than  92%  of  ESRD  dialysis  patients  and  90%  of  kidney  transplant  recipients  were  eligible  for 
the  Medicare  ESRD  program  in  1991.  This  was  made  possible  through  the  1972  Amendments 
to  the  Social  Security  Act,  in  which  Congress  expanded  Medicare  coverage  to  most  ESRD 
patients.  The  ESRD  population  is  also  a  growing  portion  of  all  Medicare  beneficiaries. 
Between  1976  and  1991,  the  ESRD  portion  of  the  Medicare  population  increased  from  0. 1  %  to 
0.5% -a  five-fold  increase. 

The  total  direct  cost  of  ESRD  in  1991  was  $8.6  billion.  Of  this  amount,  the  federal 
government  paid  $6.15  billion,  or  72%.  Medicare  payments  for  ESRD  are  growing 
approximately  5%  annually  in  constant  dollars.  Virtually  all  of  the  increase  is  for  increased 
patient  population;  reimbursement  rates  per  dialysis  treatment  paid  to  providers  has  declined 
when  adjusted  for  inflation. 
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ESRD  patients  are  also  more  likely  to  be  hospitalized.  In  1986,  Medicare  recipients  aged 
65  or  above  were  hospitalized  an  average  2.8  days  per  year.  Dialysis  patients  in  this  age  bracket 
were  hospitalized  an  average  17.9  days  per  year  (during  the  1989-91  period). 

Indirect  economic  costs  are  also  significant.  For  example,  dialysis  patients  frequently 
have  reduced  employment  in  the  year  prior  to  the  start  of  dialysis,  which  continues  ever  after. 


Characteristics  of  ESRD  Population 

Thirty-one  percent  of  ESRD  patients  in  1991  were  age  65  or  older  at  the  onset  of  dialysis 
and  this  age  group  has  the  highest  prevalence  rate  per  million  population,  although  those  between 
the  ages  of  45-64  represent  the  largest  percent  of  the  total  ESRD  population  (37%).  ESRD  is 
four  times  more  common  among  those  age  65-74  than  those  age  20-44.  Further,  the  prevalence 
rates  for  those  age  65  and  older  have  increased  at  a  greater  than  average  rate  than  the  population 
as  a  whole.  Thus,  the  portion  of  patients  age  65  and  above  at  the  onset  of  ESRD  will  likely 
continue  to  grow  in  the  years  ahead. 

Minorities  are  also  more  likely  to  suffer  from  ESRD.  Although  African- Americans 
comprise  less  than  13%  of  the  U.S.  population,  they  account  for  31%  of  the  ESRD  population. 
Further,  they  are  four  times  as  likely  as  whites  to  develop  chronic  renal  failure  and  they  are 
younger  at  the  onset  of  treatment  than  whites. 

Chronic  kidney  failure  can  be  caused  by  a  number  of  primary  factors.  In  26%  of  the 
patients,  the  primary  cause  of  ESRD  is  diabetes,  while  hypertension  is  cited  in  24%  of  all  cases 
and  glomerulonephritis,  an  immunological  disease,  is  responsible  for  20%  of  the  cases.  Thus, 
these  three  diagnoses  are  responsible  for  7  out  of  10  cases  of  ESRD.  However,  different  factors 
are  more  prominent  in  different  populations.  For  example,  African-Americans  have  a 
predominance  of  hypertension  as  their  primary  cause,  while  diabetes  is  the  most  common  cause 
of  ESRD  among  Native  Americans.  Diabetes  is  one  of  the  few  primary  causes  with  a 
predominance  of  women. 


What  Does  It  Mean  to  Have  ESRD? 

Medical  research,  made  possible  largely  through  Congressional  support,  has  given  the 
men,  women,  and  children  who  suffer  from  chronic  renal  failure  hope.  Thirty-five  years  ago, 
ESRD  patients  died.  Dialysis  technology  was  in  its  infancy,  available  only  for  patients  with 
acute  rather  than  total  renal  failure.   Kidney  transplantations  were  only  a  dream. 

Since  then,  millions  of  Americans  have  benefitted  from  dialysis  or  kidney  transplants. 
However,  while  treatment  often  prolongs  life,  ESRD  remains  a  serious  medical  condition.  There 
is  a  misconception  that  the  dialysis  patient  is  able  to  live  a  full,  active  life.  Sadly,  that  is  not 
the  case.  Dialysis  does  not  simply  mean  being  hooked  up  to  a  machine  three  hours  a  day  three 
times  a  week.  Dialysis  patients  suffer  common  bouts  of  anemia,  nausea,  fatigue,  low  blood 
pressure,  chills,  and  itching  (due  to  impurities  in  the  blood).  The  body  has  difficulty  adjusting 
to  the  frequent  changes  in  toxicity  levels,  as  toxins  are  removed  and  then  build  back  up  prior 
to  the  next  dialysis.  Many  patients  suffer  depression,  due  to  feelings  of  dependency, 
vulnerability,  and  illness. 
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The  mortality  rate  for  ESRD  patients  is  very  high.  Approximately  50%  of  dialysis 
patients  die  within  three  years  after  they  begin  treatment.  The  life  expectancy  of  ESRD  patients 
aged  49  is  less  than  7  years,  an  expected  loss  of  23  years  of  life. 


Opportunities  and  Breakthroughs 

Current  nephrology  research  is  yielding  promising  results.  For  example,  the 
identification  of  a  gene  for  autosomal  dominant  polycystic  kidney  disease  (PKD)  occurred  in 
1994,  culminating  an  effort  which  was  started  by  NIDDK-supported  research  in  1985.  The 
identification  of  this  gene  is  a  tremendous  breakthrough,  because  it  will  allow  us  to  understand 
how  the  genetic  defect  causes  renal  damage  and  will  provide  new  approaches  towards  a  cure  or 
treatments.  However,  identification  of  the  gene  is  only  a  beginning  and  much  additional 
research  is  required.  For  example,  past  research  indicates  that  the  progression  of  PKD  is 
determined  by  many  biochemical  factors.  Research  on  these  factors  is  critical  to  preventing 
PKD  from  progressing  to  ESRD. 

Another  major  finding  in  the  past  year  was  the  identification  and  cloning  of  the  gene  for 
a  sodium  channel  in  the  kidney,  and  the  discovery  that  mutations  in  this  channel  are  the  cause 
of  one  form  of  familial  hypertension.  It  is  thought  that  the  same  molecule  may  also  be  involved 
in  a  large  proportion  of  patients  with  non-familial  hypertension  who  are  particularly  sensitive 
to  sodium.  This  may  provide  researchers  with  insights  into  the  causes  and  treatment  of 
hypertension-related  kidney  disease  and  is  of  particular  importance  to  African- Americans,  who 
appear  to  be  more  susceptible  to  sodium-sensitive  hypertension. 

A  five  year  clinical  trial  in  patients  with  insulin-dependent  diabetes  indicated  that  the  drug 
Captopril,  which  lowers  pressure  in  the  kidney,  significantly  slowed  the  progression  of  kidney 
disease  in  these  patients  and  reduced  the  risk  of  death  after  three  years  from  ESRD  by  50%. 
Last  year,  the  Food  and  Drug  Administration  approved  Captopril  for  the  treatment  of  insulin- 
dependent  diabetics  with  kidney  disease.  The  estimated  cost  saving  using  this  treatment  is  $2.6 
billion  over  a  10-year  period. 


Medical  Research  Fund 

Lastly,  ASN  supports  the  concept  of  the  establishment  of  a  Fund  for  Medical  Research, 
which  was  included  in  the  major  health  care  reform  proposals  last  year.  ASN  was  an  original 
endorser  of  this  concept.  We  recognize  that  the  federal  budget  environment  for  the  foreseeable 
future  makes  it  unlikely  that  Congress  will  be  able  to  provide  the  funding  increases  for  NIH  that 
are  necessary  to  capitalize  on  the  promising  opportunities  that  exist  in  medical  research.  The 
answer,  therefore,  is  to  establish  an  alternative  funding  source.  We  urge  the  Members  of  the 
Committee  to  support  this  proposal  if  it  is  reintroduced  this  year,  as  expected. 
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Request  for  1996 

As  my  testimony  today  has  shown,  the  economic  and  human  costs  of  kidney  disease  are 
tremendous.  With  a  growing  ESRD  population,  these  costs  will  continue  to  increase.  However, 
successes  in  transplantation,  drug  development,  genetic  research,  nutrition  monitoring,  and  other 
areas  gives  us  hope. 

Unfortunately,  as  this  Committee  knows  all  too  well,  a  vast  number  of  promising 
research  opportunities  remain  unfunded.  Research  Project  Grants  (RPGs),  and  particularly 
ROls,  are  the  lifeblood  of  our  research  opportunities.  Yet  NIH  and  NIDDK  are  funding  a  lower 
percentage  of  applications  today  than  several  years  ago  due  to  funding  constraints.  NIDDK  was 
able  to  fund  only  25%  of  RPG  applications  in  1994,  compared  to  33%  in  1992.  Opportunities 
for  new,  unsolicited  ROl  applications  are  even  more  dismal-the  ROl  success  rate  for  1994  for 
NIDDK  was  below  17%.  The  American  Society  of  Nephrology  requests  that  Congress  provide 
a  10%  increase  for  NIDDK  in  1996,  and  that  ROl  funding  be  a  priority  for  additional  resources. 
A  10%  increase  would,  according  to  NIDDK  projections,  assure  continuation  of  a  success  rate 
of  25%  for  competing  grant  applications  in  1996.  We  know  that  this  Committee  will  be  faced 
with  many  constraints  due  to  the  drive  for  deficit  reduction;  however,  ASN  believes  that  kidney 
research  is  an  investment. 

Thank  you  for  your  consideration  of  our  concerns  and  of  the  needs  of  the  nephrology 
patient.    I  would  be  pleased  to  answer  any  questions  that  you  may  have. 
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Tuesday,  February  1,  1995. 

WITNESS 
SANDY  GUTIERREZ,  METANETWORKS 

Mr.  Porter.  Our  next  witness  is  Sandy  Gutierrez  of 
metaNetworks.  Ms.  Gutierrez.  Good  morning. 

Ms.  Gutierrez.  Hi.  I  am  a  little  nervous,  so  if  you  see  me  mov- 
ing around  up  here — Mr.  Chairman,  distinguished  Members  of  the 
subcommittee,  thank  you  for  the  opportunity  to  testify  before  you 
today.  I  am  Sandy  Gutierrez,  the  Senior  Vice  President  and  Direc- 
tor of  the  Youth  Leadership  Training  Institute  of  metaNetworks  in 
New  York  State.  This  organization  produces  innovative 
multicultural  leadership  development  programs  for  young  people. 
Our  goal  is  to  strengthen  new  and  diverse  communities  among 
young  people  by  building  bridges  over  conditions  that  traditionally 
have  worked  to  keep  them  apart:  Things  like  racism,  violence,  pov- 
erty, class,  sex,  miscommunication,  and  misinformation. 

MetaNetworks  is  engaged  in  a  dynamic  process  of  connecting 
young  people  from  broad-range  backgrounds  with  assistance  from 
major  corporations  like  AT&T,  institutions  of  higher  learning  like 
Vanderbilt,  Rice  and  Lehigh,  and  public  school  systems  in  New 
York  and  Chicago  and  the  College  Board.  With  their  help,  we  are 
teaching  young  people  to  live,  learn,  and  lead  together.  In  any 
given  year,  we  reach  up  to  10,000  kids  in  New  York  City  alone. 
Quite  frankly,  there  is  no  other  organization  in  the  country  that 
has  achieved  this  kind  of  success  that  we  enjoy  in  building  bridges 
across  youth  communities. 

We  enjoy  this  success  because  we  do  it  in  a  very  particular  way. 
We  involve  our  young  people  as  stakeholders  in  our  organization 
and  in  the  development  of— and  the  development  and  implementa- 
tion of  all  our  programs. 

MetaNetwork  has  three  major  programs.  One  of  them  is  the 
Youth  Leadership  Training  Institute,  which  I  am  the  director  of, 
the  college  posse  scholarship  program,  and  the  community-based 
organization  program.  My  written  testimony  describes  these  pro- 
grams in  more  detail,  but  I  am  going  to  just  talk  about  for  a 
minute  the  college  posse  program  because  we  are  really  proud  of 
that  program. 

The  college  posse  program  is  a  unique  program  which  enables 
young  people  from  diverse  backgrounds  to  attend  highly  regarded 
colleges  and  universities  like  Vanderbilt,  Rice  and  Lehigh  as  a  part 
of  a  contemporary  multicultural  support  system  built  on  strengths 
of  diversity.  The  program  helps  universities  diversify  their  student 
bodies  and  improve  their  student  retention  rate.  During  its  four 
years  in  existence,  more  than  200  students  participating  in  the 
posse  program  have  been  awarded  full  four-year  scholarships. 
Ninety  percent  of  the  students  placed  through  the  program  remain 
in  good  standing.  Last  year,  100  percent  of  the  first  posse  class 
graduated  on  time  and  with  honors. 

That  particular  program  has — has  been  very  successful  because 
these  young  people  then  go  back  to  their  communities  after  they 
graduate  and  they  become  real  forceful  role  models  back  in  their 
communities,  and  that  is  really  the  base  of  all  metaNetworks's  pro- 
grams. 
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Mr.  Chairman,  as  you  well  know,  the  youth  today  represent  the 
future.  It  should  be  recognized  that  now  more  than  ever  agencies 
like  the  Department  of  Education  are  needed  to  provide  leadership, 
direction  and  assistance  to  the  country's  schools  as  schools  seek  to 
empower  children  with  necessary  skills  to  adequately  complete — 
compete  in  the  global  marketplace. 

One  of  the  Department's  recent  initiatives,  Goals  2000,  is  such 
an  example.  Through  this  program,  States  have  an  opportunity  to 
engage  in  systematic  educational  reform,  including  the  develop- 
ment of  learning  standards  that  allow  for  each  State  to  better  ad- 
dress educational  needs.  It  is  critical  that  this  subcommittee  main- 
tains its  commitment  to  education  by  appropriating  funds  to  such 
programs  within  the  Department  that  make  a  difference  in  our 
youths'  lives. 

With  respect  to  metaNetworks,  initiatives  like  School-to-Work 
and  programs  within  the  Office  of  OERI  and  the  Office  of  Post-Sec- 
ondary Education  offer  youth,  the  youth  we  serve,  an  opportunity 
to  build  bridges  between  the  diverse  communities  while  expanding 
their  educational  horizons. 

In  this  vein,  we  request  that  full  funding  be  provided  to  the 
School-to-Work  initiative,  particularly  within  the  areas  of  the  pri- 
vate partnership  programs  and  high  poverty  grants.  Additionally, 
we  ask  for  a  4  percent  increase  in  funding  for  the  Office  of  Edu- 
cational Research  and  Improvement. 

When  we  look  at  the  role  of  the  Department  of  Education,  it  is 
plain  throughout  the  Nation,  OERI  is  leading  the  way  in  develop- 
ing standards,  assessments,  research  models,  and  demonstrations 
that  address  special  needs  of  students  placed  at  risk,  as  well  as 
many  other  students  that  want  to  complete  their  education.  Often- 
times, OERI  has  displayed  unparalleled  leadership  in  undertaking 
many  initiatives  that  the  States  cannot. 

With  post-secondary  education,  we  ask  for  a  4  percent  to  5  per- 
cent increase  in  funding  for  the  improvement  of  post-secondary 
education.  This  increase  will  support  the  numerous  innovative  ini- 
tiatives that  play  an.  integral  role  in  our  colleges  and  universities, 
such  as  college  partnerships,  improved  learning  of  essential  aca- 
demic subjects,  kindergarten  through  college  initiatives,  leadership 
opportunities  and  science  and  humanities. 

Mr.  Chairman,  in  closing,  let  me  say  that  metaNetworks  will 
continue  to  support  funding  for  the  Department  of  Education  even 
though  our  organization  has  never  received  Federal  funding.  Our 
future  and  the  future  partnerships  between  educational  groups 
such  as  ours  and  corporations,  community  organizations,  institu- 
tions of  higher  learning  and  public  school  is  linked  to  many  of  the 
programs  offered  by  the  Department. 

This  concludes  my  testimony.  Thank  you  again,  Mr.  Chairman, 
for  allowing  metaNetworks  to  be  represented. 

[The  prepared  statement  of  Sandy  Gutierrez  follows:] 
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Youth  Leadership  Training  Institute 

metaNetworks->inc. 

New  York,  New  York 

Before  the 

House  Appropriations  Subcommittee  on 

Labor,  Health  and  Human  Services, 

Education  and  Related  Agencies 

The  Honorable  John  Edward  Porter,  Chairman 

February  1,  1995 


Mr.  Chairman,  distinguished  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  testify 
before  you  today.  I  am  Sandy  Gutierrez,  Senior  Vice-President  and  Director  of  the  Youth  Training 
Institute  for  metaNetworks,  an  organization  located  in  New  York  City,  which  creates,  manages  and 
produces  innovative,  multi-cultural  youth  development  projects.  Our  goal  is  to  strengthen  new  and 
diverse  communities  among  our  young  people  by  building  bridges  over  conditions  that  traditionally 
have  worked  to  keep  them  apart,  i.e.  racism,  violence,  poverty,  class,  sex,  miscommunication  and 
misinformation. 

MetaNetworks  is  engaged  in  a  dynamic  process  of  connecting  young  people  from  a  broad  range  of 
backgrounds,  and  with  the  assistance  of  major  corporations  like  AT&T,  institutions  of  higher  learning 
such  as  Vanderbilt,  Rice  and  Lehigh  Universities;  public  school  systems  in  New  York  and  Chicago;  and 
the  College  Board,  we  are  teaching  these  young  people  to  live,  learn,  and  lead  together.  In  any  given 
year,  we  reach  up  to  10,000  kids  in  New  York  City  alone.  Quite  frankly,  there  is  no  other  organization 
in  the  country  that  has  achieved  the  kind  of  success  we  currently  enjoy  in  building  bridges  across 
various  communities  targeting  our  nation's  youth.  We  enjoy  this  success  because  we  seek  to  involve 
our  youth  in  all  that  the  organization  does.  They  are  the  stakeholders  of  our  organization  and  the  key 
in  the  development  and  implementation  of  all  our  programs. 

MetaNetworks  can  be  broken  down  into  three  main  components:  (1)  the  Youth  Leadership  Training 
Institute;  (2)  the  College  Posse  Scholarship  Program;  and  (3)  the  Community  Based  Organization 
Network. 

YOUTH  LEADERSHIP  TRAINING  INSTITUTE 

The  Youth  Leadership  Training  Institute  is  an  'executive  training  center'  for  teenagers.  The  institute, 
designed  to  function  as  a  critical  new  element  in  the  social  infrastructure  of  the  '90s,  serves  as  a  central 
training  and  leadership  development  facility  in  New  York  City  for  young  people,  providing  them  (and 
the  adults  who  work  with  them)  with  information,  training  and  network  services.  Its  training  curricula 


738 


focuses  on  major  personal  and  social  values,  cross-  and  multi-cultural  interaction,  work,  globalization 
and  conflict  resolution. 

COLLEGE  POSSE  SCHOLARSHIP  PROGRAM 

The  College  Posse  Scholarship  Program  is  a  unique  program  which  enables  young  people  from  diverse 
backgrounds  to  attend  highly  regarded  colleges  and  universities,  such  as  Vanderbilt,  Rice  and  Lehigh, 
as  part  of  a  'posse'-  a  contemporary  multi-cultural  support  system,  built  on  the  strengths  of  diversity. 
The  program  helps  universities  diversify  their  student  bodies  and  improve  their  student  retention  rate. 
During  the  program's  four  years  of  existence,  more  than  200  students  participating  in  the  Posse 
program  have  been  awarded  full,  four-year  scholarships.  Ninety  percent  of  the  students  placed  through 
the  program  remain  in  good  academic  standing.  Last  year,  one  hundred  percent  of  the  first  Posse  class 
graduated  on  time  and  with  honors. 

COMMUNITY-BASED  ORGANIZATION  NETWORK 

And  finally,  the  Community-Based  Organization  Network  is  a  coalition  of  organizations  throughout 
the  city  of  New  York  that  work  with  youth.  By  collaborating,  the  members  of  community-based 
organizations  work  to  find  solutions  to  city-wide  problems. 

Mr.  Chairman,  before  I  address  the  specific  interests  of  metaNetworks,  I  would  like  to  take  a  moment 
to  address  an  issue  that  is  of  interest  to  all  those  involved  in  education:  the  future  of  the  Department  of 
Education.  MetaNetworks  acknowledges  its  support  for  the  Department  of  Education  as  a  vitally 
important  component  in  the  education  and  development  our  nation's  youth.  There  has  been  much  talk 
by  many  people  regarding  the  future  of  the  Education  Department.  Some  among  us  believe  the  time 
for  such  an  agency  has  come  and  gone.  As  an  organization  with  a  mission  to  prepare  young  people  to 
become  the  innovators,  inventors  and  creative  problem-solvers  of  the  next  century  and  beyond,  and  as 
an  organization  that  has  coordinated  and  participated  in  programs  sponsored  by  the  Department  of 
Education,  MetaNetworks  ardently  disagrees. 

Mr.  Chairman,  as  you  well  know,  the  youth  of  today  represent  the  future  of  our  nation.  It  should  be 
recognized  that  now,  more  than  ever,  agencies  like  the  Department  of  Education  are  needed  to  provide 
leadership  direction  and  assistance  to  the  country's  schools  as  the  schools  seek  to  empower  our 
children  with  the  necessary  tools  to  adequately  compete  in  the  global  marketplace.  One  of  the 
Department's  most  recent  initiatives,  Goals  2000,  is  such  an  example.  Through  this  program,  States 
have  the  opportunity  to  engage  in  systemic  educational  reform,  including  the  development  of  learning 
standards,  that  allow  for  each  State  to  better  address  its  educational  needs.  It  is  critical  that  this 
subcommittee  maintains  its  commitment  to  education  by  appropriating  funds  to  such  programs  within 
the  Department  that  make  a  difference  in  the  lives  of  our  youth. 

With  respect  to  metaNetworks,  initiatives  like  School-to- Work,  and  programs  within  the  Office  of 
Educational  Research  and  Improvement  (OERI)  and  the  Office  of  Post-Secondary  Education  offer  the 


youth  we  serve  an  opportunity  to  build  bridges  between  diverse  communities  while  expanding  their 
educational  horizons. 

In  this  vein,  we  request  that  full  funding  be  provided  for  the  School-to-Work  Initiative;  particularly 
within  the  areas  of  public-private  partnership  programs  and  high  poverty  grants 

Additionally,  we  ask  for  a  four  percent  increase  in  funding  for  the  Office  of  Educational  Research  and 
Improvement.  When  we  look  at  the  role  the  Department  of  Education  is  playing  throughout  the 
nation,  OERI  is  leading  the  way  in  developing  standards,  assessments,  research  models  and 
demonstrations  that  address  the  special  needs  of  students  placed  at  risk,  as  well  as  the  many  other 
students  attempting  to  matriculate  through  our  school.  Oftentimes,  OERI  has  displayed  unparalleled 
leadership  in  undertaking  many  of  the  initiatives  States  cannot. 

Within  Post  Secondary  Education,  we  ask  for  a  four  to  five  percent  increase  in  funding  for  the 
Improvement  of  Post  Secondary  Education.  This  increase  will  support  the  numerous  innovative 
initiatives  that  play  an  integral  role  in  the  improvement  of  our  colleges  and  universities,  such  as  the 
College-School  Partnerships  to  Improve  Learning  of  Essential  Academic  Subjects,  Kindergarten 
Through  College  initiative  and  the  Leadership  Opportunities  in  the  Sciences  and  Humanities  initiative. 

Mr.  Chairman,  in  closing,  let  me  say  that  metaNetworks  will  continue  to  support  funding  for  the 
Department  of  Education,  even  though  our  organization  has  never  received  Federal  funding.  Our 
future,  and  the  future  of  partnerships  between  educational  groups  such  as  ours  and  corporations, 
community  organizations,  institutions  of  higher  learning,  and  public  schools  is  inextricably  linked  to 
many  of  the  programs  offered  by  the  Department. 

This  concludes  my  testimony.  Thank  you  again,  Mr.  Chairman,  for  allowing  metaNetworks  to  be 
represented  before  you  today. 
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Mr.  Porter.  Thank  you  very  much,  Ms.  Gutierrez.  You  didn't 
seem  nervous  at  all,  I  might  add. 

Ms.  Gutierrez.  Oh,  but  I  am. 

Mr.  Porter.  You  didn't  tell  us  what  meta  stands  for. 

Ms.  Gutierrez.  Meta  is  to  look  above.  To  look  at  problems  from 
a  different  point  of  view,  from  a  different  perspective.  And  this  par- 
ticular program,  what  we  do  is  that  we  step  away  from  the  service- 
providing  organizations  and  try  to  look  at  all  of  their  problems  and 
try  to  get  young  people  from  all  over  the  city  who  are  working  in 
those  community-based  organizations  to  come  together  with  some 
broad  solutions  and  to  figure  out  ways  that  they  could  do  things 
differently  than  they  have  already  been  done. 

Mr.  PORTER.  Good.  Well,  we  thank  you  for  your  good  statement, 
for  your  being  here  to  testify.  Thank  you. 


Wednesday,  February  1,  1995. 

WITNESS 
SADIE  J.  KROECK,  AMERICAN  GAS  ASSOCIATION 

Mr.  Porter.  Sadie  J.  Kroeck,  American  Gas  Association. 

Ms.  Kroeck.  Good  morning,  Mr.  Chairman,  Members  of  the  sub- 
committee. My  name  is  Sadie  John  Kroeck,  and  I  am  Manager  of 
Customer  Relations  for  the  Peoples  Natural  Gas  Company,  which 
is  located  in  Pittsburgh,  Pennsylvania. 

Today,  I  am  representing  the  American  Gas  Association,  a  na- 
tional trade  association  comprised  of  approximately  275  member 
companies.  I  appreciate  the  opportunity  to  appear  before  you  today 
and  speak  about  a  very  important  issue — the  low-income  home  en- 
ergy assistance  program,  commonly  referred  to  as  LIHEAP. 

I  would  like  to  respectfully  request  at  least  maintaining  LIHEAP 
as  it  has  been  in  the  past,  but,  realistically,  I  would  like  to  say  if 
it  does  have  to  be  cut,  to  please  make  the  cuts  proportionate  and 
equitable  with  other  similar  programs. 

I  would  like  to  highlight  three  important  points  about  the  energy 
assistance  program,  or  LIHEAP.  Number  one,  the  need  for 
LIHEAP  has  not  diminished  over  the  past  10  years.  Number  two, 
companies  such  as  Peoples  Gas  continue  to  increase  their  support 
of  programs  for  payment  troubled  and  special-needs  customers  and 
their  social  programs,  recognizing  that  they  have  a  social  respon- 
sibility to  their  communities  and  to  their  customers.  And,  finally, 
I  would  like  to  relate  a  story  given  to  me  by  one  of  our  customers. 

First  of  all,  the  need  for  LIHEAP  has  not  gone  away.  We  have 
implemented  an  800  number  for  people  to  call  us  and  request  infor- 
mation about  energy  assistance.  In  the  past  2  years,  the  number 
of  calls  have  increased  from  2,000  calls  in  the  1992-1993  heating 
season  to  10,000  calls  in  the  1993-1994  heating  season.  We,  of 
course,  have  done  more  outreach  for  this  program,  but  also  we  have 
more  customers  who  are  out  there  who  are  learning  about  the  pro- 
gram who  have  never  had  to  use  it  before  who  now  find  themselves 
in  some  very  bad  times  and  situations. 

Last  year,  as  you  may  all  recall,  was  one  of  the  coldest  Januarys 
on  record.  We  received  10,000  phone  calls.  This  year,  which  is  a 
much  warmer  year,  we  have  already  received  over  9,700  telephone 
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calls.  The  heating  season  isn't  over.  We  expect  to  have  more  calls 
and  requests  for  information  than  we  have  had  in  the  past.  The 
problem  has  not  gone  away. 

The  customers  who  call  us  come  from  all  walks  of  life,  from  mid- 
dle America  who  have  lost  their  jobs  and  need  a  temporary  help 
to  get  them  through  a  trying  time. 

Utility  companies  such  as  Peoples  try  to  help  these  people 
through  a  number  of  social  service  programs.  We  have  programs  to 
help  them  weatherize  their  home.  We  have  programs  to  help  them 
with  assistance  and  referral  and  other  short-term  and  long-term 
help.  At  Peoples,  we  spend  about  a  dollar  for  every  dollar  that  we 
receive  in  LIHEAP  help. 

I  think  our  company  is  being  a  good  public  citizen.  Many  of  our 
programs  are  mandated  by  our  Public  Utility  Commission,  but 
other  programs  are  conducted  because  we  see  a  need  out  there  and 
we  want  to  be  a  good  partner  in  our  community  and  with  our  gov- 
ernment. 

Finally,  I  would  like  to  tell  you  about  someone  who  called  me  last 
week.  This  customer  called  because  she  wanted  to  say  thank  you 
and  she  followed  up  with  a  letter.  Mrs.  Carolyn  Elaschat  wrote  the 
following:  I  am  writing  this  little  letter  to  let  you  all  know  what 
I  am  feeling  right  now.  I  am  so  overwhelmed  by  the  kindness  and 
greatness  of  what  I  shall  call  a  gift — the  whole  LIHEAP  program. 
It  sure  was  a  godsend  to  me.  I  highly  commend  all  of  your  group 
for  your  gracious  service  which  you  people  provide.  This  is  one  very 
grateful  elderly  person  who  lives  alone  with  a  total  monthly  income 
of  $205  and  $115  in  food  stamps.  I  hope  that  this  little  thank  you 
can  really  help  explain  and  help  you  understand  what  I  am  feeling 
in  my  heart  right  now.  God  bless  everyone  connected  with  the 
LIHEAP  program.  God  bless  you  again.  I  am  eternally  grateful  to 
know  that  there  are  still  people  like  you  around. 

There  are  many  people  out  there  like  Carolyn  who  desperately 
need  energy  assistance.  The  gas  prices  have  not  gone  down  because 
the  cost  of  business  continues.  We  must  all  be  partners  in  this. 
Peoples,  the  consolidated  system,  the  American  Gas  Association 
member  companies  want  to  do  their  part,  and  we  look  forward  to 
working  with  you  as  we  all  continue  to  partner  in  this. 

On  behalf  of  the  association  and  most  of  all  on  behalf  of  Carolyn 
and  the  many  others  like  her  out  there,  thank  you  for  this  oppor- 
tunity to  appear  before  you  today.  I  would  be  happy  to  answer  any 
questions. 

[The  prepared  statement  of  Sadie  J.  Kroeck  follows:] 
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TESTIMONY  OF  SADIE  JOHN  KROECK 

MANAGER,  CUSTOMER  RELATIONS 

THE  PEOPLES  NATURAL  GAS  COMPANY 

ON  BEHALF  OF  THE  AMERICAN  GAS  ASSOCIATION 

BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 

HOUSE  COMMITTEE  ON  APPROPRIATIONS 

FY  1995  RESCISSIONS  AND  FY  1996  APPROPRIATIONS   FOR 

THE  LOW-INCOME  HOME  ENERGY  ASSISTANCE  PROGRAM  (LIHEAP) 

FEBRUARY  1,  1995 


Good  morning  Mr.  Chairman  and  members  of  the  Subcommittee:    My  name  is  Sadie  John 
Kroeck,  and  I  am  Manager  of  Customer  Relations  for  The  Peoples  Natural  Gas  Company, 
headquartered  in  Pittsburgh,  Pennsylvania.    Peoples  Gas  is  a  subsidiary  of  Consolidated  Natural 
Gas  Company,  an  integrated  natural  gas  system  which  serves  nearly  two  million  industrial, 
commercial,  and  residential  customers.    I  am  very  pleased  to  have  this  opportunity  to  appear 
before  the  Subcommittee  in  support  of  the  Low-Income  Home  Energy  Assistance  Program 
(LIHEAP). 

Today,  I  am  appearing  on  behalf  of  the  American  Gas  Association  (A.G.A.),  a  national 
trade  association  comprised  of  approximately  275  natural  gas  distribution  and  transmission 
companies  that  serve  over  90  percent  of  the  gas  consumers  in  this  country.    Natural  gas  is  the 
energy  source  used  to  heat  nearly  45  million  households  in  the  United  States. 

I  have  been  with  Peoples  Gas  for  almost  ten  years.    In  my  present  position,  and  previously 
as  Regional  Director  of  the  Bureau  of  Consumer  Services  for  the  Pennsylvania  Public  Utility 
Commission,  I  have  worked  with  customers  who  were  having  difficulty  paying  their  bills  -  very 
often  through  no  fault  of  their  own.    In  my  current  position,  I  am  responsible  for  developing  and 
implementing  my  company's  programs  for  payment  troubled  and  special  needs  customers,  such 
as  LIHEAP  Outreach,  Special  Payment  Programs,  Customer  Assistance  Referral  and  Evaluation 
Services,  and  Weatherization.    I  have  first-hand  experience  with  LIHEAP  and  am  capable  and 
eager  to  answer  your  questions. 
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A.G.A.  has  noted  that  Congress  is  committed  to  reforming  the  nation's  welfare  system. 
We  commend  this  Congress  for  taking  on  this  important  and  significant  task.   We  agree  that  this 
reform  process  should  be  focused  on  eliminating  ineffective  programs  or  redesigning  them  so  that 
they  are  sufficiently  flexible  to  lift  people  out  of  welfare  and  off  government  assistance.    In  our 
view,  the  present  LIHEAP  program  could  be  used  as  a  model  for  its  effectiveness  and  flexibility. 

As  Congress  begins  the  process  of  reducing  federal  spending,  it  is  essential  that  members 
of  this  Subcommittee  distinguish  successful  and  necessary  Federal  assistance  programs  from 
those  programs  where  the  need  is  questionable  or  the  effectiveness  is  marginal.    When 
considering  LIHEAP,  I  urge  you  to  keep  in  mind  that  it  is  one  of  only  a  few  Federal  programs  for 
which  the  working  poor  are  eligible.    62  percent  of  its  recipients  did  not  receive  any  other  public 


A.G.A.  also  hopes  that  this  Subcommittee  will  consider  that  many  private  sector  energy 
.J  assistance  programs  have  been  created  upon  a  foundation  with  LIHEAP  as  the  cornerstone. 
Therefore,  underlying  my  testimony  this  morning  is  the  importance  of  not  pulling  out  the 
cornerstone  upon  which  so  many  private  sector  programs  have  been  developed.    I  would  even 
suggest  that  a  defacto  LIHEAP  partnership  has  been  created  between  the  federal  and  private 
sectors.    Both  of  these  sectors  have  made  a  significant  economic  commitment  to  LIHEAP  through 
investments  of  time  and  contributions. 

In  the  recent  past,  LIHEAP  was  considered  a  program  with  a  similar  priority  to  that  of  Head 
Start.    However,  last  year,  appropriations  for  Head  Start  increased,  while  the  appropriation  for 
LIHEAP  was  reduced  by  approximately  eight  percent.2   Therefore,  we  hope  that  there  will  be  no 


1  U.S.  Department  of  Health  and  Human  Services,  Low  Income  Home  Energy  Assistance 
Program,  Report  to  Congress  for  Fiscal  Year  1993,  at  30  (1994). 

2  Appropriations  for  FY94  was  $1,437  billion,  for  FY95  it  is  $1,319  billion. 
Congressional  Research  Service,  The  Low-Income  Home  Energy  Assistance  Program,  at  CRS-5, 
November  15,  1994. 
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further  reduction  in  LIHEAP  funding.    However,  if  the  LIHEAP  appropriation  is  again  reduced,  we 
ask  that  cuts  in  all  programs  be  made  in  an  equitable  and  proportionate  manner,  with  the  recent 
increases  and  reductions  taken  into  consideration. 

My  testimony  will  focus  on  four  central  themes:    (1)  LIHEAP  is  a  model  of  how  a  block 
grant  program  should  work;  (2)  LIHEAP  exemplifies  a  successful  model  for  a  partnership 
between  the  federal  and  private  sectors;  (3)  the  need  for  energy  assistance  for  America's  poor  far 
exceeds  the  resources  of  the  private  sector;  and,  (4)  while  the  wellhead  cost  of  natural  gas  has 
declined  in  recent  months,  delivered  costs  of  natural  gas,  for  a  number  of  reasons,  have  not 
declined. 

I.         LIHEAP  is  a  Model  for  how  a  Block  Grant  Program  Should  Work. 

LIHEAP  and  the  LIHEAP-related  programs  have  the  support  of  private  industry  as  well  as 
the  American  people.    In  fact,  LIHEAP  has  been  praised  by  a  number  of  Governors  as  a  model 
for  how  a  Federal  block  grant  to  the  states  should  work.   When  the  Clinton  Administration 
targeted  LIHEAP  for  a  reduction  in  its  budget  proposal,  there  was  strong  bipartisan  opposition  in 
both  the  House  and  Senate.    The  Governors  also  opposed  any  reduction.    Specifically,  the 
Governors  of  15  states,  including  Illinois,  Wisconsin,  and  Ohio,  petitioned  President  Clinton  to 
maintain  LIHEAP  funding,  stating  that  "LIHEAP  often  is  the  only  help  available  to  working  poor 
households  and  may  be  literally  life-saving."    The  Governors'  broad-based,  bipartisan  support  for 
LIHEAP  results  from  minimal  Federal  requirements,  and  broad  discretion  for  the  states  in 
deciding  important  issues  of  eligibility,  benefits  and  program  management. 

LIHEAP  is  presently  administered  through  existing  state  and  local  governmental  agencies 
or  their  agents.    States  are  required  by  law  to  keep  LIHEAP's  administrative  costs  at  or  below  ten 
percent.    Therefore,  ninety  cents  of  every  dollar  goes  to  helping  people  stay  warm  or  making  their 
homes  warmer  through  weatherization. 
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II.         LIHEAP  exemplifies  a  successful  model  for  a  partnership  between  the  federal 
^v  and  private  sectors. 

Enhancing  the  states'  success  are  funds  and  resources  contributed  by  the  private  sector  to 
the  local  communities.    These  private  sector  funds  are  used  in  communities  across  the  nation  to 
achieve  the  public  policy  goals  of  LIHEAP. 

In  revitalizing  America,  our  leaders  have  called  upon  the  volunteer  spirit  of  those  who  are 
more  fortunate  to  do  their  part  to  assist  others.    This  "community-based"  concept  is  inherent  in 
the  array  of  programs  that  have  been  created  over  time  to  supplement  LIHEAP.    The  Federal 
government  now  has  many  private  sector  partners,  both  in  industry  and  individuals,  who  have 
made  an  economic  commitment  to  provide  energy  assistance  through  cash  contributions  and  a 
myriad  of  LIHEAP-related  programs. 

We  recognize  that  we  play  a  vital  role  within  the  community.    A.G.A.'s  members  clearly 
understand  that  one  of  these  roles  is  assisting  low-income  customers  who  need  help.    Our 
member  companies  contribute  millions  of  dollars  each  year  to  assist  those  who  have  difficulty 
paying  their  bills. 

One  example  is  the  fuel-fund  program.   Originally  started  as  a  private  sector  effort  to  assist 
low-income  families  to  pay  their  fuel  bills,  fuel-funds  and  similar  company-sponsored  programs 
continue  to  provide  assistance  to  payment-troubled  customers.    The  National  Fuel  Fund  Network 
survey  in  1994  found  that  fuel  funds  distributed  $68  million  to  553,000  households  in  1993,  a  nine 
percent  increase  over  1991.3  This  generosity  is  a  testament  to  the  support  of  middle  income 
Americans  assisting  low  and  fixed-income  consumers  to  pay  their  bills. 

A.G.A.'s  members  have  developed  other  innovative  and  effective  programs  to  assist  low- 
income  consumers  by  putting  their  company's  money  and  human  resources  to  work.   This 


3    1994  Survey  of  Fuel  Funds  in  the  United  States  Final  Report,  U.S.  Department  of  Health 
and  Human  Services,  at  p.  1,  July  1994. 
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assistance  is  given  through  a  variety  of  efforts  such  as  my  company's  "CARES"  --  an  outreach 
referral  and  assistance  program,   debt  forgiveness  programs,  weatherization,  budget  counseling, 
special  payment  plans,  and  from  stockholders'  contributions.    All  of  these  programs  are  designed 
to  help  any  qualifying  customer  experiencing  trouble  paying  their  bill.   In  addition,  many 
companies  provide  1-800  numbers  and  conduct  extensive  outreach  efforts  to  encourage  eligible 
customers  to  apply  to  these  programs. 

I  would  like  to  provide  this  Subcommittee  with  some  brief,  but  specific  examples  of  the 
contributions  made  by  A.G.A.  member  companies  on  a  federal  LIHEAP  dollar/to  company  dollar 
basis. 

(1)  The  Peoples  Natural  Gas  Company  -  approximately  $1.00  per  $1.00  LIHEAP 
$4.4  million  total  in  Peoples  contributions  in  1994. 

(2)  Columbia  Distribution  Companies  -  approximately  $0.46  per  $1.00  LIHEAP 
$8.2  million  total  in  Columbia  contributions  in  1994. 

(3)  Brooklyn  Union  Gas  Company  -  approximately  $1.70  per  $1.00  LIHEAP 
$3.0  million  in  total  Brooklyn  Union  contributions  in  1994. 

(4)  MICHCON  -  approximately  $0.50  per  $1.00  LIHEAP 
$19.0  million  in  total  MICHCON  contributions  in  1994. 

As  you  can  see,  the  member  companies  cited  above  have  made  a  substantial  commitment 
of  company  funds  to  supplement  Federal  LIHEAP  funds.    Should  LIHEAP  funding  drastically 
decline,  all  the  contributions  from   the  private  sector  could  not  possibly  begin  to  fill  the  void. 

III.       The  need  for  energy  assistance  by  America's  poor  far  exceeds  the  resources 
of  the  private  sector. 

While  the  number  of  constituents  receiving  LIHEAP  assistance  varies  from  member  to 

member  on  this  Subcommittee,  no  one  would  dispute  that  poverty  in  America  continues  to  be  a 
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serious  problem,  and  that  energy  costs  are  an  enormous  burden  for  lower-income  families, 
especially  the  working  poor.    The  bottom  line  here  is  that  while  all  these  efforts  by  industry  and 
individuals  in  the  Drivate  sector  are  invaluable,  they  simply  underscore  the  need  for  adequate 
Federal  funding  of  LIHEAP. 

IV.       While  the  wellhead  cost  of  natural  gas  has  declined  in  recent  months, 

delivered  costs  of  natural  gas,  for  a  number  of  reasons,  have  not  declined. 

Before  concluding,  I  would  like  to  point  out  the  cost  of  providing  energy  services  has  not 
gone  down.    In  1980,  the  national  average  residential  gas  price  was  $3  61/Mcf    In  1992,  that 
price  had  increased  to  $5.69/   Companies  such  as  Peoples  Gas  purchase  the  lowest  cost 
natural  gas  available.    These  savings  are  then  passed  on  to  our  customers.    In  addition,  we 
make  every  effort  to  control  the  costs  of  delivering  gas  to  our  customers. 

I  have  attached  a  sheet  that  shows  LIHEAP  grants  and  residential  rate  histories  for 
Peoples  Gas.   While  the  Consumer  Price  Index  increased  38.38%  from  1985  to  1994,  the 
average  residential  rate  for  natural  gas  increased  only  24.96%.   While  the  gas  cost  increased  just 
10.35%  during  this  same  period,  regulatory  and  environmental  compliance  costs,  insurance 
costs,  taxes,  and  human  resource-related  costs  have  increased  as  well. 

It  is  clear  that  the  cost  of  home  energy  continues  to  be  a  significant  burden  regardless  of 
the  cost  of  energy.   Recent  data  indicates  that  7  million  of  the  poorest  households  in  America 
experience  high  energy  burdens  in  proportion  to  income.5  In  the  absence  of  Federal  fuel 
assistance,  we  fear  that  the  inability  to  pay  the  energy  bill  will  result  in  preventing  public 
assistance  recipients  from  achieving  self-reliance  or  even  force  them  back  into  the  public 
assistance  system.    One  member  company  has  experienced  customers  who  have  come  off 


4  Gas  Facts,  A  Statistical  Record  of  the  Gas  Industry,  at  113  (1994). 

5  Osterberg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by -State  Analysis  of  Low- 
Income  Natural  Gas  Winter  Heating  Bills,  at  p.  22,  February  1994. 
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energy  assistance,  but  reapplied  for  enrollment  within  a  month  when  faced  with  the  task  of  paying 
their  current  gas  bill  and  paying-down  their  pre-assistance  arrearages.    Data  from  the  Department 
of  Human  Services  also  indicates  that  in  1990,  more  than  5.3  million  households  in  the  United 
states,  irrespective  of  income,  experienced  one  or  more  service  terminations  due  to  nonpayment. 
Nationwide,  residential  arrearages  reached  $1.65  billion  in  1990.6 

V.        Conclusion. 

Let  me  put  a  human  face  on  this  issue  by  sharing  the  plight  of  one  of  Peoples  Gas'  fixed- 
income  customers,  Carolyn  Elaschat.    She  is,  at  61,  not  yet  eligible  for  social  security.    LIHEAP 
support  made  a  difference  for  her.    Let  me  share  some  of  her  thoughts  with  you  in  her  own 
words. 

"I  am  writing  this  little  letter  to  let  you  all  know  what  I  am  feeling  right  now.    I'm  so 
overwhelmed  by  the  kindness  and  greatness  of  what  I  shall  call  a  gift  (the  whole  LIHEAP 
Program)  it  sure  was  a  god  send  to  me  right  now.  .  .  I  highly  commend  all  your  group  for  the 
gracious  services  you  people  provide.    This  is  one  very  grateful  elderly  person  who  lives  alone 
with  a  total  income  of  $205.00  a  month  in  cash  and  $115.00  a  month  in  food  stamps.  .  .  I  hope 
this  little  thank-you  can  really  explain  and  help  you  understand  what  I'm  feeling  in  my  heart  right 
now.    God  Bless  everyone  connected  with  the  LIHEAP  Program.  .  .  God  Bless  you  again,  I  am 
eternally  grateful  to  know  that  there  are  still  people  like  you  around.  .  .  . 
From  My  Very  Sincere  Heart,  Carolyn  Elaschat" 

This  is  just  one  person  out  of  thousands  of  people  within  the  Pittsburgh  community  that  are 
provided  some  relief  by  LIHEAP  and  the  energy  related  programs  subsidized  by  Peoples  Gas 
and  others  in  the  private  sector.    But,  there  are  many  Carolyn  Elaschats  across  our  country. 


6    Osterberg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by-State  Analysis  of  Low- 
Income  Natural  Gas  Winter  Heating  Bills,  at  p.  3,  February  1994. 
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Working  together,  both  the  Federal  and  private  sector  can  reach  out  and  provide  critical 
assistance. 

In  closing,  I  ask  that  this  Subcommittee  strengthen  the  efforts  of  those  of  us  at  the  state 
and  local  levels  by  meeting  the  level  of  LIHEAP  funding  authorized  for  FY95  and  FY96.   We 
thank  you  for  your  prior  support  for  this  program,  and  look  forward  to  continue  working  with  you 
in  partnership  in  the  coming  fiscal  year. 


Respectfully  submitted, 
February  1,  1995. 

For  further  information  concerning  these  comments,  please  contact: 

Bertram  Kalisch  Bob  Berry 

Counsel,  Office  of  Congressional  Relations 

Government  Relations  Counsel  American  Gas  Association 

American  Gas  Association  1515  Wilson  Boulevard 

1515  Wilson  Boulevard  Arlington,  Virginia    22209 

Arlington,  Virginia    22209  (703)  841-8654 
(703)  841-8469 
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Comparison  of  LIHEAP  Households  Served 
For  U.S.  and  Illinois 
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Mr.  Porter.  Your  last  name  is  pronounced? 

Ms.  Kroeck.  Kroeck. 

Mr.  Porter.  Kroeck.  I  apologize. 

Ms.  Kroeck.  No  problem. 

Mr.  Porter.  Ms.  Kroeck,  this  is  a  program  that  is  administered 
by  the  States  and  in  your  State  of  Pennsylvania — am  I  correct? 

Ms.  Kroeck.  Yes,  sir. 

Mr.  Porter.  How  is  the  program  administered?  Are  the  pay- 
ments made  directly  to  the  utilities? 

Ms.  Kroeck.  Yes,  in  most  cases.  In  the  State  of  Pennsylvania, 
the  program  is  administered  through  the  Department  of  Public 
Welfare  and  the  grants  do  come  directly  to  the  utilities.  In  some 
cases  where  there  is  some  supplemental  funding,  the  customer  can 
receive  the  grant  directly. 

Mr.  Porter.  What  kind  of  supplemental  grant? 

Ms.  Kroeck.  If  the  person  is  on  aid  to  families  with  dependent 
children,  I  think  it  is  the  Title  IV  funding.  The  customer  in  some 
cases  has  the  right  to  receive  the  grant  directly. 

In  addition,  if  the  person  is  a  renter  and  the  heat  is  in  the  land- 
lord's name,  there  are  a  very  few  cases  where  the  customers  can 
receive  a  direct  grant. 

Mr.  Porter.  And  so  in  most  cases,  however,  the  money  is  applied 
directly  to  the  individual's  utility  bill? 

Ms.  Kroeck.  Correct. 

Mr.  Porter.  And  if  that  money  were  not  there  in  many  cases, 
people  would  simply  not  be  able  to  pay  their  bills.  Are  we  assuming 
that  is  the  case? 

Ms.  Kroeck.  Yes.  If  LIHEAP  were  to  go  away,  even  though  there 
are  a  lot  of  programs  out  there  to  help,  such  as  the  ones  that  we 
conduct  and  the  private  national  fuel  funds,  there  would  simply  not 
be  enough  money  to  pay  those  bills. 

Mr.  Porter.  Now,  what  about  public  housing,  what  happens 
there?  How  is  it  administered? 

Ms.  Kroeck.  If  they  are  in  public  housing  or  section  8  housing, 
again,  each  State  handles  it  a  little  differently  and  it  varies.  But 
with  respect  to  public  housing,  most  often  the  utilities  are  included 
in  the  subsidy.  So 

Mr.  Porter.  So 

Ms.  Kroeck.  So  it  is  already  paid  for.  They  are  not  eligible. 

Mr.  Porter.  They  are  ineligible  to  receive  funds  from  the 
LIHEAP  program? 

Ms.  Kroeck.  They  are  not.  But  then  again  there  is  all  these  little 
nuances  to  these  programs.  They  could  be  eligible  for  the  crisis 
component  of  it.  So  it  just  depends  on  the  circumstances. 

Mr.  Porter.  We  very  much  appreciate  your  testimony  today. 
Thank  you  so  much.  Thank  you  for  coming. 

Ms.  Kroeck.  Thank  you. 


Wednesday,  February  1,  1995. 
witnesses 
wallace  e.  zeddun,  united  distribution  companies 
helen  c  gonzales 
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Mr.  Porter.  Wallace  E.  Zeddun  and  Helen  C.  Gonzales,  United 
Distribution  Companies.  You  are  going  to  divide  your  5  minutes  be- 
tween you? 

Mr.  Zeddun.  Yes. 

Mr.  Porter.  Are  you  going  to  start? 

Mr.  Zeddun.  No,  Helen  will. 

Ms.  Gonzales.  Good  morning,  Members  of  the  subcommittee.  My 
name  is  Helen  Gonzales  and  I  am  a  staff  advocate  in  the  Washing- 
ton, D.C.  office  of  the  National  Consumer  Law  Center.  I  am  testify- 
ing today  on  behalf  of  our  low-income  clients  and  other  low-income 
families  for  whom  assistance  under  LIHEAP  is  a  step  towards  self- 
sufficiency. 

We  urge  you  on  their  behalf  to  maintain  the  funding  level  for 
LIHEAP  for  the  coming  fiscal  year.  LIHEAP  addresses  an  impor- 
tant problem  of  unaffordable  utility  bills.  As  HHS  noted  in  its  1992 
report  to  Congress,  energy  burdens,  not  energy  costs,  are  the  criti- 
cal factor  to  consider  here. 

Energy  burden  is  the  share  of  annual  household  income  that  is 
used  to  pay  annual  fuel  bills.  From  the  point  of  view  of  the  cus- 
tomer, affordability  is  measured  by  the  percent  of  household  in- 
come that  must  be  devoted  to  the  energy  bill  facing  that  household. 
This  is  an  important  concept  to  remember  as  we  understand  in  un- 
derstanding why  LIHEAP  continues  to  be  an  important  and  critical 
program. 

LIHEAP  provides  a  multilevel  approach  to  this  program  because 
it  is  a  block  grant  program  and  it  allows  State  flexibility  in  its  ad- 
ministration and  implementation.  The  National  Consumer  Law 
Center  is  about  to  release  a  report  that  is  an  update  of  our  1989 
report  that  looked  at  energy  costs  and  energy  burdens  on  a  State- 
by-State  basis.  We  are  one  of  the  few  organizations  that  does  do 
State-by-State  energy  reports. 

One  of  the  conclusions  of  that  report  is  that  comparing  energy 
prices  today  with  those  of  1979  reveals  that  energy  prices  have  in- 
creased although  not  always  at  the  rate  of  inflation,  yet  because  of 
the  lack  of  similar  increases  in  income,  the  burden,  again,  the  key 
factor,  the  burden  of  energy  costs  on  low-income  households  has 
not  decreased. 

The  fact  that  energy  prices  have  not  kept  pace  with  inflation  is 
of  benefit  only  to  those  households  whose  income  has  risen  cor- 
respondingly. Thus,  a  middle-income  family  which  earns  enough  in 
1992  dollars  to  buy  the  same  level  of  goods  and  services  purchased 
in  1979  will  have  seen  a  relative  decrease  in  its  energy  expendi- 
tures. However,  because  the  income  of  the  poor  has  not  kept  up 
with  inflation,  the  level  of  increase  in  energy  prices  still  have  a 
major  impact  in  those  households'  energy  burden. 

This  is  why  the  Federal  Government  still  has  an  important  role 
to  play  in  helping  to  alleviate  this  crisis,  but  I  think,  as  you  point- 
ed out,  Mr.  Chairman,  it  is  not  just  the  Federal  Government  that 
has  an  important  role.  There  is  also  a  role  for  utilities,  State  gov- 
ernments, and  for  households  themselves  in  helping  to  alleviate 
this  crisis.  You  have  heard  and  will  hear  from  utilities  but  I  think 
it  is  what  is  important  to  know  is  that  a  number  of  States,  again 
because  this  is  a  block  grant  program,  either  on  their  own  or  to- 
gether with  utilities,  have  put  together  programs  that  allow  house- 
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holds  to  pay  a  lower  percentage  of  their  income  or  towards  their 
utility  bills  or  a  lower  amount  on  their  bills.  The  critical  factor  here 
being  that  in  fact  they  can  pay  a  more  affordable  amount. 

And  what  the  experience  in  all  of  these  programs  have  found  is 
that  once  that  is  done  households  are  willing  to  pay  that  and  they 
pay  that  on  a  consistent  basis,  in  exchange  for  the  utilities  being 
willing  to  continue  service  on  a  year-round  basis  even  though  in 
fact  their  full  bill  is  not  being  paid. 

What  the  State  then  does  is  to  try  to  find  other  resources  to  fill 
that  gap.  That  gap  can  be  filled  by  LIHEAP,  by  ratepayer  money, 
by  fuel  funds  or  by  any  combination  of  funds.  And  so  in  fact  there 
are  ways  of  doing  this  and  it  does  vary  from  State- to-State.  And 
the  beauty,  of  course,  of  a  block  grant  program  is  that  there  are 
these  different  innovations.  The  down  side,  of  course,  is  that  some 
States  are  doing  a  better  job  than  others. 

Mr.  Porter.  My  staff  tells  me  you  only  have  1  minute  left  so  I 
want  to  give  a  chance  for  Mr.  Zeddun  to  comment. 

Ms.  Gonzales.  Sure. 

Mr.  Zeddun.  You  have  a  minute  left. 

Ms.  Gonzales.  No,  that  is  okay. 

Mr.  Zeddun.  Mr.  Chairman,  Members  of  the  committee,  I  would 
like  to  thank  you  for  the  opportunity  to  testify  this  morning.  My 
name  is  Wally  Zeddun.  I  am  Vice  President  of  Customer  Services 
for  Wisconsin  Gas.  The  demographics  of  my  company,  and  I  am 
here  to  represent  UDC  today  and  the  companies  that  are  included 
in  that  list  that  are  in  my  prepared  testimony,  and  for  the  sake  of 
brevity  I  won't  go  into  that  any  further. 

To  pick  up  on  what  Helen  has  said  this  morning,  my  company 
has  the  plan  that  she  describes,  which  basically  allows  customers 
to  be  on  a  percent-of-income  payment  plan  which  they  can  afford. 
Even  with  the  LIHEAP  supplement,  rather  that  paying  part  of  the 
fuel  bill,  they  still  have  shortages.  That  ends  up — they  cannot  af- 
ford the  full  amount  of  their  bill  even  with  LIHEAP.  So  the  current 
need  is  not  being  addressed  even  with  the  redesigned  programs 
that  we  have.  That  is  a  significant  problem  as  we  look  forward  in 
the  future. 

What  I  would  like  to  address  today  is  really  the  issue  of  need  for 
the  program,  looking  at  sort  of  an  on-an-aggregate  basis.  A  new 
study  by  the  National  Center  of  Children  in  Poverty  by  the  Colum- 
bia School  of  Public  Health  indicates  that  approximately  6  million 
children  under  the  age  of  6  live  in  poverty  in  this  country.  That  is 
more  than  one  in  four.  An  additional  4.4  million  are  near  the  pov- 
erty level.  LIHEAP  is  designed  essentially  to  serve  customers  up 
to  150  percent  of  the  poverty  guidelines,  which  means  many  of 
these  children  would  also  be  included  within  the  purview  of  this 
program.  Fifty-eight  percent  of  the  children  who  are  under  6  have 
parents  who  work  either  full  or  part  time.  So  they  are  the  working 
poor. 

This  squares  with  our  experience  with  LIHEAP.  Fifty  percent  of 
the  families  who  receive  LIHEAP  have  at  least  one  child.  In  my 
State,  76  percent  of  the  recipients  are  not  on  welfare  or  public  as- 
sistance. In  Illinois,  60  percent  are  not  on  welfare  or  public  assist- 
ance. What  that  says  is  that  this  is  a  program  that  is  directed  to 
help  people  who  are  in  the  working  poor  who  have  children. 
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If  you  look  at  the  statistics  nationally,  39  million  people  cur- 
rently live  in  poverty,  the  highest  number  since  1962,  more  than 
when  this  program  was  started,  more  than  when  it  was  funded  at 
$2.1  billion  in  the  early  1980s.  So  the  need  in  terms  of  the  number 
of  people  who  need  the  help  still  remains  as  great,  if  not  greater 
than  ever. 

Looking  at  gas  prices.  While  our  prices  have  remained  rather 
moderate,  deregulation  has  really  caused  prices  for  the  residential 
customer  to  have  the  prospect,  as  Mr.  Neitzel,  who  is  a  commis- 
sioner from  my  State,  testified  last  year,  the  prospect  of  having 
those  prices  rise  as  we  go  forward,  because  costs  are  being  allo- 
cated to  the  residential  customer,  the  cost  of  providing  high-qual- 
ity, firm  service,  the  cost  of  renting  the  pipeline  or  reserving  the 
space  on  the  pipeline  because  we  have  to  make  sure  they  have  gas 
between  November  and  March.  The  net  result  is  businesses  pay  a 
lower  rate.  They  pay  more,  something  closer  to  the  commodity  rate 
because  they  use  the  gas  all  year-round. 

With  the  new  deregulated  environment,  the  cost  of  providing 
that  high-quality  service  is  now  being  borne  by  the  firm  customer. 
The  net  result  is  that  if  you  look  at  my  company,  we  have  a  sum- 
mer rate  of  45  cents — 45.87  cents  per  term.  Our  winter  rate  is 
62.99  cents.  Low-income  families  use  most  of  their  heating  fuel  in 
the  winter.  They  pay  it  at  the  highest  rate,  which  means  that  we 
are  still  incurring  costs  at  that  high  rate.  They  are  still  paying  the 
same  burden,  which  is  what  Helen  said,  as  they  did  back  in  the 
early  1970s— late  1970s,  early  1980s. 

I  think  the  other  thing  to  realize  is  that  over  time  this  program 
has  been  cut  33  percent.  So  if  you  stop  and  think  about  it  for  a 
minute,  if  their  incomes  would  have  remained  the  same,  kept  pace 
with  inflation,  if  the  fuel  prices  kept  pace  with  inflation,  the 
LIHEAP  supplement  did  not  and  so  they  are  actually  incurring  a 
larger  burden  now  than  they  were  in  the  early — in  the  mid  1980s 
because  of  the  cuts  to  LIHEAP.  This  program  has  incurred  cuts  al- 
ready, significant  cuts  as  we  have  gone  forward  but  it  still  remains 
crucial. 

The  other  thing  I  would  like  to  urge  you  to  consider  is  that  this 
is  a  supplemental  program.  It  is  not  designed  to  pay  the  full 
amount  of  the  bills.  It  never  was.  It  helps  families  in  transition.  If 
you  are  a  family  that  is  on  welfare  or  dependence  and  you  want 
to  move  off,  you  are  not  likely  to  get  a  $15-an-hour  job.  You  are 
going  to  get  a  job  closer  to  minimum  wage.  That  means  that  you 
need  help  to  sustain  a  basic  level  of  standard  of  living.  This  pro- 
gram helps  provide  that  so  that  you  can  get  some  employment  ex- 
perience and  hopefully  get — be  able  to  move  into  a  higher  paying 
job  at  a  future  time.  So  it  really,  I  think,  fits  with  a  lot  of  what 
we  are  trying  to  do  in  this  Nation  of  moving  people  off  and  making 
them  more  independent  and  that  is  what  one  of  the  design  ele- 
ments that  we  have  in  our  program,  and  you  can  read  about  that 
in  our  prepared  testimony. 

This  concludes  my  testimony,  Mr.  Chairman.  Thank  you  very 
much. 

Mr.  Porter.  We  thank  both  of  you  for  your  testimony. 

[The  prepared  statement  of  Wallace  E.  Zeddun  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee:  I  am  Wallace  Zeddun,  Vice  President 
of  Customer  Services  and  Operations  for  Wisconsin  Gas  Company.  Headquartered  in  Milwaukee, 
Wisconsin,  our  service  territory  is  located  primarily  in  Southeastern  Wisconsin.  Wisconsin  Gas 
serves  approximately  485,000  customers  throughout  Wisconsin,  92  percent  of  which  are  residential. 
We  have  approximately  60,000  households,  or  about  120,000  individuals  who  are  classified  as  low 
income  in  our  service  territory. 

Today,  I  am  pleased  to  testify  on  behalf  of  United  Distribution  Companies  (UDC),  a  group 
of  34  natural  gas  companies  serving  13  states  whose  names  and  locations  are  set  forth  in  Appendix 
A.  UDC  member  companies  provide  natural  gas  distribution  service  to  customers  primarily  in  the 
Midwest  and  Northeast. 

Wisconsin  Gas  and  all  UDC  member  companies  are  deeply  committed  to  meeting  the  energy 
needs  of  all  our  customers,  and  in  particular,  those  of  our  low  and  fixed-income  consumers.  We  are 
strong  advocates  for  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  and  the 
Department  of  Energy's  Weatherization  Assistance  Program  (WAP).  In  addition  to  supporting  these 
federal  programs,  UDC's  member  companies  fund  a  variety  of  efforts  designed  to  augment  energy 
assistance  to  low-income  households  at  the  local  level. 

Our  companies  are  an  integral  part  of  the  communities  we  serve.  On  behalf  of  all  of  our 
residential  customers-especial ly  the  low-income  customers  who  live  in  our  communities-I  urge  you 
to  maintain  critical  funding  for  LIHEAP. 

Mr.  Chairman,  we  appreciate  the  opportunity  to  allow  Ms.  Helen  Gonzales  from  the  National 
Consumer  Law  Center  (NCLC)  to  share  UDC's  allotted  time.  Ms.  Gonzales  represents  low-income 
clients  and  is  a  nationally  recognized  expert  on  LIHEAP  and  the  energy  needs  of  low-income 
families. 

LIHEAP  Funding  Recommendation 

Mr.  Chairman,  I  ask  for  your  support  for  the  Low  Income  Home  Energy  Assistance  Program, 
and  urge  that  this  subcommittee  and  the  Congress  adopt  the  following: 

1.  Sustain  LIHEAP  funding  for  Fiscal  Year  (FY)  1995  at  the  $1,319  billion  level 
approved  by  the  Congress  and  the  President  last  fall  in  Public  Law  103-333,  the  FY  1995 
Labor,  Health  and  Human  Services  Appropriations  Act; 

2.  Sustain  LIHEAP  funding  for  FY  1996  at  the  level  of  $1,319  billion  that  was  enacted 
in  Public  Law  103-333;  and 

3.  Maintain  an  "advance  appropriation"  for  the  FY  1997  LIHEAP  at  the  "current 
services"  level. 

Mr.  Chairman,  the  funding  decisions  that  you  and  your  colleagues  on  this  Subcommittee,  and 
on  the  full  Committee,  face  this  year  to  chart  a  course  to  a  balanced  budget  by  the  year  2002  are 
daunting.  Without  question,  the  outcome  of  those  decisions  will  have  a  profound  impact  on  the  lives, 
health  and  safety  of  millions  of  Americans.  It  is  with  this  in  mind  that  we  respectfully  ask  you  to 
take  a  fresh  look  at  LIHEAP  and  to  consider  the  facts. 

The  Need  for  LIHEAP  Continues 

Some  have  asserted  that  the  need  for  LIHEAP  has  diminished;  this  opinion  does  not  stand  up 
to  the  facts.  The  U.S.  Census  Bureau  figures  show  that  the  United  States  today  has  the  highest 
number  of  people  living  in  poverty  since  1962  -  39  million  Americans!1 


1  U.S.  Bureau  of  Census,  Income.  Poverty,  and  Valuation  of  Non-Cash  Benefits  for  1993.  6 
October  1994. 
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Equally  alarming,  are  the  statistics  disclosed  in  a  report  just  issued  by  the  National  Center  for 
Children  in  Poverty  at  the  Columbia  School  of  Public  Health  that  cite  record  numbers  of  children 
under  the  age  of  six  living  in  poverty.  This  report,  Young  Children  in  Poverty:  A  Statistical  Update 
indicates  that  six  million  children  in  the  U.S. -more  than  one  in  four  children  under  age  six-live  in 
poverty,  with  an  additional  4.4  million  young  children  living  near  the  poverty  line.  This  analysis 
provides  some  surprising  data,  citing  that  58  percent  of  these  children  under  six  years  of  age  had 
parents  who  worked  full-time  or  part-time  in  1992.2 

In  fact,  as  many  as  38  percent  of  poor  children  under  age  six  live  with  parents  who  support 
their  families  with  earnings  only,  and  do  not  receive  public  assistance.  The  study  goes  on  to 
illustrate  the  difficulty  that  these  families  face  by  calculating  the  annual  salary  of  a  worker  (parent) 
making  minimum  wage.  On  an  annual  basis,  these  wages  would  merely  bring  a  family  of  three  to 
66  percent  of  the  Office  of  Management  and  Budget  (OMB)  poverty  line.  Even  assistance  from  the 
Earned  Income  Tax  Credit  (EITC)  would  not  lift  such  a  family  out  of  poverty.  We  cite  this 
information  because  of  its  relevance  to  the  LIHEAP  program.  The  Department  of  Health  and  Human 
Services'  own  data  indicates  that  over  50  percent  of  LIHEAP-recipient  households  have  at  least  one 
child.    Increases  in  the  poverty  rate  force  more  of  these  households  into  seeking  aid. 

An  examination  of  LIHEAP  recipient  households  further  supports  the  need  for  LIHEAP.  Of 
the  5.6  million  households  which  received  LIHEAP  assistance  in  FY  1993,  more  than  four  million 
of  these  families  had  annual  incomes  of  less  than  $8,000.  Yet  despite  this  low  income,  the  majority 
of  recipient  households  are  not  on  public  assistance.  In  my  own  state  of  Wisconsin,  76  percent 
of  households  assisted  by  LIHEAP  are  not  on  welfare;  and  in  Illinois,  that  number  is  60 
percent.  Next,  on  the  average,  one-third  of  LIHEAP  households  are  elderly.  States,  such  as 
Mississippi,  Arkansas,  Pennsylvania,  Tennessee,  Maine  and  Georgia,  find  more  than  40  percent  of 
their  LIHEAP  recipient  households  containing  an  elderly  person.  Last  year,  nearly  70  percent  of 
the  households  that  were  assisted  in  Mississippi  were  elderly.  Finally,  the  disabled  who  meet  the 
income  guidelines  are  also  represented  in  LIHEAP  recipient  households.  Nationwide,  approximately 
20  percent  of  the  households  served  include  a  disabled  member.  Households  in  states  such  as 
California,  have  i»  excess  of  30  percent  with  a  disabled  member. 

LIHEAP  Helps  Families 

Changing  dynamics  in  the  work  place,  including  eroding  wages,  part-time  employment,  and 
fewer  benefits  are  swelling  the  ranks  of  the  working  poor.  Low-income  families  struggle  to  stay 
together.  They  face  daily  challenges  to  pay  for  necessities.  If  you  take  away  their  energy  assistance, 
that  is  one  more  push  toward  dependence. 

LIHEAP  helps  create  independence  rather  than  dependence.  It  helps  low-income  people  stay 
off  welfare.  As  I  describe  later  in  my  testimony,  the  Wisconsin  experience  works.  LIHEAP  is 
designed  to  address  the  needs  of  low-income  families  in  meeting  their  monthly  energy  expenses.  The 
working  poor  comprise  a  large  percentage  of  LIHEAP-recipients.  LIHEAP  promotes  self- 
sufficiency;  it  protects  these  families  on  the  edge  of  poverty  from  falling  deeper  into  debt,  and  allows 
them  to  have  more  control  over  their  lives  and  their  resources. 


2Columbia  University  School  of  Public  Health,  National  Center  for  Children  in  Poverty,  Young 
Children  in  Poverty:   A  Statistical  Update.  30  January  1995. 
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Health  and  Safety  Concerns 
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In  attempting  to  argue  that  LIHEAP  is  no  longer  needed,  some  people  have  misrepresented 
"shut-off"  moratoria  as  a  "safety-net"  in  protecting  low-income  families.  In  those  states  in  which 
moratoria  exist,  the  moratoria  may  provide  some  protection  for  low-income  consumers,  but  no  long- 
term  protection.  Moreover,  moratoria  do  not  exist  in  all  states;  do  not  govern  unregulated  fuels- 
such  as  propane,  fuel  oil,  or  wood;  often  do  not  govern  emergency  situations;  and  do  not  relieve 
low-income  families  of  the  ultimate  obligation  to  pay  for  their  home  energy  costs  when  the  moratoria 
end.  In  addition,  HHS  reports  that  36  percent  of  LIHEAP-recipient  households  use  bulk  fuels,  and 
are  therefore,  left  unprotected. 

Faced  with  higher  payments  for  home  heating  fuel,  low-income  families  will  have  limited  tough 
choices:  heat-or-eat;  go  further  into  debt  which  will  jeopardize  their  ability  in  the  future  to  become 
self-sufficient;  or  use  potentially  unsafe  alternative  methods  to  heat  which  could  result  in  tragedies. 
Elderly  households  might  use  single  room  space  heaters  and  turn  their  thermostats  down;  these 
actions  will  increase  the  risk  of  hypothermia  for  these  customers.  Yet  other  low-income  customers 
will  move  households  together  to  make  ends  meet.  Tragically,  overcrowded  substandard  housing, 
and  the  improper  use  of  space  heaters  have  proven  to  have  disastrous  consequences  in  our 
community. 

It  is  an  accepted  fact  that  low-income  people  suffer  with  a  "heat-or-eat  dilemma"  in  the  winter. 
When  LIHEAP  funding  is  cut,  some  of  our  customers  will  find  a  way  to  pay  their  heating  bills; 
however,  they  will  do  so  at  the  expense  of  food,  or  other  basic  necessities  like  medicine.  With 
record  numbers  of  Americans  living  at  or  below  the  poverty  level,  and  many  families  across  this 
country  grappling  with  eroding  wages,  it  seems  a  cruel  choice  to  force  them  to  make. 

Targeted  LIHEAP  Block  Grant  Works 

Mr.  Chairman,  LIHEAP  is  a  program  that  works.  As  designed  by  the  Congress,  LIHEAP  is 
a  block  grant  that  is  targeted  to  assist  low-income  households  with  the  costs  of  home  energy.  While 
there  are  broad  federal  guidelines  for  LIHEAP,  the  states  are  allowed  to  tailor  their  programs  to  best 
meet  their  individual  needs.  The  Governors  determined  what  agencies  should  administer  the 
program,  what  eligibility  standards  will  be  used,  how  benefits  will  be  structured,  the  guidelines  for 
the  crisis  program,  and  the  range  of  assistance  to  be  rendered. 

In  addition  to  program  flexibility,  the  administrative  costs  of  the  program  are  minimal~in  the 
range  of  seven  to  eight  percent.  This  ensures  that  the  majority  of  LIHEAP  dollars  are  directed  to 
energy  assistance  benefits  for  the  citizens  that  it  was  intended  to  help. 

LIHEAP  also  goes  through  a  regular  review  process  similar  to  that  suggested  by  Speaker 
Gingrich  at  the  National  Governors'  Association  meeting.  In  fact,  the  Congress  completed  its  review 
of  the  LIHEAP  Program  just  last  spring,  when  it  reauthorized  LIHEAP  through  FY  1999.  As  you 
recall,  this  reauthorization  package  was  supported  on  a  broad  bipartisan  basis.  LIHEAP  is  a 
targeted  block  grant  that  works.  To  alter  the  essential  character  of  this  energy  assistance  program 
at  this  point  would  be  a  serious  mistake. 
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Of  course,  the  burden  of  low-income  households'  needs  does  not  rest  solely  on  the  Federal 
Government.  Our  member  companies  are  involved  in  and  concerned  about  the  well-being  of  our 
communities-both  in  economic  and  human  terms.  The  states  and  the  private  sector  also  have  a 
responsibility  to  contribute  to  the  needs  of  these  consumers. 

UDC  member  companies  have  developed  a  host  of  innovative  and  effective  programs  to  assist 
their  low-income  consumers  which  include  the  following:  operating  and/or  contributing  to  fuel 
funds;  providing  discounts  and  credits  to  low-income  consumers;  providing  partial  or  full  waivers 
of  home  energy  connection  and  reconnection  fees,  and  late  payment  charges;  partial  or  full  waiver 
of  home  energy  security  deposits;  and  partial  forgiveness  of  home  energy  bills.  Moreover,  many 
of  our  companies  are  involved  in  various  energy  conservation  activities,  such  as  weatherization  of 
low-income  households,  budget  counseling  and  energy-use  education.  Overall,  millions  of  dollars 
each  year  are  dedicated  to  assisting  the  low  income  with  their  fuel  bills,  as  evidenced  by  today's 
testimony.  However,  all  of  these  utility  efforts  and  most  other  private  efforts  are  built  around 
LIHEAP  as  their  cornerstone.   Federal  cuts  to  LIHEAP  will  jeopardize  these  efforts. 

The  Wisconsin  Experience 

In  Wisconsin,  we  have  come  to  appreciate  the  different  needs  of  low-income  households  and 
that  these  needs  must  be  treated  in  a  comprehensive  manner.  We  have  come  to  understand  that  low- 
income  consumers'  inability  to  pay  their  fiiel  bills  is  a  symptom  of  a  much  bigger  problem.  As  a 
result,  we  in  Wisconsin  have  tried  to  approach  the  consumers'  needs  with  a  comprehensive  program. 


First,  we  provide  the  low-income  consumers  with  an  affordable  payment  arrangement;  one  that 
is  based  on  their  ability  to  pay-independent  of  actual  usage.  Second,  we  provide  energy  assistance 
based  on  household  need.  Third,  we  forgive  past  arrears  for  consumers  who  make  regular  payments. 
Lastly,  we  maximize  limited  program  resources  by  first  weatherizing  the  households  with  the  highest 
usage. 

Wisconsin  Gas'  EIP  Program 

To  implement  the  Wisconsin  plan,  Wisconsin  Gas  has  its  Early  Identification  Program  (EIP). 
The  EIP  is  comprised  of  a  number  of  separate  yet  related  components.  Based  on  the  premise  that 
consumers  who  are  having  difficulty  paying  their  bills  may  have  more  concerns  than  just  not  having 
sufficient  income,  we  have  attempted  to  address  a  series  of  possible  symptoms.  The  following  are 
a  few  of  the  components: 

*  An  Affordable  Payment  Plan  (Low-Income  Budget  Plan  -  LIBP)  that  is  based  on 
household  income  less  specific  expenses,  i.e.,  mortgages/rent,  other  utilities,  and  food. 

*  The  "Freezing"  of  Past  Arrearages  and  Forgiveness  of  these  arrearages  over  three  (3) 
years  if  the  consumers  make  consistent  payments.  Also,  the  forgiveness  of  current  arrears 
with  consistent  payments. 
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*  The  Rate  Based  Low-Income  Weatherization  Program,  which  at  no  cost  to  the  consumer, 
can  reduce  their  energy  burden  by  an  average  of  25  percent. 

*  The  Early  Start  of  Emergency  Energy  Assistance  Program  in  Milwaukee  County  begins 
before  the  October  1  start-up  date  of  the  federal  LIHEAP  program.  Utility  money  is  used 
to  pay  for  the  intake  of  both  energy  assistance  applications  and  reconnection  applications. 
This  effort  ensures  that  low-income  consumers  who  are  at  risk  to  ill  effects  from  cold 
weather-children  and  seniors,  in  particular-receive  help  before  the  cold  weather  begins. 

We  are  not  alone  in  the  development  of  creative  approaches  to  better  assist  low-income 
households;  such  a  commitment  is  representative  of  all  our  UDC  member  companies. 

Changing  Energy  Policies  Affect  Energy  Costs 

More  than  50  percent  of  low-income  households  in  this  country  heat  their  homes  with  natural 
gas.  Federal  and  state  policies  favoring  greater  competition  in  both  the  electric  and  natural  gas 
industries  have  shifted  significant  costs  away  from  industrial  customers,  and  other  users  with  energy 
alternatives,  to  residential  customers.  As  a  result,  these  low-income  households  are  paying  a  higher 
share  of  the  costs  of  purchasing  and  transporting  natural  gas  today  than  they  did  in  1980,  when 
LIHEAP  was  first  created.  Thus,  low-income  households  continue  to  face  the  same  or  potentially 
increasing  energy  burdens. 

To  buttress  the  point,  in  last  year's  testimony  before  your  counterpart  in  the  Senate,  one  of 
Wisconsin's  public  service  commissioners,  Scott  Neitzel,  testified  on  behalf  of  the  National 
Association  of  Regulatory  Utility  Commissioners  (NARUC)  on  the  impact  of  changing  national 
energy  policies  in  the  gas  and  electric  areas  on  low-income  households.  Commissioner  Neitzel  stated 
that  industry  restructuring  will  result  in  near-term  rate  increases  for  low-income  and  other  residential 
ratepayers. 

Conclusion 

Mr.  Chairman,  the  104th  Congress  has  set  out  an  ambitious  agenda  for  change  in  this  country's 
future.  LIHEAP  complements  this  agenda.  As  families  move  from  dependence  towards 
independence,  they  will  need  targeted  supplemental  assistance.  Families  in  transition  normally  start 
at,  or  near,  minimum  wage  levels.  In  order  for  them  to  continue  working  and  gaining  employment 
experience,  so  that  they  can  be  eligible  for  better  jobs  in  the  future,  they  need  help  to  maintain  a 
basic  standard  of  living  from  programs  such  as  LIHEAP. 

The  truth  is  simple.  LIHEAP  is  a  public-private  partnership  program  that  works.  The  low- 
income  households  cannot  afford  to  pay  the  total  cost  of  the  energy  they  use.  LIHEAP  helps  to 
make  energy  service  available  and  more  affordable  to  them.  Please  maintain  LIHEAP  funding  for 
FY  1996  at  the  level  already  approved  by  the  Congress. 
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APPENDIX  A 

MEMBERS  OF  UNITED  DISTRIBUTION  COMPANIES 

The  Member  Companies  serve  12,000,000 
residential,  commercial  and  industrial  gas  customers 


Company 

Central  Illinois  Light  Company 

Central  Illinois  Public  Service  Corporation 

Citizens  Gas  Fuel  Company 

Columbia  Gas  of  Kentucky 

Columbia  Gas  of  Maryland 

Columbia  Gas  of  Ohio 

Columbia  Gas  of  Pennsylvania 

Commonwealth  Gas  Services,  Inc. 

The  East  Ohio  Gas  Company 

Equitable  Gas  Company 


Hope  Gas,  Inc. 

IES  Utilities,  Inc. 

Illinois  Power  Company 

Indiana  Gas  Company,  Inc. 

Iowa-Illinois  Gas  &  Electric  Company 

Kokomo  Gas  &  Fuel  Company 

Michigan  Gas  Company 

National  Fuel  Gas  Distribution  Corporation 

Niagara  Mohawk  Power  Corporation 

Northern  Indiana  Public  Service  Corporation 

Northern  States  Power  Corporation  (WI) 

North  Shore  Gas  Company 

Ohio  Gas  Company 

The  Peoples  Gas  Light  &  Coke  Company 

The  Peoples  Natural  Gas  Company 

Rochester  Gas  &  Electric  Corporation 

Southeastern  Michigan  Gas  Company 

Union  Electric  Company 

Virginia  Natural  Gas,  Inc. 
West  Ohio  Gas  Company 
Wisconsin  Gas  Company 
Wisconsin  Natural  Gas  Company 
Wisconsin  Public  Service  Corporation 
WNG-Wisconsin  Southern  District 


State 

Illinois 

Illinois 

Michigan 

Kentucky 

Maryland 

Ohio 

Pennsylvania 

Virginia 

Ohio 

Pennsylvania 

Kentucky ,  and 

West  Virginia 
West  Virginia 
Iowa 

Illinois 
Indiana 

Iowa,  Illinois 
Indiana 
Michigan 
New  York, 

Pennsylvania 
New  York 
Indiana 
Wisconsin 
Illinois 
Ohio 
Illinois 
Pennsylvania 
New  York 
Michigan 
Missouri, 

Illinois 
Virginia 
Ohio 

Wisconsin 
Wisconsin 
Wisconsin 
Wisconsin 
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Mr.  Porter.  I  have  a  question  for  both  of  you.  And  that  is  if— 
well,  I  think  the  first  question  is  what  percentage  approximately  of 
the  average  bill  is  paid  by  LIHEAP  for  those  that  are  eligible  for 
the  program?  Is  it  one-third,  a  half,  three-quarters? 

Ms.  Gonzales.  It  is  roughly  25  percent  to  30  percent  of  the  bill 
is  covered. 

Mr.  Porter.  So  the  individual,  then,  has  to  pay,  say,  two-thirds 
of  their  bill  themselves? 

Ms.  Gonzales.  Right. 

Mr.  Porter.  What  if  they  don't  pay? 

Ms.  Gonzales.  Again,  it  varies  from  State  to  State  and  utility  to 
utility  because  utilities  have  to  do  whatever  the  Public  Utility 
Commission  allows  them. 

Mr.  Porter.  Most  States  say  if  it  is  very  cold  weather  they  won't 
cut  off  their  supply  of  gas,  for  example. 

Ms.  Gonzales.  You  are  asking  for  terms  of,  in  moratoria? 

Mr.  Porter.  Yes. 

Ms.  Gonzales.  In  terms  of  moratoria,  eventually  a  household  can 
be  turned  off.  Not  all  States  have  moratoria.  Some  States  today 
and  in  those  States,  although  households  can  be  turned  off,  the  re- 
ality is  for  all  intents  and  purposes  they  won't  during  the  harshest 
winter  months.  However,  as  soon  as  the  winter  is  over,  what  you 
see  is  hundreds  and  hundreds  of  households  being  turned  off.  The 
implications,  of  course,  are  in  some  places  you  need  cooling  during 
the  winter  and  in  fact  most  of  us  get  one  utility  bill.  We  don't  get 
a  heating  bill.  So  they  lose  all  service.  And  for  the  next  winter  un- 
less there  is  LIHEAP  or  some  other  assistance  to  help  them,  they 
go  into  winter  without  any  assistance. 

Mr.  Porter.  Now  Mr.  Zeddun,  why  can't  the  utility  be  mandated 
as  it  is  now  to  provide  heat  in  the  coldest  months  so  that  no  indi- 
vidual is  cut  off  and  have  the  utility  spread  among  all  its  consum- 
ers the  bad  debt,  inability  to  pay,  whatever  you  may  call  it,  that 
it  used  to  do  prior  to  the  time  that  this  program  existed?  In  other 
words,  why  is  there  Federal  rationale  for  the  Federal  Government 
picking  up  a  portion  of  costs  that  should  be  spread  among  the  pop- 
ulation of  the  utility  and  would  normally  be  spread  among  that 
population? 

Mr.  Zeddun.  I  think  the  first  thing  I  would  say  is  that  the  rea- 
son that  people  have  difficulty  paying  their  fuel  bills  does  not  re- 
late to  the  utility  service.  It  relates  to  income.  It  relates  to  demo- 
graphics. 

Mr.  Porter.  Sure. 

Mr.  Zeddun.  That  is  a  taxpayer  obligation.  Dealing  with  those 
who  are  less  advantaged  and  trying  to  help  them  is  not  a  utility 
obligation,  it  is  taxpayer.  Currently,  utilities  in  many  cases  do.  To 
amplify  Helen's  comments. 

Mr.  Porter.  Well,  utilities  serve  the  entire  population.  Unless 
they  are  public  in  nature. 

Mr.  Zeddun.  We  do  not  serve  the  entire  population.  We  serve 
anywhere  between  60  and  80  percent  of  the  potential  customers  in 
our  service  territory.  Natural  gas  does  not  have  total  coverage 
throughout  the  State. 

Mr.  Porter.  I  realize  that. 
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Mr.  Zeddun.  Okay. 

Mr.  Porter.  But  every  household  and/or  business  has  some  form 
of  heating  or  cooling,  presumably. 

Mr.  Zeddun.  If  some  aren't  willing 

Mr.  Porter.  Some  don't? 

Mr.  Zeddun  [continuing].  Aren't  willing  to  tax  all  forms  of  en- 
ergy, that  would  be  one  way  of  funding  it  but  it  hasn't  been  done 
at  this  point. 

When  customers  pay  a  reasonable  amount  to  us  and  we  get  our 
energy  assistance,  if  there  is  a  shortfall  currently,  if  they  make  reg- 
ular payments,  we  forgive  that  shortfall  because  we  are  trying  to 
encourage  customers  to  make  regular  payments  so  we  do  fund  that 
in  our  uncollectibles  right  now.  The  difficulty  with  that  is  as  you 
move  into  deregulation,  looking  at  my  State,  we  serve  the  city  of 
Milwaukee.  The  city  of  Milwaukee  has  one  of  the  worst  poverty 
problems  in  the  State.  It  means  to  us  $25  per  customer.  When  we 
start  comparing  our  costs  with  other  utilities  that  don't  have  the 
same  service  type  territory,  we  end  up  being  very  uncompetitive. 

Mr.  Porter.  Well,  the  point  I  am  making  here  is  that 

Mr.  ZEDDUN.  You  can't  do  it  through  the  rate  structure  anymore 
because  of  competition. 

Mr.  Porter.  The  point  I  am  making  here  is  that  we  are  running 
$200  billion  deficits  today.  We  are  borrowing  the  money  to  send  to 
you  to  help  pay  the  bills  of  people  who  have  a  need.  There  is  no 
question  about  the  need.  I  am  not  arguing  about  the  need.  But  we 
are  running  the  money  through  Washington  where  we  have  to  tax 
or  borrow  in  order  to  raise  it  instead  of  paying  it  currently  through 
the  process  that  existed  for  the  first  175  years  of  our  history  where 
it  was  absorbed  as  a  cost  of  doing  business  by  the  utilities  them- 
selves. 

And  as  Ms.  Gonzales  said  in  the  beginning,  the  cost  of  heating 
generally  has  gone  down  in  real  terms  since  the  time  the  program 
was  initiated.  And  it  is  a  little  difficult  to  see — I  have  no  argument 
about  the  need  that  is  there.  I  have  an  argument  about  how  we  ful- 
fill the  need.  And  I  wonder  whether  this  is  really  the  best  way  to 
do  it. 

Ms.  Gonzales.  I  will  make  two  quick  points. 

Mr.  Porter.  Two  quick  points  and  then  we  are  going  on  to  the 
next  witness. 

Ms.  Gonzales.  I  say  energy  costs  have  increased.  If  you  look  at 
individual  prices,  and  I  will  submit  for  the  record  and  I  apologize, 
I  have  been  very  sick  so  I  didn't  have  a  statement,  but  I  will  sub- 
mit in  my  written  statement  a  copy  of  our  report  as  well,  as  it 
comes  out  in  the  next  couple  weeks. 

But  before  LIHEAP,  I  should  say  there  were  a  series  of  crises  as- 
sistance programs  in  effect  before  this  LIHEAP  program,  and  even 
prior  to  that  one  of  the  concerns  from  our  clients'  perspective  is 
that  there  were — one  of  the  reasons  there  were  even  crises  pro- 
grams and  then  LIHEAP  is  that  in  fact  there  were  stories  all 
around  the  country  about  people  freezing  to  death,  about  fires  from 
unsafe  hazards. 

Mr.  Porter.  No  question  about  the  need. 

Ms.  Gonzales.  I  guess  the  question  I  have  is  that  will  end  up 
happening  again  as  LIHEAP  dollars  diminish  because  as  has  been 
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indicated,  the  utilities  I  think  have  taken  up  some  slack,  and  they 
should  continue  to  and  I  think  will,  but  I  think  in  this  era  of  re- 
structuring that  that  in  effect  who  is  going  to  be  left  out  in  the  cold 
are  the  clients  and  that  is  the  real  concern. 

Mr.  Porter.  Thank  you  both  for  testifying. 

Ms.  Gonzales.  Thank  you. 


Wednesday,  February  1,  1995. 

WITNESS 

J.  WARD  KENNEDY,  M.D.,   FJk.CC,  AMERICAN  COLLEGE   OF  CARDI- 
OLOGY 

Mr.  Porter.  I  am  sorry  to  keep  you  so  long.  J.  Ward  Kennedy, 
M.D.,  F.A.C.C,  American  College  of  Cardiology.  Dr.  Kennedy. 

Dr.  Kennedy.  Mr.  Chairman,  Members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  testify  this  morning.  I  represent 
the  American  College  of  Cardiology,  a  professional  organization  of 
22,000  members  who  are  specialists  in  cardiovascular  disease,  both 
cardiologists  and  cardiac  surgeons.  I  am  also  a  Professor  of  Medi- 
cine at  the  University  of  Washington,  similar  to  Dr.  Couser.  We  are 
colleagues. 

I  am  here  to  support  the  National  Heart,  Lung,  and  Blood  Insti- 
tute charged  with  enhancing  prevention,  diagnosis,  and  treatment 
of  cardiovascular  disease.  The  NHLBI  has  been  really  the  impetus 
behind  the  tremendous  advances  made  in  the  prevention  and  treat- 
ment of  cardiovascular  disease  over  the  last  two  decades. 

Many  of  the  major  accomplishments  in  this  decade  are  really  the 
direct  result  of  activities  of  the  institute.  Let  me  mention  two — di- 
agnostic imaging  of  patients  with  coronary  heart  disease  and  the 
well-known  clot-busting  drugs  or  what  were  really  thrombolytic 
agents  that  dissolve  clots  in  the  coronary  arteries.  Both  came  from 
major  research  efforts  at  the  institute. 

What  has  happened  in  cardiovascular  disease  is  a  tremendous  re- 
duction in  the  mortality  of  this  disease  since  the  1960s.  Between 
1982  and  1992,  mortality  from  heart  disease,  that  is  myocardial  in- 
farction and  heart  attacks,  has  been  reduced  25  percent.  One  in 
four  of  patients  who  had  heart  attacks  in  that  decade  lived  to  sur- 
vive who  would  have  died  if  research  had  not  reduced  disease. 

It  is  important  that  the  committee  understand,  however,  that 
every  time  that  you  save  a  life  when  you  manage  a  patient  by  a 
better  technique  during  a  heart  attack,  for  example,  you  now  create 
a  patient  who  is  now  a  survivor  with  heart  disease.  So,  in  fact,  as 
the  mortality  from  heart  disease  has  decreased,  the  numbers  of  pa- 
tients in  the  society  with  heart  disease  has  increased.  We  need  to 
really  make  serious  further  advancements  in  understanding  all  as- 
pects of  heart  disease,  hypertension  in  particular,  and  coronary 
heart  disease,  in  order  to  try  to  reduce  the  incidence  of  new  or  new 
patients  developing  heart  disease  and  also  to  learn  better  about 
how  to  control  and  improve  the  outcome  of  patients  who  have  it. 

Primary  prevention  versus  secondary  prevention.  We  believe  that 
it  is  very  important  for  this  committee  to  do  whatever  it  can  to 
maintain  the  level  of  funding  of  the  National  Institutes  of  Health 
overall  and  of  the  NHLBI  in  particular.  We  believe  it  is  important 
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that  there  be  equity  in  funding  between  the  institutes  rather  than 
favoring  one  institute  over  the  other.  This  is  not  a  competition  of 
this  disease  versus  that  disease.  AIDS  is  a  serious  problem,  end- 
stage  heart  disease  is  a  serious  problem,  end-stage  renal  disease  is 
a  serious  problem.  All  of  these  problems  need  further  research. 

We  believe  as  the  number  one  killer  of  all  Americans,  both  of 
men  and  women,  that  the  priority  for  heart  disease  is  not  greater 
than  the  others  but  is  equal  to  the  others  and  therefore  we  should 
have  equity  in  funding  of  the  institutes.  So  as  a  member  of  the 
American  College  of  Cardiology  and  for  the  many  patients  with 
heart  disease  in  this  country  and  elsewhere,  we  urge  you  to  do  the 
best  you  can  for  funding  in  this  area. 

Thank  you. 

Mr.  Porter.  We  thank  you  very  much  for  coming  to  testify,  Dr. 
Kennedy.  We  have  had  a  number  of  witnesses  from  the  University 
of  Washington.  A  long  way  to  come  and  we  appreciate  your  coming 
all  the  way  out.  Thank  you  so  much. 

[The  prepared  statement  of  J.  Ward  Kennedy,  M.D.,  follows:] 
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INTRODUCTION 


Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  J.  Ward  Kennedy,  M.D.,  President  - 
Elect  of  the  American  College  of  Cardiology  (ACC)  and  Professor  of  Medicine  and  Director 
of  the  Division  of  Cardiology  at  the  University  of  Washington,  Seatde.   I  am  very  pleased  to 
be  with  you  today  representing  the  American  College  of  Cardiology,  a  22,000  member  non- 
profit professional  medical  society  and  teaching  institution  whose  mission  is  to  foster  optimal 
cardiovascular  care  and  disease  prevention  through  professional  education,  promotion  of 
research,  and  leadership  in  the  development  of  standards  and  guidelines  and  the  formulation  of 
health  care  policy. 

As  members  of  the  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies  you  realize  the  unique  role  that  the  National  Institutes  of  Health  (NTH)  play 
in  addressing  the  nation's  and  the  world's  health.  Over  the  years  this  committee  ensured  that 
the  Institutes  received  the  funding  necessary  to  fulfill  its  mission  as  the  nation's  catalysts  for 
quality  medical  research  in  the  basic  and  clinical  sciences.  Historically,  many  advances  in 
medicine  are  the  direct  result  of  the  research  sponsored  by  or  performed  at  the  NIH. 

I  am  here  to  support  the  National  Heart,  Lung,  and  Blood  Institute  (NHLBI).  the  Institute 
charged  with  enhancing  the  prevention,  diagnosis,  and  treatment  of  cardiovascular  disease.  It 
too  continues  to  fulfill  its  mission  and  has  been  the  impetus  for  the  miraculous  advances  in  the 
treatment  and  prevention  of  cardiovascular  disease  unheard  of  only  a  decade  ago.  In  fact,  the 
death  rate  from  cardiovascular  disease  in  1992  was  down  nearly  25  percent  from  that  just  a 
decade  prior.  One  in  four  Americans  who  would  have  otherwise  died  from  a  heart  attack  in 
1982  were  alive  to  see  1992,  in  large  part,  because  of  these  advances.  The  NHLBI's 
programs  and  leadership  have  been  crucial  to  this  success. 

Many  of  the  major  health  accomplishments  in  the  past  decade  are  either  directly  or  indirectly  a 
result  of  the  efforts  of  the  NHLBI.  Diagnostic  imaging  and  clot-dissolving  drugs  to  treat  heart 
attacks  have  drastically  improved  the  way  we  managed  patients  with  coronary  heart  disease 
and  lowered  mortality.  The  emergence  of  new  diagnostic  imaging  techniques  means  faster  and 
more  accurate  diagnoses  thereby  reducing  patient  risk  and  increasing  our  ability  to  target 
intervention.  New  treatments  using  clot-dissolving  drugs,  called  thrombolytic  therapy,  have 
contributed  significantly  to  the  number  of  lives  saved  over  the  past  decade  and  hold  promise 
for  the  treatment  of  heart  disease  in  the  future. 

Yet,  it  is  obvious  to  all  of  us  that  the  problem  has  not  been  solved.  Just  last  week  the 
American  Heart  Association  (AHA)  announced  that  heart  disease  and  stroke  still  account  for 
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more  than  42  percent  of  all  deaths.  Heart  disease  is  still  the  number  one  killer  in  the  United 
States  for  men  and  women.  More  than  56  million  Americans  -  more  than  one  in  five-  have 
some  form  of  heart  disease.  It  is  for  this  reason  that  the  American  College  of  Cardiology 
vigorously  supports  increased  funding  for  NHLBI  in  FY  1996. 

As  physicians,  many  of  our  members  are  also  small  business  men  and  women  and  we  are  all 
taxpayers.  We  are  sensitive  to  current  fiscal  constraints.   Nevertheless,  precisely  because  of 
the  promise,  in  saved  lives  and  saved  costs,  we  believe  that  advances  in  the  treatment  of 
cardiovascular  disease  must  continue  and  that  funding  for  the  NHLBI  should  be  increased  to 
the  maximum  that  this  committee  can  provide.  This  is,  of  course,  of  great  importance  to  both 
Medicare  and  Medicaid  budgets.  In  fact,  from  a  budget  perspective,  advances  in  the 
prevention  and  treatment  of  heart  disease  often  translate  direcdy  into  saved  expenditures.  For 
example,  the  development  of  a  new  blood-test  sponsored  by  the  NHLBI  can  diagnose  or  rule 
out  acute  myocardial  infarction,  or  heart  attack,  within  the  first  6  hours  after  the  onset  of 
symptoms.  According  to  NHLBI  estimates,  this  innovation  could  save  roughly  $4  billion  per 
year  in  inpatient  hospital  expenditures.  But  more  importantly,  it  will  allow  patients  to  go 
home  from  the  hospital  without  the  anxiety  or  expense  of  admission  to  a  coronary  care  unit. 

Last  year  the  Congress  allocated  a  4. 1  percent  increase  in  overall  funding  for  the  NIH. 
However,  while  the  NIH  received  a  4.1  percent  increase,  the  NHLBI  received  only  a  2.9 
percent  increase.  We  realize  that  appropriators  must  balance  priorities  not  only  among 
government  programs  but  also  within  those  programs,  but  we  cannon  slow  the  fight  against 
heart  disease. 

We  urge  you  to  support  the  following  activities  of  the  NHLBI,  and  we  argue  that  they  are  vital 
to  improving  the  diagnosis  and  treatment  of  heart  conditions,  prolonging  lives  and  improving 
the  quality  of  life  for  the  American  public  we  serve.  We  ask  that  you  continue  to  fund  these 
initiatives  and,  at  a  base  minimum,  maintain  parity  with  the  NHLBI's  funding  to  the  other 
Institutes. 

EDUCATION 

Education  is  fundamental  to  the  Institute's  mission.  Funding  from  the  Institute  allows  the 
medical  community  and  the  American  people  to  capitalize  on  the  advances  in  the  treatment, 
diagnoses,  and  prevention  of  heart  disease.  In  addition,  the  Institute's  public  education 
programs  provide  information  directly  to  patients,  families  and  health  professions.  These 
programs  complement  the  efforts  of  the  American  College  of  Cardiology,  the  American  Heart 
Association  and  others. 

NUTRITION  AND  PHYSICAL  ACTIVITY 

The  NHLBI  continues  to  make  considerable  progress  in  understanding  the  roles  of  behavior 
and  nutrition  in  cardiovascular  disease  and  has  increased  its  portfolio  of  research.  This 
research  has  significant  implications  for  public  health.  Lifestyle  changes  resulting  from  this 
new  knowledge  will  result  in  Americans  leading  longer  and  healthier  lives. 
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GENETICS  AND  MOLECULAR  MEDICINE 

NHLBI-initiated  research  seeks  to  better  understand  the  relationship  between  genetics  and  the 
cardiovascular  system.  The  Institute  supports  efforts  to  identify,  map,  and  clone  human  genes 
so  that  the  role  of  gene  expression  and  gene  regulation  will  one  day  be  fully  understood. 
Several  of  the  Institute's  projects  include  exploring  the  relationship  between  genes  and 
nutrients  in  the  identification,  treatment,  and  repair  of  congenital  heart  defects;  investigating 
and  mapping  the  genes  responsible  for  hypertension;  and  encouraging  research  and  studies  into 
gene  transfer  and  its  applications  in  the  treatment  of  cardiovascular  diseases.  Gene  transfer 
technologies  hold  particular  promise,  as  researchers  hope  that  it  will  ultimately  result  in  the 
ability  to  stimulate  the  heart  to  grow  blood  vessels  to  carry  blood  around  obstructed  arteries. 

MINORITIES 

While  the  overall  death  rate  from  cardiovascular  disease  has  dropped  significantly  in  recent 
years,  the  drop  has  been  much  less  for  African- Americans  than  for  whites.  African- Americans 
also  suffer  disproportionately  from  hypertension.  The  NHLBI  continues  to  emphasize  the 
importance  of  including  minorities  in  clinical  research  and  trials  and  is  supporting  research  to 
advance  the  understanding  of  ischemic  heart  disease  and  atherosclerosis  in  African  Americans 
and  other  minorities. 

WOMEN'S  HEALTH 

According  to  recent  figures  from  the  AHA,  heart  disease  is  the  number  one  killer  of  women 
between  ages  65  and  84.  The  Institute  continues  to  work  to  include  women  in  clinical 
research  and  trials  and  has  initiated  several  programs  devoted  exclusively  to  women.  These 
programs  include  studies  to  improve  the  diagnostic  reliability  of  cardiovascular  testing  in 
evaluating  ischemic  heart  disease  in  women,  and  trials  to  examine  the  effect  of  hormonal 
replacement  and/or  antioxidant  to  inhibit  and  treat  atherosclerosis. 

OTHER  AREAS  OF  RESEARCH 

Other  areas  of  important  research  being  conducted  and  new  initiatives  being  implemented  by 
the  National  Heart,  Lung,  and  Blood  Institute  include  the  following: 

•  Specialized  Centers  of  Research  (SCORS1  in  Ischemic  Heart  Disease.  Sudden  Cardiac 
Death,  and  Heart  Failure  (to  begin  in  FY  1995WThis  program  will  foster  an  integrated 
research  approach  to  study  these  designated  diseases.  The  combination  of  basic  and 
clinical  research  should  foster  improved  diagnosis,  treatment,  and  prevention. 

•  Beta-Blockers  in  Heart  Failure  Trial  (to  begin  in  FY  lQQS'l-This  initiative  will  try  to 
determine  the  impact  on  mortality  by  using  beta-blockers  in  addition  to  standard 
therapy  in  patients  with  moderate  to  severe  congestive  heart  failure. 
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Anti-Hypertensive  and  Lipid-Lowering  Treatment  to  Prevent  Heart  Attack  Trial 
(ALLHAT)  (Begun  on  September  2.  1994V-This  clinical  trial  is  attempting  to 
determine  the  efficacy  of  newer  antihypertensive  agents  (ACE  inhibitors,  calcium 
channel  blockers,  and  alpha  blockers)  versus  diuretics  in  reducing  the  incidence  of 
coronary  heart  disease  and  the  effect  of  the  reduction  of  serum  cholesterol  in  patients 
with  moderate  levels  of  cholesterol. 


NATIONAL  INSTITUTE  ON  AGING 

The  number  of  deaths  from  cardiovascular  disease  and  the  number  of  Americans  suffering 
from  cardiovascular  diseases  increases  significantly  with  age.  According  to  the  AHA,  it  is  the 
main  cause  of  death  and  disability  in  Americans  over  65.    The  National  Institute  on  Aging 
supports  over  $25  million  in  cardiovascular  disease-related  research.  Recent  extramural 
research  initiatives  have  focused  on  the  relationship  between  vascular  function  and  congestive 
heart  failure  in  addition  to  other  vascular  studies.  The  ACC  supports  increased  funding  for 
these  efforts  and  supports  an  increase  over  last  year's  level. 


NATIONAL  LIBRARY  OF  MEDICINE 

The  College  would  also  like  to  take  this  opportunity  to  voice  continued  strong  support  for  the 
work  of  the  National  Library  of  Medicine  (NLM).  The  NLM  has  the  world's  largest 
collection  of  medical  books  and  journals  and  is  a  leader  in  computerizing  medical  data.  The 
world  is  moving  swiftly  towards  the  information  superhighway  and  physicians  are  increasingly 
turning  to  their  personal  computers  to  access  needed  data  and  clinical  information.  The  NLM 
has  entered  the  information  age  and  has  made  much  of  its  resources  directly  accessible  to  the 
medical  community  via  personal  computer.  Physicians  can  directly  access  the  NLM's  medical 
data  from  their  offices  or  homes.  This  improved  access  to  clinical  information  translates  into 
quicker  diagnoses  and  higher  quality  health  care  for  all  of  us.  NLM-sponsored  projects  are 
increasing  the  uses  of  computer  applications  in  medicine  -  from  information  sharing  to 
information  access  in  remote  areas.  The  implications  of  the  NLM's  efforts  are  far  reaching 
and  crucial  as  medicine  progresses  into  the  information  age. 


CLOSING  REMARKS 

The  U.S.  is  the  world's  leader  in  the  development  of  new  treatments  and  technologies.  We 
have  the  best  and  most  available  specialty  care  in  the  world.  Technology  and  innovation  are 
the  key  components  for  making  progress  in  the  treatment  of  cardiovascular  disease.  The  past 
decade's  success  in  the  fight  against  heart  disease  stems  directly  from  these  innovations.  Yet 
some  argue  that  technology  drives  up  the  cost  of  care.  This  is  not  a  symptom  of  medical 
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progress  alone  but  a  combination  of  many  factors.  The  rising  cost  of  care  demands  mat  we 
develop  better  ways  of  assessing  effectiveness  and  outcomes,  not  reductions  in  the  support  of 
basic  and  clinical  research.    It  is  essential  that  appropriators  distinguish  between  these  costs. 
Our  medical  research  investment  has  resulted  in  the  development  of  diagnostic  tools, 
treatments,  and  cures  previously  unimaginable.  Now  is  not  the  time  for  retrenchment  but  for 
reaffirmation  of  our  commitment  to  the  support  of  cardiovascular  research. 

In  summary,  the  American  College  of  Cardiology  would  like  to  stress  the  critical  importance 
of  cardiovascular  research  and  the  contributions  of  the  National  Heart,  Lung,  and  Blood 
Institute  to  the  advancement  of  cardiovascular  care  for  all  people.  At  a  minimum,  we  ask  that 
you  maintain  parity  of  funding  among  the  Institutes. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  speak  to  the  Subcommittee. 
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WITNESS 

JAMES  C.  STEARNS,  ESQ.,  PRESIDENT,  UNITED  CEREBRAL  PALSY  AS- 
SOCIATIONS 

Mr.  Porter.  James  C.  Stearns,  Esq.,  United  Cerebral  Palsy. 

Mr.  Stearns.  Mr.  Chairman,  Members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  testify  today. 

I  am  James  C.  Stearns  and  I  am  the  national  volunteer  Presi- 
dent of  United  Cerebral  Palsy  and  the  first  president  of  Cerebral 
Palsy  to  himself  have  the  condition  of  cerebral  palsy,  so  much  of 
what  I  speak  about  today  I  speak  from  experience  of  going  through 
the  system  and  getting  the  support  of  the  programs  that  were  pre- 
cursors of  the  ones  you  fund  today. 

Because  as  we  all  know,  time  is  very  short,  I  ask  permission  that 
my  statement  be  added  to  the  record,  along  with  specific  legislative 
recommendations. 

It  will  come  as  no  great  surprise  to  the  committee  that  what  we 
are  advocating  today  is  that  in  a  certain  number  of  areas  in  edu- 
cation, early  intervention  and  employment  under  the  programs 
under  your  jurisdiction  that  we  advocate  full  funding  or  as  close  to 
full  funding  of  those  programs  as  we  can  do. 

This  is  Celane  McWhorter,  of  our  Washington  office,  has  joined 
me  as  we  go  through  the  budget  cycle.  I  will  be  giving  you  more 
information  on  the  specific  programs.  What  I  don't  want  to  do  here 
today  necessarily  in  the  four  or  five  minutes  that  I  have  is  to  get 
into  too  many  specifics.  Rather,  I  want  to  talk  about  the  context 
in  which  I  would  ask  that  you  evaluate  these  programs  as  you 
make  the  very  difficult  decisions  that  you  have  to  make  as  part  of 
your  responsibility  to  see  where  our  programs  fit  in  the  overall  net- 
work of  government  programs  and  assistance  to  individuals  with 
disabilities. 

United  Cerebral  Palsy  is  actually  a  network  of  155  affiliates  in 
44  States  which  together  deliver  in  excess  of  $400  million  in  serv- 
ices to  people  with  disabilities  and  their  families.  It  is  the  local  vol- 
unteers and  the  local  staff  who  really  do  the  job  here,  and  I  would 
be  remiss  if  I  didn't  take  a  moment  and  welcome  our  executive 
from  the  State  of  Illinois,  Don  Moss,  who  is  not  a  witness  for  us 
today  but  it  is  individuals  like  Moss  who  really  drive  this  engine. 

Our  affiliate  network  has  valuable  expertise  in  such  areas  as 
early  intervention  in  preschool  services,  assisted  technology,  edu- 
cation, employment,  rehabilitation,,  and  community  living.  This  ex- 
pertise translates  into  affiliate  services  which  are  supported 
through  a  combination  of  Federal,  State,  and  local  public  dollars, 
private  foundation  dollars.  And  charitable  contributions.  We  believe 
we  are,  Mr.  Chairman,  a  success  story  of  how  public-private  re- 
sources can  be  used  to  promote  positive  outcomes  for  people  with 
disabilities  and  their  families  in  ways  that  are  fiscally  and 
programmatically  responsible. 

What  we  do  at  United  Cerebral  Palsy  is  simply  advocate  the 
premise  that  Americans  with  disabilities,  like  all  other  citizens, 
have  the  ability  and  the  responsibility  to  shape  their  own  lives,  to 
engage  in  gainful  work  and  otherwise  contribute  to  their  commu- 
nities. We  believe  that  advancing  the  independence  of  persons  with 
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disabilities  has  great  meaning  and  we  see — we  see  advancing  the 
independence  of  people  with  disabilities  giving  those  individuals  a 
desire  for  freedom. 

For  people  like  myself  with  disabilities,  freedom  is  about  the  op- 
portunity to  participate  in  the  American  dream.  It  is  about  the 
power  of  speaking  one's  own  mind,  of  having  a  job,  of  owning  a 
home,  and  actually  participating  in  the  responsibility  of  being  a  cit- 
izen of  our  Nation.  It  is  about  access  to  education,  to  jobs,  to  trans- 
portation, to  recreation.  For  all  too  any  years,  Mr.  Chairman,  peo- 
ple with  disabilities  didn't  have  the  opportunity.  The  difference  is 
under  the  leadership  of  the  Congress  and  under  the  Federal  Gov- 
ernment, we  have  found  that  we  take  individuals  such  as  myself 
who  40  years  ago  would  have  been  a  prime  candidate  for  the  wel- 
fare line  and  put  us  into  productive  places  in  society  where  we  are 
paying  back  the  tax  dollars. 

That  is  the  single  greatest  message  we  leave  you  with  today.  You 
have  created  in  the  Congress  of  the  United  States  over  the  last  20 
years  a  mechanism  by  which  you  can  take  the  people  we  serve  off 
those  welfare  and  public  assistance  lines  and  into  the  mainstream 
of  society.  It  is  a  tough  job  you  have  here  and  we  support  totally 
the  necessity  to  bring  this  deficit  into  line.  However,  we  have  got 
to  do  it  in  a  balanced  and  responsible  way  which  we  don't  throw 
out  the  great  progress  of  the  last  20  years. 

We  say  to  you  very  simply,  the  importance  of  the  Federal  role  en- 
forcing the  progress  cannot  and  must  not  be  underestimated.  In- 
deed in  1986,  the  Louis  Harris  company  conducted  a  poll  where  it 
found  that  people  with  disabilities  recognized  overwhelmingly  that 
the  reason  advances  had  occurred  is  largely  the  result  of  Federal 
leadership  and  we  ask  you  to  again  live  up  to  that  mandate. 

There  are  specific  problems  which  our  written  testimony  will  go 
into  and  the  areas  over  which  you  have  the  jurisdiction  over  the 
programs.  In  the  area  of  education,  although  we  have  made  tre- 
mendous progress  in  ensuring  a  free  appropriate  public  education, 
data  reflects  poor  educational  outcomes  for  many  of  these  students. 
We  need  to  take  a  look  at  the  funding  there  and  to  assess  why  this 
is  happening,  why  students  are  dropping  out,  why  they  after  many 
years  still  see  no  hope. 

We  have  got  to  continue,  Mr.  Chairman  and  Members  of  the  sub- 
committee, the  continued  commitment  to  the  effect  of  early  inter- 
vention for  infants  and  young  children  with  disabilities.  I  may  tell 
you  in  my  life  one  difference  that  put  me  behind  this  table  talking 
to  you  today  instead  of  not  in  the  position  where  I  could  even  walk 
in  this  room  is  that  I  got  the  services  at  an  early  age.  Early  inter- 
vention is  critical  and  there  are  certain  jurisdictions  and  programs 
which  our  testimony  will  talk  about  which  we  ask  for  full  funding 
in. 

Again,  in  the  area  of  employment,  in  spite  of  the  research  docu- 
menting the  ability  of  people  even  with  the  most  severest  disabil- 
ities to  become  employed,  they  continue  to  face  widespread  unem- 
ployment and  underemployment  because  of  the  perception  of  the 
impact  of  their  disability  and  because  of  the  lack  of  appropriate 
services  to  facilitate  their  entering  and  maintaining  work. 

Again,  that  same  Louis  Harris  poll  I  spoke  about  a  moment  ago 
revealed  in  1986  that  two-thirds  of  adults  with  disabilities  in  the 
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United  States  wanted  to  work.  Indeed,  they  wanted  to  work  but  in- 
stead they  experienced  chronic  underemployment.  Again,  the  pro- 
grams in  the  employment  areas,  as  our  testimony  will  point  out  to 
you,  are  critical  to  look  at. 

One  final  area,  technology.  Technology  in  our  area  is  the  great 
leveler.  It  is  what  allows  our  population  to  participate  in  schools, 
in  jobs,  in  neighborhoods.  The  leveling  effect  of  technology  forces 
others  to  look  beyond  stereotypes  and  functional  differences  to  see 
capacity,  competency,  and  contribution.  Yet,  in  spite  of  impressive 
advances  in  the  development  of  this  assisted  technology,  many  in- 
dividuals with  disabilities  are  unable  to  access  even  the  most  spe- 
cific devices.  Again,  my  testimony  talks  about  specifics. 

If  I  may  talk  about  one  personal  painful  example  from  my  own 
past,  the  reason  I  was  able  to  do  so  well  is  from  people  like  Mr. 
Moss  in  my  home  State  of  New  Hampshire.  I  could  always  speak 
well.  I  could  communicate  well.  Now  I  am  a  Washington  lawyer. 
Not  always  with  great  respect.  Back  then  when  you  are  trying  to 
get  out  of  those  institutions  the  ability  to  communicate  effectively 
is  important.  If  you  can't  do  that  and  you  have  the  disability,  tech- 
nology is  the  leveler.  There  are  children  I  grew  up  with  who  I  knew 
as  a  child  were  smarter,  much  better  disciplined.  They  should  be 
here  today  sitting  at  my  side.  They  didn't  make  it  because  they 
couldn't  communicate.  The  reason  they  couldn't  communicate  was 
in  1953  and  1954,  the  technology  do  not  exist.  Now  it  does  and  we 
ask  you  to  give  consideration  to  full  funding  for  that. 

Thank  you  for  your  time  and  patience  and  I  am  prepared  to  an- 
swer any  questions  you  might  have,  Mr.  Chairman. 

[The  prepared  statement  of  James  C.  Stearns,  Esq.,  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  my  name  is  Jim  Stearns.  I  am  the 
President  of  United  Cerebral  Palsy  Associations.  On  behalf  of  the  members  of  our 
national  advocacy  and  service  organization,  let  me  thank  you  for  the  opportunity  to  speak 
to  you  briefly  this  morning. 

United  Cerebral  Palsy  Associations  is  a  network  of  155  affiliates  in  44  states  which 
together  deliver  in  excess  of  $400  million  in  services  annually  to  people  with  disabilities 
and  their  families.  Our  affiliate  network  has  valuable  expertise  in  such  areas  as  early 
intervention  and  preschool  services,  assistive  technology,  education,  employment, 
rehabilitation  and  community  living.  This  expertise  translates  into  affiliate  services  which 
are  supported  through  a  combination  of  federal,  state  and  local  public  dollars,  private 
foundation  dollars,  and  charitable  contributions.  We  believe  we  are  a  shining  success 
story  of  how  public/private  resources  can  be  used  to  promote  positive  outcomes  for 
people  with  disabilities  and  their  families  in  ways  that  are  fiscally  and  programmatically 
responsible. 

United  Cerebral  Palsy  Associations  (UCPA)  embraces  the  premise  that  Americans  with 
disabilities,  like  all  other  citizens,  have  the  ability  and  the  responsibility  to  shape  their  own 
lives,  to  engage  in  gainful  work,  and  otherwise  contribute  to  communities.  The  tagline  on 
our  stationary  reads  "Advancing  the  independence  of  people  with  disabilities,"  and  the 
word  independence  has  great  meaning  for  us.  Websters  dictionary  defines  it  to  mean, 
among  other  things,  "having  a  desire  for  freedom." 

For  people  with  disabilities,  freedom  is  about  having  the  opportunity  to  participate  in  the 
American  dream.  It  is  about  the  power  of  speaking  one's  own  mind,  of  having  a  job,  of 
owning  a  home,  of  actively  participating  in  the  responsibilities  of  being  a  citizen  of  our 
great  nation.  It  is  about  access  -  to  education,  to  jobs,  to  transportation,  to  recreation. 
For  too  many  years,  people  with  disabilities  did  not  have  these  opportunities.  We  were 
apart  from,  rather  than  a  part  of,  the  fabric  of  community  life.  This  was  particularly  true 
for  people  with  substantial  physical  and  speech  disabilities  resulting  from  cerebral  palsy, 
and  for  others  with  severe  and  multiple  disabilities. 

The  last  two  decades  have  seen  tremendous  progress  towards  changing  the  exclusion 
of  people  with  disabilities  from  opportunity  America.  The  importance  of  the  federal  role 
in  forcing  this  progress  cannot  and  must  not  be  underestimated.  Many  of  the  important 
human  service  programs  which  supported  gains  in  areas  such  as  early  intervention, 
education,  supported  employment,  and  technology  are  under  your  jurisdiction.  It  is  the 
investment  this  subcommittee  has  made  in  some  of  these  programs  that  has  ultimately 
afforded  the  opportunity  to  confront,  to  challenge  and  to  begin  to  change  age-old  myths, 
stereotypes,  and  prejudice  about  people  with  disabilities.  Indeed,  in  1986  a  national  poll 
conducted  by  Lou  Harris  &  Co.  found  that  people  with  disabilities  felt  overwhelmingly  that 
where  advances  had  occurred,  It  was  largely  the  result  of  federal  leadership. 

Unfortunately,  far  too  many  people  with  cerebral  palsy  and  other  severe  disabilities 
continue  to  remain  disenfranchised  from  the  economic  and  social  mainstream  of 
American  life.   Consider  the  following: 
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FACT:  EDUCATION 

Although  tremendous  progress  has  been  made  in  ensuring  a  free,  appropriate,  public 
education  for  students  with  disabilities,  data  from  the  Department  of  Education  reflect 
poor  educational  outcomes  for  many  of  these  students.  Students  are  dropping  out  of 
school;  they  are  often  segregated  unnecessarily  in  school;  they  are  poorly  prepared  for 
productive  post-school  life;  and  their  prospects  for  employment  are  bleak.  Students  with 
severe  disabilities  continue  to  have  difficulty  accessing  educational  supports  required  for 
them  to  participate  effectively  in  and  benefit  from  their  school  experience;  many  fail 
because  of  this  lack  of  appropnate  supports.  Negative  stereotypes  about  students  with 
disabilities  continue  to  permeate  our  educational  systems. 

FACT:   EARLY  INTERVENTION 

The  demonstrated  effectiveness  of  early  intervention  for  infants  and  young  children  with 
disabilities  is  well  documented.  However,  while  states  move  forward  with  the 
development  of  early  intervention  services  for  infants  and  young  children  with  disabilities 
and  their  families,  many  families  lose  months  that  are  critical  to  the  development  of  their 
child  while  they  remain  on  waiting  lists. 

FACT:  EMPLOYMENT 

In  spite  of  research  documenting  the  ability  of  people  with  even  the  most  severe 
disabilities  to  become  successfully  employed,  individuals  with  disabilities  continue  to  face 
widespread  unemployment  and  underemployment  because  of  the  perception  of  the  impact 
of  their  disability,  and  because  of  the  lack  of  appropriate  services  to  facilitate  their 
entering  and  maintaining  work. 

In  1986  a  Lou  Harris  poll  revealed  that  two-thirds  of  adults  with  disabilities  in  the  United 
States  wanted  to  work  but,  instead,  experienced  chronic  unemployment.  This  represents 
a  higher  unemployment  ratio  than  for  any  other  major  demographic  group  between  ages 
1 8  and  65.  These  facts  were  reinforced  last  year  by  another  national  poll,  which  showed 
no  progress  in  reducing  the  unemployment  of  people  with  disabilities.  In  addition,  too 
often  efforts  to  move  individuals  with  disabilities  from  segregated  to  integrated 
employment  have  been  frustrated  by  the  need  for  technical  assistance  to  address  the 
strategies  necessary  to  employ  these  persons,  and  the  lack  of  funds  available  to  cover 
the  ongoing,  extended  service  needs  of  individuals  with  support  needs  that  don't  go  away 

Unfortunately,  there  are  grave  financial  costs  to  society  for  not  enabling  people  with 
disabilities  to  enter  the  workforce  -  costs  which  maintain  people  in  dependency  and 
welfare,  rather  than  support  them  in  work. 

FACT:  ASSISTIVE  TECHNOLOGY 

For  persons  with  the  most  severe  disabilities,  technology  is  the  great  leveler.  It  is  what 
allows  their  participation  in  school,  in  jobs,  in  neighborhoods.     The  leveling  effect  of 
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technology  forces  others  to  look  beyond  stereotypes  and  functional  differences  to  see 
capacity,  competency,  and  contnbution.  Yet  in  spite  of  impressive  advances  in  the 
development  of  assistive  technology  many  individuals  with  disabilities  are  unable  to 
access  even  the  most  simple  devices  and  assistance.  Programs  such  as  the  Technology 
Related  Assistance  Act  are  beginning  to  address  these  needs.  However,  new  needs 
continue  to  become  evident.  For  example,  a  recent  report  indicates  that  children  with 
disabilities  are  at  particular  risk  of  being  left  out  of  technology-based  devices  and  services 
that  are  part  of  the  information  superhighway.  In  spite  of  the  fact  that  the  overwhelming 
majority  of  technology  solutions  are  low-tech  and  low-cost,  a  misperception  continues  to 
exist  that  it  is  always  high-cost.  The  result  is  that  technology  is  often  not  considered  as 
service  needs  are  determined. 

FACT:  SOCIAL  SECURITY 

Serious  issues  exist  regarding  the  Social  Security  Administration's  administrative  capacity 
with  regard  to  SSI  programs.  Without  adequate  administrative  resources,  SSA  cannot 
properly  carry  out  Congressional  requirements  to  meet  beneficiaries'  needs  In  particular, 
SSA  needs  to  address  staffing  needs  relating  to  issues  such  as  the  lack  of  knowledge 
about  and  ability  to  implement  and  expand  the  current  work  incentive  programs;  the 
development  and  expansion  of  work  incentives  for  young  people  on  SSI;  the  development 
of  improved  notifications  to  parents  regarding  proper  expenditures  in  the  Children's  SSI 
program;  issues  surrounding  disability  reviews,  including  the  inability  to  perform  continuing 
disability  reviews;  and  the  ability  of  SSA  to  contract  with  non-profit  providers  for  services 
that  expedite  transition  to  work  for  adults  and  youth  on  SSI. 

The  federal  government  has  played  a  significant  role  in  seeking  solutions  to  each  of  these 
problems.  We  believe  that  K  is  extremely  fiscally  efficient  for  the  federal  government  to 
continue  to  support  our  independence  rather  than  returning  to  the  costs  of  dependency 
from  which  we  are  now  emerging. 

Attached  is  a  list  of  preliminary  recommendations  for  some  of  the  important  programs 
under  your  jurisdiction.  A  more  comprehensive  set  of  recommendations  will  be  provided 
following  action  by  the  Budget  Committee. 

Thank  you  again  for  this  opportunity  to  testify.   I  am  happy  to  answer  questions. 
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UNITED  CEREBRAL   PALSY  ASSOCIATIONS 
RECOMMENDATIONS  FOR  FY   1996  LABOR/ BBS/ EDUCATION  APPROPRIATIONS 


EDUCATION 

Education  is  the  key  to  personal  responsibility  for  children  and 
adults  with  disabilities.   Numerous  education  authorities  under 
the  jurisdiction  of  this  subcommittee  must  be  a  high  priority  if 
people  with  disabilities  are  to  move  from  tax-users  to  tax- 
payers.  These  include  Goals  2000,  the  Improving  Americas  Schools 
Act,  the  School -to-Work  Opportunities  Act  and  the  Individuals 
with  Disabilities  Education  Act.   In  addition,  because  of  our 
belief  that  an  important  role  for  the  federal  government  is 
promotion  of  cutting-edge  programs  and  practices  that  push  the 
envelope  of  possibilities  and  expectations  for  children  with 
disabilities,  UCPA  recommends  that  numerous  discretionary 
authorities  within  these  laws  receive  maximum  levels  of  funding. 
It  is  these  discretionary  research,  training  and  model 
demonstration  authorities  which  pave  the  way  for  a  new  way  of 
thinking  and  doing  in  terms  of  education  of  children  with 
challenging  disabilities.   In  particular,  UCPA  wishes  to 
recommend  that  authorities  related  to  assistive  technology  and 
education  within   these  laws  must  be  funded  at  maximum  levels.      A 
list  of  these  authorities  and  our  specific  recommended  levels 
will  be  provided  to  the  Subcommittee  following  the  release  of 
budget  figure  recommendations. 

.EARLY  INTERVENTION 

Early  intervention  services  for  infants,  toddlers  and  young 
children  supported  through  Part  H  and  Section  619  of  the 
Individuals  with  Disabilities  Education  Act  have  been  clearly 
demonstrated  to  be  an  accountable  and  cost  effective  federal 
investment,  providing  better  futures  for  the  individuals  and 
their  families  and  significantly  reduced  costs  on  their  K-12 
education  than  without  effective  early  services.  UCPA  recommends 
a  maximum  level  of  funding  for  these  two  statutory  authorities. 

A  major  evolution  in  the  success  of  early  intervention  services 
is  the  recognition  of  the  importance  of  "natural  environments" 
(i.e.  communities,  day  care,  parks  and  recreation,  etc.)  for 
young  children  and  their  families.   However,  many  service 
providers  that  established  and  delivered  state  of  the  art  early 
intervention  programs  long  before  the  value  of  natural 
environments  was  understood  are  now  locked  into  segregated  early 
childhood  centers  only  for  children  with  disabilities,  in  spite 
of  a  desire  to  support  young  children  and  their  families  in 
natural  settings.  The  Senate  Labor /HHS/ Education  Appropriations 
Report  for  FY  1995  directed  the  Department  to  prioritize  Section 
624  funds  to  such  conversion  activities.  This  has  not  yet  been 
accomplished.  We  believe  this  to  be  a  very  wise  investment  on  the 
part  of  the  federal  government  and  recommend  a  set-aside  of 
Section  624  funds  to  support  projects  intended  to  convert  from 
segregated  to  integrated  early  intervention  services  so  that 
infants  and  toddlers  with  disabilities  grow  up  with  their  age 
peers  without  disabilities  as  members  of  their  community. 
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United  Cerebral   Palsy  Recommendations 
Page  Two 


ASSISTIVB  TECHNOLOGY 

The  Technology-Related  Assistance  for  Individuals  with 
Disabilities  Act,  as  amended  in  1993,  includes  a  strong 
congressional  commitment  to  the  expansion  of  technology 
assistance  for  individuals  with  disabilities.  Assistive 
technology  devices  and  services  often  open  the  world  of  freedom 
and  self- 
determination  to  many  individuals  with  disabilities  who  have 
historically  been  shut  out  of  the  "mainstream"  because  of  their 
dependence  on  others  for  care.  UCPA  recommends  that  the 
Subcommittee  place  a  high  priority  on  funding  the  programs  under 
this  Act  and  other  statutory  authorities  which  are  intended  to 
assist  states  in  their  efforts  to  make  a  full  array  of  technology 
devices  available  to  infants,   young  children,   children,   youth  and 
adults  with  disabilities. 

FAMILY  SUPPORT 

Last  year  Congress  passed  this  country's  first  national 
legislation  declaring  the  values  of  supporting  families  of 
children  and  youth  with  disabilities.   Part  I  of  IDEA  provides  a 
three  year  systems  change  grant  authority  to  states  to  create 
family  supports.    UCPA  recommends  full  funding  of  this  authority 
to  provide  encouragement  and  assistance  to  states  to  create 
policies  and  redirect  fiscal  resources  that  empower  and  support 
rather  than  supplant  families  and  prevent  institutionalization  of 
our  nation's  children  with  disabilities. 

EMPLOYMENT 

Employment  can  open  the  door  to  personal  choices  and  freedom  for 
people  with  disabilities.  UCPA  recommends  maximum  funding  levels 
for  Innovation  mnd  Expansion  Grants  under  Title  I  of  the 
Rehabilitation  Act   to  promote  systems  change  within  state 
rehabilitation  agencies.  UCPA  also  recommends   that  maximum 
funding  for  Title  VIII  and  for  the  National   Institute  for 
Disability  and  Rehabilitation  Research  authorized  under  the 
Rehabilitation  Act.     A  specific  list  of  these  authorities  and 
specific  funding  recommendations  will  be  provided  following  the 
release  of  budget  figure  recommendations. 
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Mr.  PORTER.  Mr.  Stearns,  you  communicated  very,  very  well  this 
morning  and  we  appreciate  your  very,  very  good  statement. 

We  also  share  your  very  high  regard  for  Don  Moss,  a  gentleman 
who  will  testify  next  and  whom  I  have  known  since  I  was  about 
10  years  old.  So  we  are  happy  to  have  you. 


Wednesday,  February  1,  1995. 

WITNESS 

DON  MOSS,  LEGISLATIVE  DIRECTOR,  NATIONAL  ALLIANCE  FOR  THE 
MENTALLY  LLL 

Mr.  Porter.  And  we  are  happy  to  have  our  next  witness,  Don 
Moss,  the  Alliance  for  the  Mentally  111. 

Don,  it  is  nice  to  see  you. 

Mr.  MOSS.  I  thank  you,  Mr.  Chairman.  We  put  in  many,  many 
years  together  and  I  like  to  think  of  ourselves  as  chronologically 
gifted  even  though  we  may  be  follicly  impaired. 

Thank  you,  Mr.  Chairman  and  Members  of  the  subcommittee,  for 
the  opportunity  to  testify  and  I  hope  our  written  testimony  can  be 
included  in  the  record  in  its  entirety. 

I  am  Don  Moss,  Legislative  Director  for  the  Alliance  for  the  Men- 
tally 111  in  Illinois  and  also  represent  the  National  Alliance  for  the 
Mentally  111,  which  represents  140,000  families  with  severe  and 
persistent  mental  illness  throughout  the  country  and  consisting  of 
1,100  affiliates  in  advocating  for  the  cause,  the  services  themselves. 

And  the  group  of  people  we  are  talking  about  have  severe  and 
persistent  mental  illness,  including  schizophrenia,  bipolar,  depres- 
sion, clinical  depression,  obsessive-compulsive  disorders  and  severe 
disorders  of  children,  and  this  is  an  important  concept  because  we 
are  not  talking  about  the  mildly  emotionally  disturbed  people  who 
through  their  own  efforts  could  help  themselves  with  a  little  sup- 
port. These  are  neurobiological  illnesses  that  are  more  or  less  per- 
manent and  are  severe  and  persistent  throughout  the  individual's 
lifetime. 

We  were  heartened  to  hear  the  Speaker  state  in  the  reform  con- 
text that  people  with  such  severe  disabilities  should  be  given  more 
help.  The  issue  before  you  really  is  what  is  the  Federal  role,  what 
is  the  appropriate  and  unique  Federal  role  as  opposed  to  the  States 
in  each  of  the  programs  under  review,  and  you  have  heard  many 
of  such  demands  today.  And  we  on  an  ongoing  basis,  NAMI,  wel- 
come the  opportunity  to  work  with  the  subcommittee  up  to  markup 
time  in  advising  you  in  terms  of  the  people  with  severe  and  persist- 
ent mental  illness. 

There  are  two  major  areas  of  which  we  are  concerned:  One  is  re- 
search, the  other  are  services.  In  the  areas  of  research,  there  are 
no  institutes  of  health  on  the  State  level.  Intramural  and  extra- 
mural research  support,  convening  the  panels  which  decide,  setting 
forth  the  criteria,  and  determining  the  priorities,  these  are  truly 
Federal  functions.  Conquering  disease  in  furtherance  of  the  health 
of  the  Nation's  citizens  is  and  must  always  be  a  central  priority. 

The  process  of  designing,  supporting,  and  implementing  basic  re- 
search, clinical  research  and  service  systems  research  should  be  a 
concern  of  the  public  sector  and  is  truly  a  Federal  function.  With- 
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out  all  three  of  these  types  of  research,  there  is  no  benefit  to  the 
end  user. 

NAMI  has  been  particularly  concerned  about  the  recent  low  pri- 
ority given  clinical  research  by  the  NIMH  program.  For  the  severe 
biologically  based  psychiatric  disorders,  there  is  no  animal  model, 
and  basic  cellular  research  breakthroughs  cannot  get  to  the  people 
they  could  help  without  the  clinical  research  on  the  most  severe 
disorders. 

Research  sponsored  by  this  subcommittee  over  the  past  genera- 
tion at  the  National  Institute  of  Mental  Health  has  brought  lots  of 
hope.  We  thank  the  subcommittee  for  the  important  gains,  particu- 
larly over  the  past  six  years,  in  elevating  research  on  mental  ill- 
ness to  the  levels  of  general  health  care  research.  But  NAMI  is 
deeply  concerned  that  this  momentum  may  not  continue. 

As  you  may  know,  NAMI  adopted  a  position  in  the  last  Congress 
in  support  of  the  Harkin-Hatfield  medical  research  trust  fund,  and 
Congresswoman  Lowey  of  this  subcommittee  and  Chairman  Porter 
have  endorsed  the  concept  again  in  this  Congress  and  are  currently 
working,  we  understand,  with  Senators  Hatfield  and  Harkin  in  fi- 
nalizing provisions  for  a  new  bill.  However,  the  provisions  within 
the  trust  fund  proposal  did  not  change  the  funding  decisions  made 
through  the  normal  appropriations  process. 

We  would  ask  this  subcommittee  and  the  Congress  to  be  aware 
of  the  comparative  figures  over  the  past  25  years,  using  constant 
dollars.  We  see  that  NIMH  funding  has  increased  10  percent  while 
NIH  funding  has  increased  56  percent.  When  available  research 
funds  are  being  distributed,  we  hope  for  a  truly  even  playing  field 
for  NIMH. 

NIMH  must  also  sharpen  its  priorities,  particularly  in  this  time 
of  scarce  and  competing  resources.  Urgent  areas  for  targeting  in- 
clude, first,  services  research,  which  is  especially  critical  now  given 
the  rush  to  managed  care  and  the  consequent  privatization  of  the 
private  sector.  Such  research  must  focus  on  the  impact  of  these 
changes  on  the  severely  mentally  ill,  a  vulnerable  population  and 
a  public  health  priority;  second,  child  and  adolescent  research  to 
clarify  the  biological  and  developmental  foundations  of  disorders 
that  affect  children.  Such  research  can  address  early  identification, 
pinpoint  precursors  to  adult  disorders,  reduce  disabilities  and  sui- 
cides, and  illuminate  the  progression  between  child  and  adult  men- 
tal illness;  third,  schizophrenia  research  and  translations  of  discov- 
eries into  effective  strategies  of  treatment;  and,  fourth,  aggressive 
and  violent  behaviors  research  to  seek  the  reason  for  the  dispropor- 
tionately high  prevalence  of  serious  mental  illness  among  persons 
in  the  legal  system  and  the  feasibility  of  treating  these  persons  in 
other  settings. 

The  second  major  area  are  services.  NAMI  wishes  the  Congress 
to  bear  in  mind  while  sorting  out  what  level  of  government  should 
most  appropriately  perform  what  functions  and  deliver  what  serv- 
ices, that  vulnerable  populations  must  not  be  dropped  through  the 
proverbial  cracks.  This  has  all  too  often  happened  to  persons  with 
severe  and  persistent  mental  illness  in  the  past  and  in  the  present. 

It  is  not  and  never  has  been  a  Federal  role  to  finance  all  the 
services  needed  in  the  public  sector  by  persons  with  severe  and 
persistent  mental  illness.  It  is  a  legitimate  and  increasingly  nee- 
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essary  Federal  role,  however,  and  best  delivery  system  service 
model  to  have  an  oversight  and  clearing  role  of  what  the  States  are 
doing. 

NAMI  assumes  there  must  be  a  Federal  Public  Health  Service. 
It  must  continue  screening  and  improving  advances  and  treatment. 
There  must  be  a  national  data  collection  and  analysis  to  create  pol- 
icy. There  must  be  leadership  to  assist  the  States  to  improve  their 
systems'  capacity  and  integration  and  to  show  them  what  works. 
The  Public  Health  Service  must  describe  to  the  Health  Care  Fi- 
nancing Administration  and  to  managed  care  companies  and  their 
associations  the  special  long-term  needs  of  experience  of  all  ages 
with  severe  and  persistent  mental  illness. 

As  you  can  see,  NAMI  is  very  interested  in  retaining  the  function 
and  mission  of  the  Public  Health  Service  that  bear  upon  the  seri- 
ous and  persistent  mentally  ill  which  are  currently  assigned  by  law 
to  the  Center  for  Mental  Health  Services  under  the  Substance 
Abuse  and  Mental  Health  Services  Administration.  There  is  no 
NAMI  policy  on  how  the  function  and  mission  affecting  the  vulner- 
able population  should  be  structured  or  where.  However,  when  dis- 
cussions and  debate  begin  about  structure  and  location,  NAMI  be- 
lieves and  desires  that  families  and  consumers  should  be  consulted 
and  involved  in  reinventing  the  Public  Health  Service. 

And  by  the  way,  the  community  mental  health — the  Center  for 
Mental  Health  Services'  block  grants  to  the  States  are  working. 
And  for  whatever  implications  there  are  for  other  block  grants,  it 
is  working  but  they  need  the  oversight  of  the  Federal  Government 
to  make  sure  the  priorities  of  the  Federal  Government  are  being 
met. 

There  must  be  continued — continue  to  be  a  truly  Federal  role  in 
oversight,  data  functions  and  analysis,  standard  setting,  oversight, 
collaboration  with  other  Federal  agencies,  and  support  for  innova- 
tive service  demonstration  programs. 

Thank  you,  Mr.  Chairman,  Members  of  the  committee,  for  your 
attention  and  consideration.  NAMI  is  always  prepared  to  work  with 
you  and  the  subcommittee  in  the  design  of  the  future  system. 

[The  prepared  statement  of  Donald  Moss  follows:] 
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Congratulations,  Mr.  Chairman,  and  to  all  Subcommittee  Members  on  your 
elections  and  your  membership  on  appropriations.  you  have  an  awesome 
public  trust  responsibbjty  here.  we  hope  all  the  best  for  you  in  your 
exercise  of  it. 

i  am  don  moss,  legislative  director  for  the  illinois  alliance  for  the 
Mentally  III.  I  am  also  here  on  behalf  of  the  National  Alliance  for  the 
Mentally  Ill's  (NAMTs)  140,000  member  families  and  1,100  affiliates  covering 
every  state.  nami  is  made  up  of  the  families  of  persons  of  all  ages  with 
severe  and  persistent  mental  illness  (spml)  and  these  persons  themselves.  we 
advocate  for  the  services  which  help  to  bring  such  persons  recovery  in  the 
present,  and  for  the  research  that  will  in  the  future  reduce  the  incidence 
and  severity  of  biological  disorders  of  the  brain  -  such  as  schizophrenia,  bi- 
polar disorder,  clinical  depression,  obsessive-compulsive  disorder,  and  panic 
disorder  in  adults  and  severe  disorders  of  children. 

Persons  with  spmi  are  quite  often  public  sector  dependent,  and  must  not 
automatically  be  assumed  to  be  able-bodied.  many  are  functionally  impaired 
and  often  "determined*'  disabled  by  the  social  security  administration.  they 
are  not  uniformly  able  to  begin  or  return  to  work,  or  ~  once  working  ~  to 
remain  so  constantly  over  time.  sharp  disincentives  in  current  policy  are 
liable  to  keep  them  from  working  to  the  full  extent  that  they  are  able.  (in 
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this  connection,  we  were  heartened  to  hear  the  speaker  say,  in  a  welfare 
reform  context,  that  perhaps  the  disabled  should  be  given  more  help.) 

The  issue  before  you  is  to  apply  the  criterion  this  104th  Congress  is  broadly 
believed  to  be  following:  what  is  an  appropriate,  and  uniquely  federal  role 
in  each  of  the  programs  under  review.  it  is  difficult  in  tight  fiscal  times,  and 
looking  for  new  policy  directions  --  with  a  reauthorization  forthcoming  ~  to 
advise  you  what  is  needed  at  the  federal  level.  but  you  have  graciously 
invited  us  to  do  so. 
RESEARCH 

In  the  area  of  research,  there  simply  are  no  Institutes  of  Health  at  the  state 
level.  Intramural  and  extramural  research  support,  convening  the  panels 
which  decide,  setting  forth  the  criteria,  and  determining  the  priorities  --  these 
are  truly  federal  functions.  conquering  disease  in  furtherance  of  the 
health  of  the  nation's  citizens  is  and  must  always  be  a  central  priority. 

The  PROCESS  OF  designing,  SUPPORTING,  AND  IMPLEMENTING  BASIC  RESEARCH,  CLINICAL 
RESEARCH,  AND  SERVICE  SYSTEMS  RESEARCH  SHOULD  BE  A  CONCERN  OF  THE  PUBLIC 
SECTOR,  AND  IS  A  TRULY  FEDERAL  FUNCTION.  AND  WITHOUT  ALL  THREE  OF  THESE  TYPES 
OF  RESEARCH,  THERE  IS  NO  BENEFIT  TO  THE  END  USER.  NAMI  HAS  BEEN  PARTICULARLY 
CONCERNED  ABOUT  THE  CLINICAL  RESEARCH  ASPECTS  OF  THE  NIMH  PROGRAM.  FOR  THE 
SEVERE  BIOLOGICALLY  BASED  PSYCHIATRIC  DISORDERS,  THERE  IS  NO  ANIMAL  MODEL. 
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Basic  cellular  research  breakthroughs  cannot  get  to  the  people  they  could 
help  without  clinical  research. 

nami  believes  that  the  national  institute  of  mental  health  must  focus  its 
research  on  the  most  severe  disorders,  like  schizophrenia,  bi-polar  disorder, 
clinical  depression,  obsessive  compulsive  disorder,  and  panic  disorder  in 
adults  --  and  severe  disorders  in  children. 

Research  sponsored  by  this  Subcommittee  over  the  past  generation  at  the 
National  Institute  of  Mental  Health  has  brought  lots  of  hope.  We  thank  the 
Subcommittee  for  the  important  gains  for  NIMH  over  the  past  6  years,  to 
elevate  research  on  mental  illness  to  the  level  of  general  health  care 
research.  nami  is  deeply  concerned  about  continuing  this  momentum. 
Looking  ahead,  we  see  a  bleak  discretionary  funding  future. 

as  you  may  know,  nami  adopted  a  position  in  the  last  congress  in  support  of 
the  harkin/hatfield  medical  research  trust  fund.  we  know,  congresswoman 
lowey  that  you  were  a  house  co-sponsor  then,  and  that  you,  chairman 
porter,  have  endorsed  the  concept  again  in  this  congress  and  are  currently 
working  with  senators  hatfield  and  harkin  in  finalizing  provisions  for  a  new 

BILL. 
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This  trust  fund  proposal  did  not  change  the  funding  decisions  (for  the 
individual  Institutes  in  NIH)  made  through  the  normal  appropriations  process. 
We  would  ask  that  this  Subcommittee  and  the  Congress  be  aware  of  the 
comparative  figures  (of  nimh  vs  nih  overall),  over  the  past  25  years.  using 
constant  dollars,  we  see  that  nimh  funding  has  increased  10%  while  nih 
funding  has  increased  56%. 

Despite  a  tighter  focus,  research  must  remain  entire:  molecular  through 
clinical  through  delivery  systems.  otherwise  it  doesn't  help  the  end  user, 
nor  does  it  address  the  public  health  problem.  nami  believes  the  encroach- 
ment of  behavioral  research  with  no  relevance  to  the  severe  brain  disorders 
into  nimh's  biomedical  research  must  be  resisted. 

nimh  must  also  sharpen  its  priorities,  particularly  in  a  time  of  scarce  and 
competing  resources.  urgent  areas  for  targeting  include: 

*  services  research,  which  is  especially  critical  now  given  the  rush  to 
managed  care,  and  the  consequent  privatization  of  the  public  sector. 
Such  research  must  focus  on  the  impact  of  these  changes  on  the 
severely  mentally  ill,  a  vulnerable  population  and  a  public  health 
priority. 

*  Child  &  adolescent  research  to  clarify  the  biological  and  developmen- 
tal FOUNDATIONS  OF  DISORDERS  THAT  AFFECT  CHILDREN.  SUCH  RESEARCH  CAN 
ADDRESS  EARLY  IDENTIFICATION,  PINPOINT  PRECURSORS  TO  ADULT  DISORDERS, 
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reduce  disability  and  suicides,  and  illuminate  the  progression  between 
Child  and  adult  mental  illness. 

*  Schizophrenia  research  on  the  role  of  prenatal  insults  and  their 
interaction  with  genetic  factors,  imaging  studies,  development  of  an 
animal  model,  and  translation  of  discoveries  into  effective  strategies 
for  treatment  is  very  important. 

*  Aggressive  and  violent  behaviors  research  would  seek  the  reasons  for 
the  disproportionately  high  prevalence  of  serious  mental  disorder 
among  persons  in  the  legal  system,  and  the  feasibility  of  treating  these 
persons  in  other  settings. 

SERVICES 

NAMI  WISHES  THE  CONGRESS  TO  BEAR  IN  MIND,  WHILE  SORTING  OUT  WHAT  LEVEL  OF 
GOVERNMENT  SHOULD  MOST  APPROPRIATELY  PERFORM  WHAT  FUNCTIONS  AND  DELIVER 
WHAT  SERVICES,  THAT  VULNERABLE  POPULATIONS  MUST  NOT  BE  DROPPED  THROUGH  THE 
PROVERBIAL  "CRACKS".  THIS  HAS  ALL  TOO  OFTEN  HAPPENED  TO  PERSONS  WITH  SPMI  IN 
THE  PAST,  AND  IN  THE  PRESENT. 

IT  IS  NOT,  AND  HAS  NEVER  BEEN,  A  FEDERAL  ROLE  TO  FINANCE  ALL  THE  SERVICES 
NEEDED  IN  THE  PUBLIC  SECTOR  BY  PERSONS  WITH  SPMI.  IT  IS  A  LEGITIMATE  AND 
INCREASINGLY  NECESSARY  FEDERAL  ROLE  TO  MONITOR,  OVERSIGHT,  DATA  GATHER  AND 
ANALYZE,  DEFINE  BEST  PRACTICES  AND  BEST  DELIVERY  SYSTEM  MODELS  AND  DISSEMI- 
NATE SUCH  INFORMATION  AGGRESSIVELY,  PROVIDING  A  NATIONAL  CLEARINGHOUSE  AND 
TECHNICAL  ASSISTANCE  FUNCTION. 
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NAMI  ASSUMES  THERE  MUST  BE  A  FEDERAL  PUBLIC  HEALTH  SERVICE  (PHS).  IT 
MUST  CONTINUE  SCREENING  AND  APPROVING  ADVANCES  IN  TREATMENT.  THERE 
MUST  BE  NATIONAL  DATA  COLLECTION  AND  ANALYSIS  TO  INFORM  POLICY.  THERE 
MUST  BE  LEADERSHIP  TO  ASSIST  THE  STATES  (WHICH  CAN  ALWAYS  BE  RANKED  1 
THROUGH  50)  TO  IMPROVE  THEIR  SYSTEMS  CAPACITY  AND  INTEGRATION,  AND  TO 
SHOW  THEM  WHAT  WORKS.   PHS  MUST  DESCRIBE  TO  THE  HEALTH  CARE  FINANCING 

Administration  (HCFA),  to  managed  care  companies  and  their  associations  - 

-  THE  SPECIAL  LONGTERM  NEEDS  OF  PERSONS  OF  ALL  AGES  WITH  SEVERE  AND 
PERSISTENT  MENTAL  ILLNESS. 

IN  THE  SERVICES  ARENA,  THE  PUBLIC  SECTOR  ~  WHILE  IT  HAS  MANY  BRIGHT  SPOTS  - 

-  CAN  BE  LEGITIMATELY  CHARACTERIZED  OVERALL  AS  INSUFFICIENTLY  RESOURCED 
AND  POORLY  ORGANIZED.  NOT  ONLY  THAT,  IT  IS  ERODING  THROUGH  FACT  AND 
THROUGH  POLICY:  RECONFIGURING  OF  MEDICAID  DOLLARS  INTO  NEW  RISK  POOLS  AND 
CAPITATED  CONTRACTS  TAKES  THEM  AWAY  FROM  "CARVE  OUTS",  FROM  PUBLIC  AND 
QUASI-PUBLIC  PROVIDERS,  AND  ULTIMATELY  FROM  HEAVY  USERS  OF  CARE.  ALL 
THESE  DIRECTLY  IMPACT  ON  PERSONS  OF  ALL  AGES  WITH  SEVERE  AND  PERSISTENT 
MENTAL  rLLNESSES. 

AS  YOU  CAN  SEE,  NAMI  IS  VERY  INTERESTED  IN  RETAINING  THE  FUNCTION  AND 
MISSION  OF  THE  PUBLIC  HEALTH  SERVICE  THAT  BEAR  UPON  SPMI,  WHICH  ARE 
CURRENTLY  ASSIGNED  BY  LAW  TO  THE  CENTER  FOR  MENTAL  HEALTH  SERVICES 

(CMHS)  in  the  Substance  Abuse  and  Mental  Health  Services  Administra- 
tion (SAMHSA).  There  is  no  NAMI  policy  on  how  the  function  and  mission 
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affecting  this  vulnerable  population  should  be  structured,  or  where. 
When  and  if  discussion  and  debate  begin  en  earnest  about  structure  and 
location,  nami  believes  and  desires  that  families  and  consumers  be 
consulted  and  involved  in  re-inventing  phs. 

but  there  must  continue  to  be  a  truly  federal  role  in  oversight,  data 
functions  and  analysis,  standard  setting,  collaboration  with  other 
federal  agencies,  and  support  for  innovative  service  (models)  demonstra- 
tion programs. 

Thank  you,  Mr.  Chairman,  and  members  of  the  Subcommittee  for  your 
attention  and  consideration.  nami  is  always  willing  to  prepare  informa- 
tion and  deliver  testimony  for  the  subcommittee,  on  both  the  services  and 
the  research  fronts  -  or  to  offer  any  other  assistance  we  can. 
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Mr.  Porter.  I  would  commend  the  gentleman  for  his  lifetime 
commitment  for  advocacy  and  services  to  the  mentally  ill. 

[Discussion  off  the  record.] 

Mr.  Porter.  Don,  I  wonder  if  you  could  answer  for  the  Members 
of  the  subcommittee  what  interface  you  have  had  so  far  with  the 
Budget  Committee  and  its  Members  on  these  issues?  Have  you  had 
an  opportunity? 

Mr.  Moss.  None  yet. 

Mr.  Porter.  Do  you  expect  to  have  an  opportunity  to  testify? 

Mr.  Moss.  We  hope  so,  yes.  We  understand,  however,  that  it  may 
not  be  until  next  year  that  the  Budget  Committee  will  be  consider- 
ing reorganization.  I  am  not  sure  of  that.  On  the  Senate  side. 

Mr.  Porter.  The  Senate  side. 

Mr.  Moss.  Were  you  meaning  the  House  side? 

Mr.  Porter.  The  House  side,  yes. 

Mr.  Moss.  None.  I  don't  know  what  their  plans  are.  I  think  that 
the  House  Budget  Committee  may  be  considering  some  reorganiza- 
tion. We  just  haven't  gotten  the  word  yet. 

Mr.  Porter.  We  look  at  this  process  as  a  whole  process,  and  the 
first  part  of  the  process,  as  I  mentioned  earlier  today,  is  the  602(a). 
It  is  clear  that  a  great  deal  of  what  we  can  do  depends  upon  not 
only  the  602(a)  but  the  guidance  it  is  given  toward  the  602(b)'s. 
And  we  just  wonder  whether  there  has  been  an  opportunity  for 
people  like  yourself  to  testify  before  them  or  to  have  input  at  least 
in  the  process. 

Mr.  Moss.  Not  as  yet,  Mr.  Chairman,  but  we  look  forward  to 
doing  so. 

Mr.  Porter.  We  thank  you  very  much  for  your  testimony  today. 

Mr.  Moss.  Thank  you. 

Mr.  Porter.  Thank  all  of  our  witnesses  today.  This  concludes  our 
witness  list.  The  subcommittee  will  stand  in  recess  until  10:00  to- 


Thursday,  February  2,  1995. 

WITNESS 

ERIC  LANDER,  Ph.D.,  JOINT  STEERING  COMMITTEE  FOR  PUBLIC  POL- 
ICY 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

This  is  the  seventh  of  eight  days  of  hearings  of  public  witnesses 
on  the  departments,  agencies  and  commissions  under  the  jurisdic- 
tion of  this  subcommittee. 

Welcome  to  all  of  you.  We  look  forward  to  hearing  your  testi- 
mony. I  will  caution  at  the  beginning  that  we  have  a  large  number 
of  witnesses. 

It  will  be  necessary  that  all  of  you  who  are  going  to  testify  stay 
within  your  five-minute  time  limit  and  the  deputy  clerk  will  advise 
me  when  your  time  is  up,  and  I  will  be  forced  to  advise  you.  So 
please  stay  within  your  time  limit  so  that  we  can  get  all  our  wit- 
nesses in  this  morning. 

Our  first  witness  is  Eric  Lander,  M.D.,  Joint  Steering  Committee 
for  Public  Policy. 

Dr.  Lander.  Chairman  and  Members  of  the  Subcommittee, 
thank  you  for  inviting  my  testimony  on  behalf  of  the  fiscal  year 
1996  budget  for  the  National  Institutes  of  Health. 

My  name  is  Eric  Lander,  and  I  am  here  representing  five  sci- 
entific societies,  the  American  Society  for  Cell  Biology,  the  Amer- 
ican Society  for  Biochemistry  &  Molecular  Biology,  the  Biophysical 
Society,  the  Genetics  Society  of  America  and  the  American  Associa- 
tion of  Anatomists.  Together,  these  societies  represent  over  20,000 
biomedical  scientists  at  every  major  biomedical  research  institution 
in  the  country. 

For  my  own  part,  I  work  in  the  field  of  human  molecular  genet- 
ics— as  a  member  of  the  Whitehead  Institute  for  Biomedical  Re- 
search, a  Professor  of  Biology  at  the  Massachusetts  Institute  of 
Technology,  and  Director  of  the  Human  Genome  Center  at  these  in- 
stitutions. 

Mr.  Chairman,  as  citizens,  we  appreciate  the  tremendous  fiscal 
pressures  facing  our  Nation.  Now  more  than  ever,  Congress  must 
choose  carefully  where  to  spend  limited  funds.  In  making  these 
hard  choices,  it  is  important  to  remember  that  some  programs  rep- 
resent not  spending,  but  rather  investment — investment  that  pays 
real,  measurable  economic  returns. 

The  Nation's  investment  in  basic  biomedical  research  falls  into 
this  category:  It  pays  for  itself  in  real  dividends:  lives  saved  and 
dollars  saved.  Casual  observers  sometimes  imagine  that  basic  bio- 
medical research  actually  drives  health  care  costs  up,  by  inventing 
expensive  and  exotic  therapies. 

The  record  tells  a  different  story.  Let  me  cite  a  few  examples: 
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NIH-funded  basic  research  led  to  the  use  of  potassium  citrate  to 
prevent  the  recurrence  of  kidneystones.  The  NIH  invested  $1  mil- 
lion. As  a  result,  our  country  saves  an  estimated  $600  million  per 
year.  In  economic  terms,  this  is  an  annuity — with  a  discounted 
present  value  worth  $9  billion  to  the  U.S.,  nearly  equal  to  the  cost 
of  the  NIH  budget  for  one  year. 

Or,  take  the  exciting  discovery  that  stomach  ulcers  actually  re- 
sult from  a  bacterium.  Whereas  previously,  ulcers  were  previously 
treated  with  expensive  interventions  such  as  surgery,  simpler  anti- 
biotics can  now  be  used — at  a  savings  of  about  $700  million.  The 
discounted  present  value  again  pays  for  the  NIH  budget  for  a  year. 

NIH  research  also  led  to  a  cheap  diagnosis  and  treatment  of 
hypothyroidism  in  newborns.  Without  treatment,  these  infants 
faced  a  lifetime  of  mental  retardation.  Now,  97  percent  of  cases  are 
caught  and  prevented — for  a  savings  of  $200-$400  million  every 
year.  The  discounted  present  value  pays  for  the  NIH  budget  for 
four  months. 

Just  Tuesday,  an  NIH-funded  study  yielded  the  first  drug  ever 
to  treat  sickle  cell  anemia.  A  by-product  of  cancer  research,  the 
drug  cuts  in  the  number  of  painful  crises  requiring  hospitalization 
and  expensive  treatment.  This  breakthrough  is  so  new  that  its  eco- 
nomic impact  has  not  been  fully  reckoned,  but  it  is  staggering. 

To  cite  a  last  example:  In  the  last  2  years,  NIH-funded  Human 
Genome  Project  research  has  led  to  our  finally  understanding  the 
causes  of  three  major  diseases  that  extract  an  intolerable  toll  on 
our  health:  breast  cancer,  colon  cancer,  Alzheimer's  disease.  For 
the  first  time,  it  is  becoming  possible  to  target  cancer  screening  to 
those  at  the  highest  genetic  risk — saving  money  by  focusing  our  re- 
sources and  by  preventing  disease.  For  the  first  time,  it  is  possible 
to  develop  therapies  aimed  at  the  real  causes. 

When  you  consider  the  NIH  budget,  we  urge  you  to  weigh  the  re- 
turns on  the  investment  in  basic  research  into  the  mechanisms  of 
disease — an  annuity  of  measurable  gains  in  decreased  medical 
costs  and  increased  productivity;  an  annuity  of  immeasurable  gains 
in  saved  and  improved  lives. 

In  current  budget  parlance,  weighing  both  costs  and  returns  is 
known  as  "dynamic  scoring."  In  plain  language,  it  is  also  known  as 
common  sense.  In  the  big  picture,  basic  research  is  a  net  revenue 
generator  for  society.  We  stand  ready  to  help  Congress  reckon  the 
true  returns,  so  as  to  justify  the  investment  even  in  these  tight 
times. 

I  would  like  to  briefly  turn  to  two  other  topics:  one  popular,  the 
other  unpopular. 

The  popular  topic  is  young  people.  Fundamental  biomedical  re- 
search is  currently  undergoing  the  most  dramatic  revolution  in  his- 
tory. With  the  tools  of  molecular  biology,  the  prospects  for  under- 
standing disease  are  breathtaking.  There  is  a  generation  of  young 
scientists  today  who  see  the  future  and  want  to  devote  their  lives 
to  it. 

As  you  know,  prospective  investigators  compete  for  NIH  funding 
through  a  rigorous  peer  review  mechanism — highly  respected  by 
other  Federal  agencies  and  resulting  in  very  high  productivity. 
Competition  is  healthy.  But,  if  the  odds  of  winning  a  grant  are  too 


799 

long,  our  best  and  brightest  young  people  leave  the  field  or  are  dis- 
couraged from  ever  approaching  biomedical  research  as  a  career. 

Today,  the  NIH  can  fund  only  15  percent  of  meritorious  applica- 
tions— down  from  25  percent  some  years  ago.  A  recent  study  by  the 
National  Academy  of  Sciences  indicates  that  young  scientists — who 
typically  have  the  most  creative  ideas  and  greatest  energy — are  not 
applying  for  grant  support.  The  NIH  budget  sends  a  clear  signal 
to  the  young  people  about  our  Nation's  priorities;  it  is  a  message 
to  the  future. 

The  second  subject  is  less  popular:  indirect  costs.  As  you  know, 
over  70  percent  of  the  NIH  budget  supports  science  at  universities 
and  research  institutes  throughout  the  country.  The  NIH  support 
covers  both  direct  costs,  such  as  test-tubes  and  chemicals  and  indi- 
rect costs,  which  includes  the  heating,  lighting,  waste  disposal,  and 
security,  as  well  as  the  construction  and  maintenance  of  the  facili- 
ties in  which  research  is  performed. 

With  this  system,  the  Federal  Government  has  been  a  partner 
with  public  and  private  institutions  to  create  and  maintain  the  in- 
frastructure for  cutting-edge  research. 

Of  late,  there  is  a  misconception  that  indirect  costs  are  not  real 
costs,  that  they  are  bloated,  that  universities  could  simply  absorb, 
that  capping  indirect  costs  would  not  hurt  science  or  scientists. 
This  is  simply  not  true. 

I  realize  that  simply  capping  indirect  costs  at  some  arbitrary 
level  sounds  like  an  easy  solution.  But,  the  consequences  to  the  re- 
search enterprise  would  be  devastating — leading  to  a  contraction  in 
the  research  infrastructure  of  this  Nation,  in  an  indiscriminate,  un- 
planned and  inefficient  way. 

If  you  have  concerns  about  waste  in  indirect  costs,  we  urge  you 
to  address  them  directly  by  modifying  the  guidelines  to  ensure  that 
the  government  pays  only  for  the  true  indirect  costs  associated 
with  research.  We  stand  ready  to  work  with  you  to  design  changes 
that  impact  scientific  productivity  as  little  as  possible,  and  are  as 
fair  as  possible. 

I  wish  that  I  had  a  way  to  tell  you  how  to  get  the  same  research 
for  less  money.  I  wish  one  could  fund  just  the  research  leading  to 
breakthroughs,  just  the  research  that  would  save  society  costs. 

Unfortunately,  that  is  just  not  the  way  fundamental  basic  re- 
search works.  Solutions  come  from  unexpected  directions,  they 
come  from  understanding  systems  so  thoroughly  that  we  find  the 
unsuspected  Achilles'  heel  in  a  disease.  The  importance  of  any  par- 
ticular scientific  discovery  is  usually  not  immediately  apparent. 

In  the  1970s,  Congress  declared  a  war  on  cancer.  Unforeseeably, 
that  war  gave  us  precisely  the  tools  to  identify  the  AIDS  virus 
when  it  came  along  and  has  given  us  our  best  tools  to  fight  it. 

In  the  1980s,  the  NIH-funded  research  into  the  arcane  topic  of 
DNA  repair  systems.  Only  last  year,  we  found  out  that  this  turns 
out  to  be  the  key  to  colon  cancer. 

In  closing,  we  urge  you  to  uphold  the  great  American  tradition 
of  investing  in  basic  biomedical  research.  It  is  an  investment  that 
reaps  real,  measurable  financial  returns  to  society.  In  particular, 
we  urge  you  to  support  the  recommendation  of  the  Federation  of 
American  Societies  for  Experimental  Biology's  recommendation  to 
appropriate  $12.46  billion  to  the  NIH  for  fiscal  year  1996. 
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Thank  you  once  again  for  inviting  me  to  appear  before  the  com- 
mittee. I  would  be  glad  to  answer  any  questions. 

Mr.  Porter.  That  is  the  best  testimony  we  have  heard  in  seven 
days  of  witnesses  or  of  days  of  witnesses  on  research  generally.  I 
can't  tell  you  how  much  I  appreciate  your  statement. 

If  that  statement  is  different  than  the  written  statement,  I  would 
like  a  copy  because  I  am  going  to  have  it  as  required  reading  for 
every  Member  of  this  committee  who  isn't  here,  because  they  need 
to  hear  the  message  that  you  just  gave.  And  I  appreciate  your 
bringing  it  to  my  attention.  I  will  see  that  they  sit  at  the  table  and 
read  it. 

Dr.  Lander.  We  appreciate  your  support,  Mr.  Chairman. 

[The  prepared  statement  of  Eric  Lander,  Ph.D.  follows:] 
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House  Appropriations  Committee 

Labor,  Health  &  Human  Services  Subcomitttee 

Hon.  John  D.  Porter,  Chairman 

Testimony  of  Dr.  Eric  S.  Lander  for  the  Joint  Steering 
Committee  for  Public  Policy 
February  2,  1995 

[1]   Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you 
for  inviting  my  testimony  on  behalf  of  the  FY' 96  budget  for 
the  National  Institutes  of  Health.   My  name  is  Eric  Lander, 
and  I  am  here  representing  five  scientific  societies,  the 
American  Society  for  Cell  Biology,  the  American  Society  for 
Biochemistry  &  Molecular  Biology,  the  Biophysical  Society, 
the  Genetics  Society  of  America  and  the  American  Association 
of  Anatomists.  Together,  these  societies  represent  over 
20,000  biomedical  scientists  at  every  major  biomedical 
research  institution  in  the  country.   For  my  own  part,  I 
work  in  the  field  of  human  molecular  genetics — as  a  member 
of  the  Whitehead  Institute  for  Biomedical  Research,  a 
Professor  of  Biology  at  the  Massachusetts  Institute  of 
Technology,  and  Director  of  the  Human  Genome  Center  at  these 
institutions. 

[2]   Mr  Chairman,  as  citizens,  we  appreciate  the  tremendous 
fiscal  pressures  facing  our  nation.   Now  more  than  ever, 
Congress  must  choose  carefully  where  to  spend  limited  funds. 
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In  making  these  hard  choices,  it  is  important  to  remember 
that  some  programs  represent  not  spending,  but  rather 
investment — investment  that  pays  real,  measureable  economic 
returns . 

The  nation's  investment  in  basic  biomedical  research 
falls  into  this  category.  It  pays  for  itself  in  real 
dividends:  lives  saved  and  dollars  saved.   Casual  observers 
sometimes  imagine  that  basic  biomedical  research  actually 
drives  health  care  costs  up,  by  inventing  expensive  and 
exotic  therapies.   The  record  tells  a  different  story.   Let 
me  cite  a  few  examples: 

o  NIH-funded  basic  research  led  to  the  use  of  potassium 
citrate  to  prevent  the  reccurence  of  kidney stones.   The  NIH 
invested  $1  million.   As  a  result,  our  country  saves  an 
estimated  $600  million  per  year.   In  economic  terms,  this  is 
an  annuity — with  a  discounted  present  value  worth  $9  B  to 
the  US,  nearly  equal  to  the  cost  of  the  NIH  budget  for  one 
year. 

o  Or,  take  the  exciting  discovery  that  stomach  ulcers 
actually  result  from  a  bacterium.   Whereas  previously, 
ulcers  were  previously  treated  with  expensive  interventions 
such  as  surgery,  simpler  antibiotics  can  now  be  used — at  a 
savings  of  about  $700  million.   The  discounted  present  value 
again  pays  for  the  NIH  budget  for  a  year. 

o  NIH  research  also  led  to  a  cheap  diagnosis  and 
treatment  of  hypothyroidism  in  newborns.   Without  treatment, 
these  infants  faced  a  lifetime  of  mental  retardation.   Now, 
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97%  of  cases  are  caught  and  prevented — for  an  savings  of 
$200-400  million  every  year.  The  discounted  present  value 
pays  for  the  NIH  budget  for  4  months. 

o  Just  Tuesday,  an  NIH- funded  study  yielded  the  first 
drug  ever  to  treat  sickle  cell  anemia.   A  by-product  of 
cancer  research,  the  drug  cuts  in  the  number  of  painful 
crises  requiring  hospitalization  and  expensive  treatment. 
This  breakthrough  is  so  new  that  its  economic  impact  has  not 
been  fully  reckoned,  but  it  is  staggering. 

o  To  cite  a  last  example:  In  the  last  2  years,  NIH- 
funded  Human  Genome  Project  research  has  led  to  our  finally 
understand  the  causes  of  three  major  diseases  that  extract 
an  intolerable  toll  on  our  health:  breast  cancer,  colon 
cancer,  Alzheimer's  disease.   For  the  first  time,  it  is 
becoming  possible  to  target  cancer  screening  to  those  at  the 
highest  genetic  risk — saving  money  by  focusing  our  resources 
and  by  preventing  disease.   For  the  first  time,  it  is 
possible  to  develop  therapies  aimed  at  the  real  causes. 

When  you  consider  the  NIH  budget,  we  urge  you  to  weigh 
the  returns  on  the  investment  in  basic  research  into  the 
mechanisms  of  disease — an  annuity  of  measurable   gains  in 
decreased  medical  costs  and  increased  productivity;  an 
annuity  of  immeasurable   gains  in  saved  and  improved  lives.  In 
current  budget  parlance,  weighing  both  costs  and  returns  is 
known  as  "dynamic  scoring."  In  plain  language,  it  is  also 
known  as  common  sense.   In  the  big  picture,  basic  research 
is  a  net  revenue  generater  for  society.   We  stand  ready  to 
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help  Congress  reckon  the  true  returns,  so  as  to  justify  the 
investment  even  in  these  tight  times. 

[3]   I'd  like  to  briefly  turn  to  two  other  topics:  one 
popular,  the  other  unpopular. 

o  The  popular  topic  is  young  people.   Fundamental 
biomedical  research  is  currently  undergoing  the  most 
dramatic  revolution  in  history.  With  the  tools  of  molecular 
biology,  the  prospects  for  understanding  disease  are 
breathtaking.   There  is  a  generation  of  young  scientists 
today  who  see  the  future  and  want  to  devote  their  lives  to 
it. 

As  you  know,  prospective  investigators  compete  for  NIH 
funding  through  a  rigorous  peer  review  mechanism — highly 
respected  by  other  federal  agencies  and  resulting  in  very 
high  productivity.  Competition  is  healthy.   But,  if  the  odds 
of  winning  a  grant  are  too   long,  our  best  and  brightest 
young  people  leave  the  field  or  are  discouraged  from  ever 
approaching  biomedical  research  as  a  career.  Today,  the  NIH 
can  fund  only  15%  of  meritorious  applications — down  from  25% 
some  years  ago.  A  recent  study  by  the  National  Academy  of 
Sciences  indicates  that  young  scientists — who  typically  have 
the  most  creative  ideas  and  greatest  energy — are  not 
applying  for  grant  support.   The  NIH  budget  sends  a  clear 
signal  to  the  young  people  about  our  nation's  priorities;  it 
is  a  message  to  the  future. 
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0  The  second  subject  is  less  popular:  indirect  costs. 
As  you  know,  over  70%  of  the  NIH  budget  supports  science  at 
universities  and  research  institutes  throughout  the  country. 
The  NIH  support  covers  both  direct  costs,    such  as  test  tubes  and 
chemicals  and  indirect  costs ,    which  includes  the  heating, 
lighting,  waste  disposal,  and  security,  as  well  as  the 
construction  and  maintenance  of  the  facilities  in  which 
research  is  performed.  With  this  system,  the  federal 
government  has  been  a  partner  with  public  and  private 
institutions  to  create  and  maintain  the  infrastructure  for 
cutting  edge  research. 

Of  late,  there  is  a  misconception  that  indirect  costs 
are  not  real  costs,  that  they  are  bloated,  that  universities 
could  simply  absorb,  that  capping  indirect  costs  would  not 
hurt  science  or  scientists.   This  is  simply  not  true. 

1  realize  that  simply  capping  indirect  costs  at  some 
arbitrary  level  sounds  like  an  easy  solution.   But,  the 
consequences  to  the  research  enterprise  would  be 
devastating — leading  to  a  contraction  in  the  research 
infrastructure  of  this  nation,  in  an  indiscriminate, 
unplanned  and  inefficient  way.   If  you  have  concerns  about 
waste  in  indirect  costs,  we  urge  you  to  address  them 
directly  by  modifying  the  guidelines  to  ensure  that  the 
government  pays  only  for  the  true  indirect  costs  associated 
with  research.  We  stand  ready  to  work  with  you  to  design 
changes  that  impact  scientific  productivity  as  little  as 
possible,  and  are  as  fair  as  possible. 
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[4]   I  wish  that  I  had  a  way  to  tell  you  how  to  get  the  same 
research  for  less  money.   I  wish  one  could  fund  just  the 
research  leading  to  breakthroughs,  just  the  research  that 
would  save  society  costs.   Unfortunately,  that's  just  not 
the  way  fundamental  basic  research  works.   Solutions  come 
from  unexpected  directions,  they  come  from  understanding 
systems  so  thoroughly  that  we  find  the  unsuspected  Achilles' 
heel  in  a  disease.   The  importance  of  any  particular 
scientific  discovery  is  usually  not  immediately  apparent. 

o  In  the  1970s,  Congress  declared  a  War  on  Cancer. 
Unforeseeably,  that  war  gave  us  precisely  the  tools  to 
identify  the  AIDs  virus  when  it  came  along  and  has  given  us 
our  best  tools  to  fight  it. 

o  In  the  1980s,  the  NIH  funded  research  into  the  arcane 
topic  of  DNA  repair  systems.   Only  last  year,  we  found  out 
that  this  turns  out  to  be  the  key  to  colon  cancer. 

[5]   In  closing,  we  urge  you  to  uphold  the  great  American 
tradition  of  investing  in  basic  biomedical  research.   It  is 
an  investment  that  reaps  real,  measurable  financial  returns 
to  society.  In  particular,  we  urge  you  to  support  the 
recommendation  of  the  Federation  of  American  Societies  for 
Experimental  Biology's  recommendation  to  appropriate  $12.46 
billion  to  the  NIH  for  FY96. 

Thank  you  once  again  for  inviting  me  to  appear  before 
the  committee.   I'd  be  glad  to  answer  any  questions.   * 
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Thursday,  February  2,  1995. 

WITNESS 

NELL  C.  CARNEY,  COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCA- 
TIONAL REHABDLITATION 

Mr.  Porter.  Our  next  witness  is  Nell  C.  Carney,  Council  of  State 
Administrators  of  Vocational  Rehabilitation. 

Ms.  Carney.  Thank  you,  Mr.  Chairman. 

I  am  happy  to  be  here  today  to  represent  the  Council  of  State 
Administrators  in  Vocational  Rehabilitation,  an  organization  made 
up  of  State  directors  from  across  the  country,  which  forms  the  na- 
tional network  for  vocational  rehabilitation  services,  providing 
services  to  people  with  physical  and  mental  disabilities. 

Vocational  rehabilitation  is  a  single-goal  directed  program  with 
competitive  integrated  employment  as  the  single  goal  achieved 
through  the  provision  of  evaluation,  diagnostic,  physical  restoration 
and  training  services  leading  to  placement  on  a  permanent  basis 
for  individuals  with  severe  disabilities. 

The  basic  State  grant  program  authorized  under  Title  I  of  the 
Rehabilitation  Act  of  1973  as  amended  through  1993,  in  1994, 
which  is  the  most  recent  year  for  which  we  have  data,  the  appro- 
priation was  just  under  $2  billion.  With  that  $2  billion,  1,992,479 
individuals  with  disabilities,  both  physical  and  mental  were  served. 
Of  that  number,  73.4  percent  had  severe  disabilities. 

Individuals  with  severe  disabilities  require  a  longer  period  of 
time,  more  essential  services,  which  cost  more,  and  greater  staff  ex- 
pertise to  rehabilitate.  As  a  result  of  our  mandated  emphasis  on 
serving  the  severely  disabled,  we  find  that  we  are  serving  fewer 
people  with  more  money. 

We  don't  have  figures  for  1995  yet,  but  the  appropriation  was  a 
slight  increase  over  1994.  Even  though  we  understand  the  essential 
nature  of  reduction  of  Federal  programs  in  order  to  reduce  the  Fed- 
eral deficit,  we  believe  that  a  reduction  in  the  vocational  rehabilita- 
tion appropriation  would  result  in  increases  in  other  places  in  gov- 
ernment. 

Our  programs  take  people  off  of  the  welfare  roles,  allow  other 
family  members  to  go  to  work,  contributing  in  the  form  of  taxes 
and  other  contributions  to  our  society  and  to  our  economy.  A  recent 
Lewis  Harris  poll  indicates  that  only  one  out  of  every  three  Ameri- 
cans with  severe  disabilities  are  working.  We  know  that  there  is 
potential  for  that  number  to  increase. 

If  I  may  summarize  what  I  have  said  by  telling  you,  Mr.  Chair- 
man, that  I  am  a  recipient  of  vocational  rehabilitation  services.  As 
an  individual  growing  up  in  a  rural  southern  State  with  a  severe 
disability,  there  would  have  been  no  opportunity  for  me  to  have 
achieved  my  potential  and  pursued  my  ambitions  without  assist- 
ance from  vocational  rehabilitation.  I  hold  three  degrees.  I  have 
served  three  States  in  a  leadership  role,  and  from  1989  through 
January  20,  1993,  I  served  as  the  Commissioner  of  the  Rehabilita- 
tion Services  Administration  appointed  by  the  President  and  con- 
firmed by  the  United  States  Senate. 

The  Council  of  State  Administrators  in  Vocational  Rehabilitation 
is  asking  that  the  committee  consider  a  $2.5  billion  appropriation 
for  1996.  In  a  1994  survey  of  State  agencies,  we  learned  that  this 
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money  could  be  used  and  that  approximately  150,000  additional  in- 
dividuals with  disability  could  go  to  work. 

An  increase  in  the  appropriation  for  the  vocational  rehabilitation 
program  is  an  investment  in  the  future  of  America  because  it  will 
result  in  individuals  with  disabilities  going  to  work,  coming  off  the 
welfare  roles  and  contributing  and  being  participating  members  of 
our  society. 

Mr.  Chairman,  the  membership  of  CSAVR  thanks  you,  and  I 
thank  you  for  the  opportunity  to  come  today  to  offer  a  public  state- 
ment in  support  of  vocational  rehabilitation. 

[The  prepared  statement  of  Nell  C.  Carney  follows:] 
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COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCATIONAL  REHABILITATION 

The  Council  of  State  Administrators  of  Vocational 
Rehabilitation  is  comprised  of  the  chief  administrators  of  the 
public  agencies  providing  rehabilitation  services  leading  to 
employment  of  persons  with  disabilities  in  the  states,  the  District 
of  Columbia,  and  the  territories. 

These  Agencies  constitute  the  State  partners  in  the 
State-Federal  Program  of  Rehabilitation  Services  for  persons  with 
mental  and/or  physical  disabilities,  as  authorized  by  the 
Rehabilitation  Act  of  1973,  P.L.  93-112,  as  amended. 

While  the  Rehabilitation  Act  is  the  cornerstone  of  our 
Nation's  commitment  to  assisting  eligible  people  with 
disabilities  to  obtain  competitive  employment  and  to  live 
independent  and  productive  lives,  it  is  severely  underfunded. 

When  one  considers  that  a  Louis  Harris  and  Associates  study 
estimates  that  two  out  of  every  three  adults  with  a  disability 
are  unemployed,  and  that  the  Rehabilitation  Program  has  the 
resources  to  provide  services  to  only  one  in  twenty  eligible 
people,  this  underfunding  constitutes  an  unacceptable  tragedy 
for  the  millions  of  people  with  disabilities  who  need  services, 
and  want  to  work. 

The  great  responsibility  placed  upon  the  Rehabilitation 
Program  became  even  more  acute,  with  the  passage  and 
implementation  of  the  "Americans  with  Disabilities  Act"  (ADA) . 
The  ADA  vastly  expands  work  opportunities  for  all  Americans  with 
disabilities.   It  is  vital  that  the  Rehabilitation  Program  assist 
people  with  disabilities  to  fully  realize  the  promise  of  this 
landmark  legislation. 

VOCATIONAL  REHABILITATION  SERVICES;  BASIC  STATE  GRANTS 

FY  1996  CSAVR  RECOMMENDATION $2,500,000,000 

FY  1996  AUTHORIZATION Such  Sums 

Basic  State  Service  Grants  are  the  lifeblood  of  the 
Vocational  Rehabilitation  Program,  financing  the  provision  of 
vocational  rehabilitation  services  to  eligible  individuals 
with  mental  and  physical  disabilities  for  placement  in 
competitive  employment. 

These  Federal  dollars,  matched  with  state  monies,  permit 
State  Rehabilitation  Agencies  to  provide,  or  to  contract  with 
private  organizations  and  agencies  to  provide,  individualized, 
comprehensive  services  to  eligible  persons  with  mental  and/or 
physical  disabilities,  for  the  purpose  of  rendering  these 
individuals  employed  and  economically  independent. 

Such  services  may  include  evaluation;  comprehensive 
diagnostic  services;  counseling;  physical  restoration; 
rehabilitation  engineering;  the  provision  of  various  kinds  of 
training  and  training  supplies,  tools  and  equipment;  prosthetic 
devices;  placement;  transportation;  post -employment  services;  and 
"any  other  service"  necessary  to  rehabilitate  an  individual  into 
employment . 
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For  Fiscal  Year  1994,  the  Federal  Government  advises  that 
the  nearly  $2  billion  appropriated  for  Basic  State  Vocational 
Rehabilitation  provided  services  designed  to  lead  to  gainful 
employment  for  1,192,479  people  with  disabilities  of  which  73.4 
percent  were  severely  disabled. 

Despite  this  expenditure,  there  still  are  not  sufficient 
funds  to  serve  all  those  eligible,  disabled  people  who  have  the 
potential  and  desire  to  work  and  who  need  rehabilitation  and 
training  services  to  obtain  employment  and  self-sufficiency. 

In  carrying  out  the  mandate  of  the  Act  to  give  priority  of 
service  to  the  rehabilitation  of  individuals  who  are  severely 
disabled,  State  Agencies  have  found  that  the  costs  --in  time, 
effort,  and  money  for  services  --  are  much  greater  than  the  cost 
of  rehabilitating  people  less  severely  disabled. 

At  the  same  time,  it  is  alarming  to  note  that  the  purchasing 
power  of  the  resources  available  has  remained  virtually  stagnant 
since  1980. 

This  means  that  the  Program  is  rehabilitating  fewer  people, 
while  expending  more  money  for  services,  staff  training,  equipment, 
and  facilities. 

With  these  statistics  in  mind,  the  Council  strongly  urges 
that  the  Congress  assist  us  in  facing  this  challenge  by  providing 
Federal  appropriations  for  Basic  State  Vocational  Rehabilitation 
Services  in  the  amount  of  $2,500,000,000  for  Fiscal  Year  1996. 

A  1994  CSAVR  Survey  of  all  State  Rehabilitation  Agencies 
found  that  with  a  Congressional  appropriation  of  $2.5  million 
an  additional  148,150  people  with  disabilities  could  receive  these 
vital  rehabilitation  services  leading  to  gainful  employment. 

The  Survey  projected  that  the  States  have  the  ability  to 
match,  and  effectively  use,  these  valuable  service  monies. 

The  justification  for  higher  funding  levels  stems  from  the 
purpose  for  which  the  money  is  spent --the  prevention  of  an 
incalculable  waste  of  human  potential,  a  purpose  on  which  no  price 
tag  can  be  placed. 

Over  the  decades,  Public  Vocational  Rehabilitation  has  more 
than  paid  for  itself  by  helping  persons  with  disabilities  become 
gainfully  employed;  increase  their  earning  capacity,  by  freeing 
family  members  to  work;  and/or  by  decreasing  the  amount  of  welfare 
payments,  health  services,  and  social  services  they  might  need;  as 
well  as  by  assisting  them  to  become  taxpayers. 

Appropriating  additional  monies  for  Vocational  Rehabilitation 
Services  reduces  the  Federal  Deficit. 

Indeed,  the  Congressional  Budget  Office  has  stated  that  "a 
reduction  of  funds  for  rehabilitation. . .would  generate  increases 
in  other  parts  of  the  federal  and  state  budgets." 

Funds  appropriated  for  Vocational  Rehabilitation  are  a  sound 
investment  of  the  Public's  money. 

OTHER  PROGRAMS  AUTHORIZED  BY  THE  REHABILITATION  ACT 

The  Rehabilitation  Act  is  recognized  as  the  most  complete 
and  well-balanced  piece  of  legislation  in  the  human  services 
field.   In  addition  to  the  Basic  State  Vocational  Rehabilitation 
Services  Program,  the  Act  contains  provisions  for  (1)  an 
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innovation  and  expansion  program;  (2)  a  training  program;  (3)  a 
research  program;  !4)  a  comprehensive  services  for  independent 
living  program;  (5)  a  supported  employment  program;  and,  among 
others,  (6)  special  projects  and  demonstration  efforts.   The 
CSAVR  strongly  supports  adequate  funding  for  all  Sections  of  the 
Act. 
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Mr.  Porter.  Ms.  Carney,  we  very  much  appreciate  your  coming 
here  today. 

I  have  to  say,  that  was  the  most  impressive  testimony  I  have 
seen.  You  went  through  that  without  a  single  note  and  remem- 
bered every  single  statistic  without  missing  a  beat,  and  it  was  a 
very  good  statement  and  very  impressive  in  the  way  you  delivered 
it.  We  very  much  appreciate  your  being  here  to  testify. 

Thank  you  very  much. 

Ms.  Carney.  Thank  you. 


Thursday,  February  2,  1995. 

WITNESS 
JAMES  S.  BRADY,  NATIONAL  HEAD  INJURY  FOUNDATION 

Mr.  Porter.  Our  next  witness  is  James  S.  Brady,  National  Head 
Injury  Foundation. 

It  is  good  to  see  you  again. 

Mr.  Brady.  I  am  not  going  to  be  quite  as  impressive. 

Mr.  Porter.  You  are  always  impressive. 

Mr.  Brady.  Mr.  Chairman,  and  Members  of  this  subcommittee, 
thank  you  for  permitting  me  to  testify  before  your  subcommittee 
today  on  the  very  important  topic  of  traumatic  brain  injury  and  ap- 
propriations for  programs  dedicated  to  the  prevention  and  treat- 
ment of  brain  injury. 

First,  I  would  like  to  acknowledge  my  good  friend  and  fellow 
alumnae,  Mr.  Porter.  It  is  always  good  to  see  you,  Mr.  Chairman. 

My  name  is  Jim  Brady.  Most  of  you  know  I  used  to  serve  as 
Press  Secretary  to  President  Reagan.  What  you  may  not  know  is 
that  I  am  Vice  Chairman  of  the  National  Head  Injury  Foundation. 
In  March  1981,  I  suffered  a  brain  injury  while  in  the  service  of  my 
country,  which  changed  my  life  and  the  lives  of  my  family  forever. 
My  son  Scott  was  only  two  at  the  time  of  my  injury.  I  will  never 
be  able  to  run  with  him,  climb  trees  with  him,  play  ball  with  him 
or  do  many  other  things  dads  take  for  granted. 

NHIF  is  a  national  nonprofit  advocacy  organization  dedicated  to 
the  concerns  of  individuals  with  TBI  and  their  families  and  the 
providers  who  serve  them.  What  began  years  ago  as  a  small  group 
in  a  mother's  kitchen,  has  blossomed  into  a  national  organization 
with  45  State  affiliates,  25,000  members  and  over  800  support 
groups.  NHIF  is  dedicated  to  improving  the  quality  of  life  of  people 
with  TBI  as  well  as  promoting  prevention  of  brain  injuries. 

Mr.  Chairman,  every  year,  2  million  Americans  sustain  a  brain 
injury.  Of  those,  500,000  are  injured  seriously  enough  to  be  hos- 
pitalized or  die  prior  to  hospitalization.  Between  70,000  and  90,000 
will  have  serious  physical  or  mental  disabilities  for  the  remainder 
of  their  lives. 

Brain  injury  is  associated  with  more  deaths  by  trauma  than  any 
injury  to  any  other  specific  part  of  the  body.  The  details  and 
amounts  of  our  request  are  included  in  my  written  testimony. 

What  I  would  like  to  do  now  is  simply  highlight  four  areas  we 
would  like  this  committee  to  focus  on  during  the  appropriation 
process. 
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The  first  is  the  TBI  Act,  H.R.  248,  which  is  currently  making  its 
way  through  Congress.  This  bill  is  of  great  importance  to  millions 
of  Americans  with  TBI.  Along  with  other  things,  this  bill  will  in- 
crease consumer  input  on  the  State  level  when  it  comes  to  services 
for  and  the  prevention  of  TBI.  I  bring  this  to  your  attention,  how- 
ever, I  have  every  confidence  that  this  bipartisan  bill  will  become 
law  this  year,  and  I  encourage  all  of  you  to  lend  your  support  for 
its  passage.  I  would  like  to  see  the  bill  funded  in  the  same  year 
as  its  adoption. 

The  next  program  I  would  like  to  mention  are  the  TBI  centers. 
There  are  two  of  the  original  six  centers  left.  These  centers  have 
worked  hard  to  develop  strategies  to  assist  individuals  with  TBI 
get  back  into  their  families,  communities  and  jobs.  I  would  strongly 
encourage  that  the  committee  appropriate  funds  to  ensure  the  good 
work  of  these  centers  continues. 

Third,  the  NHIF  strongly  encourages  the  funding  of  a  National 
Center  for  Medical  Rehabilitation  Research  at  a  level  to  adequately 
support  promising  research  into  enhancing  the  ability  of  people 
with  disabilities  to  function  in  society. 

Finally,  the  National  Institute  for  Neurological  Disorders  and 
Stroke  requires  a  10  percent  increase  if  it  is  to  capitalize  on  a  re- 
cent development  in  brain  research.  Mr.  Chairman,  we  are  now  en- 
tering the  second  half  of  the  "Decade  of  the  Brain."  So  far,  the  dec- 
ade of  the  brain  has  only  been  a  paper  promise. 

I  strongly  encourage  you  to  play  a  role  in  ensuring  we  finish  the 
"Decade  of  the  Brain"  with  a  strong  commitment  to  improving  the 
lives  and  productivity  of  individuals  with  traumatic  brain  injury. 

Thank  you. 

[The  prepared  statement  of  James  S.  Brady  follows:] 
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Mr  Chairman  and  Members  of  the  Committee  Thank  you  for  permitting  me  to  testify 
before  your  subcommittee  today  on  the  very  important  topic  of  traumatic  brain  injury  and  appro- 
priations for  the  programs  dedicated  to  the  prevention  and  treatment  of  brain  injury 

My  name  is  Jim  Brady,  and  I  am  the  Vice  Chairman  of  the  National  Head  Injury  Founda- 
tion (NHIF)  In  March  of  1981,  I  sustained  a  brain  injury  while  in  the  service  of  my  country  that 
changed  my  life  and  the  lives  of  my  family  forever  My  son  Scott  was  only  two  at  the  time  of  my 
injury  I  can  never  run  with  him,  climb  trees  with  him,  play  ball  with  him,  or  do  many  things  other 
dads  take  for  granted  This  is  also  the  case  for  the  over  22,000  service  men  and  women  who  have 
sustained  a  TBI  while  in  service  to  their  country  from  the  Vietnam  War  to  Desert  Storm.  To  all 
of  these  men  and  women  we  owe  a  debt  of  gratitude,  but  because  their  lives  have  been  changed 
forever,  we  owe  them  a  little  more  We  owe  them  the  support  and  services  necessary  to  make 
their  lives  and  the  lives  of  every  American  with  a  TBI  more  productive  and  fulfilled. 

I  am  happy  to  tell  you  that  the  National  Head  Injury  Foundation  is  celebrating  its  1 5th 
year  in  1995.  NHIF  is  a  national,  non-profit  advocacy  organization  dedicated  to  the  concerns  of 
individuals  with  TBI  and  composed  of  these  individuals  as  well  as  their  families,  and  the  providers 
who  serve  them.  What  began  as  a  small  group  in  a  mother's  kitchen  in  1980  has  blossomed  into  a 
national  organization  with  45  state  affiliates,  25,000  members,  and  over  800  support  groups. 
NHIF  is  dedicated  to  improving  the  quality  of  life  of  persons  with  TBI  as  well  as  promoting  pre- 
vention of  brain  injuries. 

Mr.  Chairman,  every  year  two  million  Americans  sustain  a  brain  injury.  Of  those,  500,000 
are  injured  seriously  enough  to  be  hospitalized  or  die  prior  to  hospitalization.  Between  70,000 
and  90,000  will  have  serious  physical  or  mental  disabilities  for  the  remainder  of  their  lives.  Brain 
injury  is  associated  with  more  deaths  by  trauma  than  injury  to  any  other  specific  part  of  the  body 

Traumatic  Brain  Injury  Act  of  1993 

There  is  a  bill  that  goes  a  long  way  to  addressing  critical  aspects  of  brain  injury  that  is  cur- 
rently working  its  way  through  Congress.  This  bill  is  H.R  248,  the  Traumatic  Brain  Injury  Act, 
introduced  by  Reps.  Tim  Greenwood  and  Frank  Pallone.  While  this  bill  has  not  yet  been  enacted 
into  law,  we  are  convinced  that  this  legislation  will  be  adopted  shortly.  Last  year,  both  the  House 
and  the  Senate  adopted  versions  of  this  bill,  the  only  differences  being  unrelated  amendments  at- 
tached in  the  Senate  and  then  in  the  House.  The  bill  authorizes  "such  sums  as  necessary"  to  fi- 
nance the  initiatives  contained  in  the  bill.  I  would  like  to  tell  you  a  little  about  the  TBI  Act  and 
what  I  believe  is  necessary  to  adequately  fund  the  bill. 

As  you  may  know,  Mr.  Chairman,  the  frequency  and  cost  of  TBI  in  the  United  States  is  on 
the  rise.  This  represents  a  challenging  public  health  problem  for  the  provision  of  adequate  health 
and  social  services  to  people  who  have  sustained  a  traumatic  brain  injury  The  goals  of  this  legis- 
lation are  to  expand  efforts  to  identify  methods  to  prevent  traumatic  brain  injury;  to  expand  bio- 
medical research  efforts  to  prevent  or  minimize  the  extent,  severity,  and  progression  of  dysfunc- 
tion as  a  result  of  traumatic  brain  injury;  and  to  improve  the  delivery  and  quality  of  services 
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through  statewide  demonstration  programs  that  coordinate  services,  advocate  for,  and  protect 
people  with  traumatic  brain  injury. 

The  TBI  Act  will  direct  the  Centers  for  Disease  Control  and  Prevention  to  develop  a  re- 
porting system  to  gather  data  on  the  number  of  individuals  who  have  sustained  a  traumatic  brain 
injury  and  the  cost  of  the  services  they  receive.  The  CDC  will  also  establish  prevention  projects 
through  public  and  private  entities  designed  to  reduce  the  incidence  of  traumatic  brain  injury. 

The  National  Institutes  of  Health  will  offer  grants  to  conduct  basic  and  applied  TBI  re- 
search that  will  contribute  to  the  creation  of  prevention  strategies.  The  National  Center  for  Medi- 
cal Rehabilitation  Research  at  the  NIH  will  convene  a  consensus  conference  in  order  to  determine 
the  state  of  TBI  research  and  plan  for  future  efforts. 

The  TBI  Act  will  also  establish  a  consumer  advisory  group  on  the  state  level.  This  advi- 
sory board  will  be  comprised  of  representatives  from  state  agencies;  public  and  nonprofit  private 
health  related  organizations;  disability  advisory  or  planning  groups;  members  of  state  groups  rep- 
resenting people  with  TBI,  and  any  prevention  programs  within  the  state.  Most  importantly,  this 
advisory  group  must  be  comprised  of  a  substantial  number  of  individuals  with  TBI  and/or  their 
family  members.  These  advisory  councils  will  be  charged  with  monitoring  the  findings  and  con- 
cerns of  federal,  state  and  local  agencies  and  groups,  as  well  as  increasing  public  awareness  and 
input  into  local  and  state  policies  concerning  TBI. 

The  two  programs  that  have  specific  authorizations  for  appropriations  are  the  state  dem- 
onstration projects  and  a  study  and  consensus  conference.  The  demonstration  projects  are  vital  as 
a  front-line  tool  in  prevention  of  TBI  and  coordination  of  services  for  those  who  do  sustain  a 
traumatic  brain  injury.  For  this  program,  we  are  requesting  an  appropriation  of  $8  million.  This 
amount  will  give  several  states  the  opportunity  to  truly  demonstrate  the  efficacy  of  state-wide  co- 
ordination of  TBI  prevention  and  services. 

The  other  section  requiring  new  appropriations  concerns  a  study  and  consensus  confer- 
ence. There  is  much  to  be  learned  about  traumatic  brain  injury.  We  must  have  a  study  and  con- 
ference conducted  by  the  premier  research  institution  in  the  world,  the  National  Institutes  of 
Health,  in  order  to:  determine  the  incidence  and  prevalence  of  traumatic  brain  injury;  create  a 
uniform  reporting  system  under  which  states  report  incidents  of  TBI;  identify  common  therapeutic 
interventions  used  for  the  rehabilitation  of  people  with  TBI;  and  the  development  of  practice 
guidelines  for  the  rehabilitation  of  people  with  traumatic  brain  injury.  For  these  critical  studies 
and  the  conference  we  request  an  appropriation  of  $2  million 

When  the  Traumatic  Brain  Injury  Act  was  first  introduced  three  years  ago,  the  authoriza- 
tion for  appropriations  to  fund  the  initiatives  contained  in  the  legislation  stood  at  $41  million 
Today,  with  passage  of  this  bill  being  imminent,  we  ask  for  a  total  of  S10  million  to  begin  to  lay 
the  foundation  for  these  important  initiatives. 
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TBI  Centers 


In  1990,  four  regional  traumatic  brain  injury  rehabilitation  and  prevention  centers  were 
funded  by  the  Rehabilitation  Services  Administration  In  1992,  two  additional  centers  were 
funded.  Each  of  these  centers  received  four  years  of  funding  as  demonstration  programs  to  pro- 
vide an  extraordinary  array  of  services,  including  education,  training,  data  collection,  and  preven- 
tion. Last  year,  the  National  Head  Injury  Foundation  requested  the  funding  of  four  additional 
centers  to  bring  the  total  to  ten  regional  TBI  Centers.  Instead,  four  of  the  six  programs  were  al- 
lowed to  die,  and  we  are  now  down  to  two.  Mr.  Chairman,  I  strongly  urge  this  committee  not  to 
allow  the  two  remaining  centers  to  die  as  well. 

The  centers  have  been  a  major  force  in  the  development  of  prevention  and  training  pro- 
grams for  consumers,  families  and  providers  Although  the  centers  have  collaborated  on  similar 
projects  and  program  goals,  there  has  been  enough  uniqueness  in  each  one  of  them  to  develop 
demonstration  models  that  have  not  been  redundant. 

Numerous  new  programs  were  developed  to  meet  the  needs  of  individuals  with  TBI  at  all 
ages.  A  broad  range  of  impairments  have  been  addressed.  Vocational,  cognitive  and  psycho- 
social difficulties  have  been  addressed  through  specifically  designed  programs  to  keep  people  with 
TBI  working  in  their  communities,  in  their  families,  and  most  of  all,  out  of  institutions. 

The  centers  have  created  a  forum  in  order  to  bring  consumers  into  service  planning  and 
policy  development.  The  centers  have  influenced  and  altered  public  policy  on  the  local  level  to 
increase  the  efficiency  and  effectiveness  of  resource  allocation  and  utilization.  They  have  devel- 
oped models  for  more  efficient  use  of  state  funds  for  services  in  innovative  ways.  The  centers 
have  been  active  in  the  development  of  surveys  to  define  gaps  in  community-based  services,  in 
vocational  training,  housing,  special  education,  independent  living  services,  and  respite  care  The 
focus  of  the  centers  was  to  promote  outcomes  that  would  address  increased  employability,  de- 
creased cost  of  service  delivery,  increased  efficiency  and  effectiveness  of  the  current  system,  and 
increase  the  number  and  quality  of  injury  prevention  programs.  The  centers  have  come  a  long 
way  in  meeting  these  goals. 

However,  there  is  much  that  remains  to  be  done.  The  burden  of  these  tasks  have  shifted 
from  six  centers  to  just  two.  New  models  of  service  delivery  need  to  be  developed  to  increase  the 
access  to  these  services  to  those  that  need  them  Partnerships  and  linkages  must  be  developed 
within  the  private  and  public  sector  to  increase  the  collaboration  of  service  delivery,  data  collec- 
tion and  information  dissemination.  Methods  must  be  created  to  increase  employability,  prevent 
secondary  disability,  facilitate  job  retention  and  decrease  the  need  for  public  assistance  to  indi- 
viduals with  TBI. 

Mr  Chairman,  this  is  not  simply  a  case  of  trying  to  keep  another  federal  bureaucracy  alive. 
Here  we  have  a  chance  at  a  relatively  small  investment,  to  continue  the  vital  work  of  these  two 
remaining  TBI  centers.  The  National  Head  Injury  Foundation  recommends  that  the  remain- 
ing centers  receive  an  appropriations  of  $2  million  for  FY  1996.  This  is  level  funding  for  the 
program. 
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National  Centers  for  Medical  Rehabilitation  Research 

The  National  Center  for  Medical  Rehabilitation  and  Research  (NCMRR)  was  created  in 
1990  as  part  of  the  National  Institute  on  Child  Health  and  Human  Development  (NICHD)  at  the 
National  Institutes  of  Health  (NIH).  The  National  Center  for  Medical  Rehabilitation  Research 
focuses  its  resources  on  all  aspects  of  rehabilitation  research,  particularly  the  functional  limitations 
of  persons  with  disabilities  and  chronic  illnesses.  While  most  of  NIH  focuses  on  preventing  and 
"curing"  diseases  and  disorders,  the  NCMRR  focuses  its  resources  on  improving  rehabilitation 
therapies,  devices,  and  medical  interventions  that  will  enhance  the  ability  of  people  with  disabili- 
ties, including  those  with  TBI,  to  function  in  society. 

The  NCMRR  has  the  potential  to  link  a  vision  for  greater  independence  and  freedom  with 
49  million  Americans  with  disabilities.  Relatively  small  investments  in  rehabilitation  research  to- 
day have  the  potential  to  pay  huge  dividends  tomorrow.  The  economic  costs  of  dependency, 
welfare,  and  nonproductivity  for  this  population  cannot  be  understated.  NCMRR-supported  re- 
search can  be  extremely  cost-effective,  leading  to  far  more  reliance  on  the  individual  and  far  less 
reliance  on  government.  In  terms  of  quality  of  life,  NCMRR-supported  research  has  tremendous 
potential  to  positively  affect  the  lives  of  people  with  physical  disabilities. 

Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts  across  all 
physical  disability  groups  and  spans  the  lifetime  of  a  person  with  a  disability.  This  research  en- 
compasses the  wide  spectrum  of  disability,  from  the  pathophysiology  of  disabling  conditions 
through  societal  limitations,  which  are  often  the  most  formidable  obstacles  to  achieving  a  high 
quality  of  life. 

NCMRR' s  rehabilitation  research  plan  calls  for  the  creation  of  Centers  of  Excellence 
where  multidisciplinary  rehabilitation  research  would  take  place  that  cuts  across  all  aspects  of 
physical  disability.  The  NCMRR  research  plan  has  identified  several  important  areas  where  these 
centers  would  optimize  the  outcomes  of  rehabilitation  research.  Once  of  these  areas  is  the  study 
of  brain  injury.  Interdisciplinary  centers  have  been  used  by  NIH  to  facilitate  the  pursuit  of  the- 
matically  focused  research  spanning  many  scientific  disciplines. 

Fiscal  Year  1994  witnessed  the  most  significant  increase  for  the  NCMRR  at  $14.2  million, 
a  40%  increase  in  appropriations  over  the  previous  year.  This  increase  significantly  enhanced  the 
momentum  of  the  NCMRR  throughout  the  rehabilitation  research  community.  Unfortunately,  FY 
1995  resulted  in  a  budget  of  approximately  $15  million,  a  modest  increase  over  the  previous  year. 

Mr.  Chairman,  the  initial  NIH  discussions  concerning  the  creation  of  the  NCMRR  con- 
templated a  $30  million  budget  by  FY  1995.  Yet  the  current  budget  represents  just  half  of  that 
amount.  Because  of  the  cost  effective  potential  of  medical  rehabilitation  research  and  the 
intense  interest  generated  throughout  the  country  concerning  these  research  topics,  we  rec- 
ommend a  FY  1996  appropriation  for  the  National  Center  for  Medical  Rehabilitation  Re- 
search of  $25  million,  an  increase  of  $10  million  over  FY  1995  levels. 
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National  Institute  for  Neurological  Disorders 

In  order  to  capitalize  on  the  developments  in  brain  research  at  the  National  Institute  on 
Neurological  Disorders  and  Stroke  (NINDS),  as  well  as  the  National  Institute  on  Aging  and  the 
National  Institute  on  Mental  Health,  we  recommend  a  10%  increase  in  the  NINDS  budget,  largely 
devoted  to  brain  research  As  we  enter  the  second  half  of  the  Decade  of  the  Brain,  it  is  vitally  im- 
portant to  consistently  increase  funding  for  brain-related  research  This  10%  increase  would  en- 
able the  Institute  to  raise  the  number  of  RO-1  grants  to  the  1995  level  and  increase  the  success 
rate  in  RO-1  grants  to  255.  It  would  also  keep  all  grants  at  levels  which  accommodate  biomedical 
inflation  and  keep  the  number  of  trainees  to  the  1995  level.  Furthermore,  it  would  enable  NINDS 
to  expand  clinical  initiatives  in  brain  research  regarding  brain  injury  and  stroke  as  well  as  basic 
research  regarding  degenerative  disorders  such  as  Parkinson's  disease,  multiple  sclerosis,  and 
Alzheimer's  and  Huntington's  disease. 

We  also  recommend  a  similar  increase  for  brain-related  research  at  the  National  Institute 
on  Aging,  focused  particularly  on  Alzheimer's  disease,  and  the  National  Institute  on  Mental 
Health 


Mr  Chairman,  I  would  like  to  close  by  once  again  drawing  your  attention  to  the  Trau- 
matic Brain  Injury  Act  This  is  a  bill  on  which  the  National  Head  Injury  Foundation  has  been 
working  for  over  three  years.  The  eight  million  Americans  living  with  a  traumatic  brain  injury  are 
looking  to  this  Congress  for  enactment  and  funding  of  this  legislation.  I  am  very  confident  that 
this  is  the  year  that  it  will  finally  become  law.  I  would  ask  that  you  and  the  members  of  this 
august  committee  look  favorably  upon  funding  the  important  programs  authorized  within  the  bill. 

Thank  you  for  allowing  me  to  present  testimony  before  you  today. 
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Mr.  Porter.  Jim,  it  is  wonderful  to  see  my  good  friend  and  fellow 
Illinoisan  here  this  morning.  Your  statement  was  an  excellent  one. 
And  whether  it  is  advocating  to  reduce  the  availability  of  manned 
guns  and  assault  weapons  in  our  society  or  advocating  for  those 
who  are  victims  of  head  injury  or  otherwise  disabled,  you  have  pro- 
vided the  kind  of  leadership  that  makes  this  country  what  it  is. 

You  have  never  sat  on  the  sidelines,  you  have  always  been  there 
and  we  appreciate  your  statement  and  your  being  with  us  this 
morning. 

Ms.  PELOSI.  Mr.  Chairman,  I,  too,  want  to  join  you  in  welcoming 
and  commending  Mr.  Brady  for  his  leadership  in  so  many  areas. 
I  have  a  question. 

Earlier  in  our  hearing  a  week  or  so  ago,  we  heard  from  the  Herit- 
age Foundation  that  they  recommended  elimination  of  the  injury 
control  program  at  CDC.  Would  you  comment  on  that?  I  think  that 
they  didn't  like  the  kind  of  research  that  CDC  was  doing,  one,  be- 
cause of  so  many  injuries  related  to  weapons  and  guns. 

Mr.  Brady.  They  are  treating  both  of  these  entities  as  public 
health  problems,  as  they  are  correctly  doing. 

Ms.  Pelosi.  At  CDC? 

Mr.  Brady.  Yes.  We  strongly  support  the  program  at  CDC.  My 
boss  is  sitting  next  to  me  helping  me  out,  giving  me  the  correct  an- 
swers. 

Ms.  Pelosi.  I  appreciate  that. 

Thank  you. 

Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  I  want  to  thank  you  for  your  important  testimony 
because  I  think  it  is  so  important  that  we  focus  on  the  costs  of  the 
tremendous  impact  of  the  guns  and  violence  in  our  society.  I  won- 
der if  in  your  important  work  on  this  issue,  whether  you  think  that 
there  is  currently  adequate  data  on  the  costs  of  guns  and  violence 
in  our  society?  There  has  been  work  at  CDC,  and  I  wonder  if  you 
could  comment  on  that,  help  us  in  moving  forward  and  getting  this 
additional  information. 

Mr.  Brady.  The  answer  is  yes.  And  to  try  to  weave  this  from  less 
than  whole  clothe,  without  having  the  notes  in  front  of  me  that 
would  tell  us  what  ATF  found  and  the  others  in  government  that 
are  responsible  in  this  area,  I  would  be  wasting  your  time.  But  the 
answer  is  a  definite  yes,  and  I  would  be  happy  to  send  your  office 
a  breakdown  of  what  the  problem  is. 

Mrs.  Lowey.  That  would  be  very  helpful.  Hopefully,  as  we  accu- 
mulate this  information  and  we  get  the  message  out  to  the  public, 
we  can  spare  other  people  such  as  yourself  the  pain  and  suffering 
that  goes  with  the  violence  in  our  society. 

Mr.  Brady.  Please  do  that. 

Mrs.  Lowey.  Thank  you. 

Mr.  Porter.  Thank  you,  Jim. 

We  really  appreciate  your  testimony. 
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Thursday,  February  2,  1995. 

WITNESS 
DONNA  SORKIN,  COUNCIL  OF  ORGANIZATIONAL  REPRESENTATIVES 

Mr.  Porter.  Our  next  witness  is  Donna  Sorkin,  Council  of  Orga- 
nizational Representatives  Of  and  For  People  Who  Are  Deaf  and 
Hard-of-Hearing. 

Ms.  SORKIN.  Morning,  Mr.  Chairman,  and  Members  of  the  sub- 
committee. I  am  presenting  testimony  on  behalf  of  the  Council  of 
Organizational  Representatives,  a  coalition  of  16  organizations  of 
and  for  people  who  are  deaf  and  hard-of-hearing. 

My  name  is  Donna  Sorkin  and  I  am  Executive  Director  of  Self 
Help  or  Hard-of-Hearing  People,  an  organization  comprised  of  peo- 
ple of  all  ages,  with  all  levels  of  hearing  loss.  I  experienced  a  pro- 
gressive hearing  loss  as  an  adult  and  used  hearing  aids  prior  to 
having  cochlear  implant  surgery  two  years  ago. 

Previously,  I  had  a  business  and  was  able  to  effectively  compete 
in  the  private  sector  because  I  had  access  to  various  listening  and 
learning  devices  and  to  captioning,  the  kinds  of  technologies  that 
are  provided  for  under  the  Individuals  With  Disabilities  Education 
Act,  or  IDEA.  IDEA  is  the  primary  vehicle  through  which  the  Fed- 
eral Government  in  partnership  with  States  and  localities  provides 
opportunity  for  children  to  receive  the  kind  of  education  that  best 
suits  their  hearing  loss. 

When  an  appropriate  education  is  offered  to  them,  deaf  and 
hard-of-hearing  children  can  learn,  drive  and  become  productive 
members  of  society.  Many  children  with  hearing  loss  can  be  placed 
in  regular  classrooms  with  children  without  disabilities  and  they 
can  prosper  there  as  long  as  they  receive  the  auxiliary  services  that 
they  need,  like  assisted  listening  devices,  interpreters,  auditory 
speech  therapy,  but  in  other  instances,  they  need  a  learning  envi- 
ronment that  places  them  with  others  like  themselves  to  allow 
them  to  interact  with  their  peers. 

For  a  deaf  child  who  is  experiencing  social  isolation  and  whose 
family  does  not  have  the  resources  act  as  a  full  partner  in  his  edu- 
cation, the  option  of  a  State-supported  special  school  is  a  necessity. 
Another  key  elements  of  IDEA  provides  for  the  development  in  ad- 
vance of  new  technology,  media  and  materials  in  the  education  of 
youth  with  disabilities.  I  understand  this  firsthand,  and  I  under- 
stand the  differences  that  such  technology  can  make  in  my  own 
ability  to  lead  a  productive  and  independent  life. 

As  I  speak  to  you  today,  I  am  making  use  of  such  technology.  I 
am  using  a  FM  listening  device  which  brings  the  voice  of  the 
speaker  directly  into  my  ear.  So  I  cannot  overemphasize  to  you  the 
need  for  such  technologies  for  children  in  mainstream  settings. 

The  State-Federal  rehabilitation  program  assists  Americans  who 
are  deaf  or  hard-of-hearing  to  become  gainfully  employed  and  self- 
reliant.  We  know  from  our  members  that  one  of  the  most  difficult 
aspects  of  living  with  a  hearing  loss  is  overcoming  the  problems  of 
finding  and  retaining  a  job.  I  know  this  firsthand. 

At  the  present  time,  such  rehabilitation  services  assist  an  esti- 
mated 1  in  20  people  with  hearing  loss.  Hearing  loss  affects  an  es- 
timated 28  million  Americans,  1  in  10  people.  For  many  of  us  who 
are  accustomed  to  growing  up  hearing,  the  loss  of  one  of  our  vital 
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senses  is  an  extraordinarily  difficult,  sometimes  almost  unbearable 
adjustment.  For  other  people  who  are  comfortable  with  their  deaf- 
ness the  problems  are,  rather,  having  the  environment  changed  to 
meet  their  needs. 

We  strongly  support  research  for  biomedical  and  behavioral  re- 
search for  the  National  Institute  on  Deafness  and  other  commu- 
nications disorders  which  is  the  primary  source  of  funding  for  hear- 
ing disorders.  Compared  with  medical  funding  for  other  issues  and 
their  incidence,  this  is  a  tiny  allocation. 

We  would  especially  like  to  emphasize  the  importance  of  infant 
screening  and  aggressive  therapy  for  early  hearing  loss.  This  is  a 
cost-effective  intervention  for  young  children.  Hard-of-hearing  con- 
sumers continue  to  tell  us  and  note  the  limitations  of  hearing  aids, 
particularly  in  noisy  environments.  This  will  help  people  through- 
out the  United  States. 

Mr.  Chairman,  and  Members  of  the  subcommittee,  I  very  much 
appreciate  the  opportunity  to  talk  to  you  today. 

[The  prepared  statement  of  Donna  Sorkin  follows:] 
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Testimony  to  the  House  Appropriations  Subcommittee  on  Labor,  Health,  Human  Services, 

Education  and  Related  Agencies 

Washington,  DC 


Good  morning  Mr.  Chairman  and  members  of  the  subcommittee.  The  Council  of  Organizational 
Representives  (COR)  would  like  to  thank  you  for  the  opportunity  to  provide  this  testimony. 

BACKGROUND: 

The  Council  of  Organizational  Representatives  known  as  (COR)  is  a  national  coalition  of  and  for 
people  who  are  deaf  and  hard-of-hearing.  We  include:  the  Alexander  Graham  Bell  Association  for 
the  Deaf  (A.  G.  Bell),  American  Academy  of  Otolaryngology-Head  and  Neck  Surgery  (AAO-HNS), 
American  Deafness  and  Rehabilitation  Association  (ADARA),  American  Speech-Language-Hearing 
Association  (AS  HA),  American  Society  for  Deaf  Children  (AS  DC),  Auditory- Verbal  International, 
Inc.  (AVI),  the  Caption  Center,  Conference  of  Educational  Administrators  Serving  the  Deaf 
(CEASD),  the  Convention  of  American  Instructors  of  the  Deaf  (CAID),  the  National  Association  of 
the  Deaf  (NAD),  the  National  Captioning  Institute  (NCI),  the  National  Cued  Speech  Association 
(NCSA),  the  League  for  the  Hard  of  Hearing,  the  Registry  of  Interpreters  for  the  Deaf  (RID),  Self 
Help  for  Hard-of-Hearing  People,  Inc.  (SHHH),  and  Telecommunications  for  the  Deaf,  Inc.  (TDI). 
Our  purpose  is  to  support  one  another  in  assuring  access  to  education,  employment,  and  social 
assistance  for  children  and  adults  who  are  deaf  or  hard-of-hearing.  While  we  have  worked  with  each 
other  and  with  other  coalitions  to  determine  the  funding  levels  we  are  recommending  today,  we 
generally  would  recommend  an  "unbundling"  of  these  funds,  so  that  they  can  be  more  efficiently 
tracked  from  source  to  recipient.  I  will  make  8  such  recommendations. 

1.         COR    supports   an   appropriation   of  $2.9   billion   for   the   INDIVIDUALS   WITH 
DISABILITIES  EDUCATION  ACT  (State  and  Local  Grant  Programs  (P.L.  94-142) 


Approximately  80  percent  of  students  who  are  deaf  or  hard-of-hearing  in  the  United  States  are 
educated  in  mainstream  programs.  This  form  of  education  has  proven  useful  to  deaf  and  hard-of- 
hearing  students  with  strong  family  support  and  communication,  access  to  deaf  culture  through  non- 
educational  settings  (like  social  and  support  groups),  and  sufficient  communication  skills  to  enable 
them  to  socialize  adequately  with  their  hearing  peers.  The  IDEA  constitutes  the  central  vehicle 
through  which  the  federal  government  maintains  a  partnership  with  the  states  and  localities 
to  provide  an  appropriate  education  for  all  deaf  and  hard-of-hearing  children  requiring  special 
education  and  related  services.  The  original  fiscal  promise  of  P.L.  94-142  was  determined  by  the 
funding  formula,  which  at  40  percent  of  the  national  average  per  pupil  expenditure  (NAPPE)  times 
the  number  of  children  being  served  would  have  been  generating  approximately  $9.37  billion  for  FY 
1994.  Actual  appropriations  have  never  provided  more  than  12  percent,  and  often  much  less.  As  a 
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result,  the  financial  burden  of  providing  children  who  are  deaf  and  hard-of-hearing  with  an 
appropriate  education  has  fallen  on  states,  and  increasingly,  local  governments. 

In  current  economic  times,  these  budgets  are  strained  to  their  limits.  The  local  education  tax 
is  the  single  tax  subject  to  a  direct  local  vote.  When  this  tax  is  not  supported  locally  by  already 
overburdened  middle  class  tax  payers,  deaf  and  hard-of-hearing  children  are  among  the  first  to  suffer. 
They  are  placed  in  programs  which  cannot  provide  the  special  services  they  need,  such  as:  teachers 
of  the  deaf,  interpreters,  note-takers,  tutors  who  can  sign,  speech  teachers,  and  auditory  training. 
When  a  single  deaf  of  hard-of-hearing  student  is  placed  in  the  school  nearest  home,  it  is  very 
expensive  for  that  school  to  provide  full  services.  Unsuspecting  parents  may  support  these 
arrangements  because  they  want  their  children  in  the  schools  closes  to  home,  or  are  unaware  of  the 
academic  potential  of  their  children.  The  federal  government  must  guide  the  states  by  funding 
necessary  services.  COR  believes  that  all  children  have  the  right  to  be  educated  to  their  full 
potential.  This  can  only  be  approached  if  IDEA  is  fully  funded. 

2.         COR  supports  an  appropriation  of  $175  million  for  the  EDUCATION  OF  CHILDREN 
WITH  DISABILITIES,  State  Operated  Programs  (P.L.  89-313). 


P.L.  89-313  is  important  for  maintaining  a  full  spectrum  of  opportunities  for  education  of  children 
who  are  deaf.  Students  who  are  deaf  often  report  that  they  have  a  cultural  and  linguistic  identity, 
rather  like  an  ethnic  group.  The  vast  majority  of  deaf  people  hold  jobs,  get  promoted,  marry,  raise 
children,  own  property  and  pay  taxes.  Deaf  people  do,  however,  need  considerable  educational 
accommodation  in  order  to  meet  these  goals.  COR  acknowledges  the  critical  importance  of  the 
cultural,  linguistic,  and  social  support  of  the  Deaf  community  to  the  academic  achievement  of  deaf 
individuals.  This  complex  and  delicate  social,  economic  and  cultural  network  is  endangered  by  any 
weakening  of  state  operated  an  state  supported  schools,  which  are  the  very  heart  of  their  community. 
While  mainstream  education  is  excellent  for  many  students  who  are  deaf  or  hard-of- 
hearing,  mainstream  settings  may  not  provide  the  opportunity  for  students  who  are  deaf  to 
interact  meaningfully  with  their  peers.  For  any  deaf  student  who  is  experiencing  social 
isolation,  or  whose  family  does  not  have  the  resources  to  act  as  a  full  partner  in  the  child's 
education,  the  option  of  a  state  supported  or  state  operated  school  is  a  necessity  at  some  time 
during  their  educational  experience.  Such  schools  offer  cost  effective  services,  as  long  as  they 
maintain  a  critical  mass  of  students.  They  also  serve  as  center  schools—  the  premier  providers 
of  information  an  professional  assistance  to  nearby  mainstream  programs.  For  these  reasons, 
State  operated  and  state  supported  schools  should  continue  to  be  supported  by  P.L.  89-313. 

3.         COR  recommends  an  appropriation  of  $  2.5  billion  for  REHABILITATION  SERVICES 
(Vocational  Rehabilitation  State  Grants). 

The  State  -Federal  Rehabilitation  Program  has  been  the  cornerstone  of  our  nation's  efforts  to  assist 
Americans  who  are  deaf  or  hard-of-hearing  to  become  gainfully  employed  and  self-reliant. 
Comprehensive  rehabilitation  services  (any  service  needed  to  assist  an  eligible  person  to  become 
employed)  are  provided  through  state  rehabilitation  agencies,  often  through  cooperative  agreements 
with  other  public  and  private  non-profit,  community  based  organizations.  Under  the  Rehabilitation 
Act,  the  Vocational  Rehabilitation  State  Grant  Program,  Section  1 10,  must  receive  a  cost  of  living 
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increase  each  year.  According  to  studies  by  one  of  our  component  organization,  ADARA,  state 
vocational  rehabilitation  agencies  are  able  to  serve  one  out  of  twenty  eligible  people  who  are 
deaf  or  hard-of  hearing.  COR  supports  current  initiatives  to  facilitate  access  to  state  rehabilitation 
systems  for  so  called  low  functioning  deaf  persons  and  deaf  and  hard-of-hearing  students  transitioning 
out  of  the  education  system.  Without  federal  support  these  initiatives  will  further  strain  the  ability 
of  state  agencies  to  provide  the  services  and  supports  needed  by  all  individuals. 

4.  COR  recommends  a  funding  level  of  $  114  million  for  the  INDIVIDUALS  WITH 
DISABILITIES  EDUCATION  ACT  (IDEA)  Special  Education  Personnel  Development 
(SEPD)  and  a  funding  level  of  $  24  million  for  Historically  Black  Colleges  and  Universities. 

The  purpose  of  the  SEPD  (Part  D,  Sections  63 1  and  632  of  the  IDEA)  is  to  provide  for  an  adequate 
supply  of  qualified  providers  of  special  educators  and  related  services.  Students  who  are  deaf  and 
hard-of-hearing  should  have  full  access  to  qualified  special  service  personnel  trained  to  work  with 
deaf  or  hard-of-hearing  children,  including  but  not  limited  to  consulting  teachers  of  the  deaf, 
educational  interpreters,  speech-language  pathologists,  audiologists,  note-takers,  tutors,  specially 
trained  resource  room  teachers,  and  teachers  of  American  Sign  Language.  There  are  critical 
shortages  of  educational  interpreters,  and  of  educators  who  are  themselves  deaf  or  hard-of-hearing 
or  are  members  of  other  protected  classes.  For  the  purpose  of  providing  for  an  adequate  supply 
of  qualified  providers  of  special  education  and  related  services,  the  IDEA  Special  Education 
Personnel  development  budget  must  be  funded  at  a  level  of  $114  million  in  FY  1996  with  a  five 
percent  increase  in  every  year  thereafter  for  the  five  years  of  the  reauthorization  cycle  of  the 
EDA  and  with  additional  funding  for  Historically  Black  Colleges  and  Universities  (HBUCs) 
of  $24  million  with  a  five  percent  increase  in  every  year  thereafter  for  the  five  years  of  the 
reauthorization  cycle  of  the  EDA. 

5.  COR  recommends  an  appropriation  of  $14  mubon  in  FY  19%  for  the  INDIVIDUALS  WITH 
DISABILITIES  EDUCATION  ACT  (IDEA)  Special  Education  Technology. 

The  purpose  of  this  program  (Part  G,  Section  661  of  the  IDEA)  is  to  support  the  development  and 
advance  the  use  of  new  technology,  media,  and  materials  in  the  education  of  children  and  youth  with 
disabilities.  An  important  expenditure  for  children  who  are  deaf  or  hard-of-hearing  should  be 
electronic-mail  opportunities.  Other  very  useful  technologies  for  the  education  and  socialization  of 
children  who  are  deaf  or  hard-of-hearing  are:  assistive  listening  devices;  television  closed  captioning 
decoders;  interactive  television;  computer-assisted  instruction;  captioned  movies-especially  of  literary 
important  works  and  how-to  programs;  classroom  aids  such  as  overhead  projectors  and  opaque 
projectors;  and  telecommunication  devices  for  the  deaf.  I  cannot  emphasize  the  importance  of  these 
technologies  enough,  especially  in  mainstream  classrooms,  where  they  have  been  generally 
underutilized.  AD  children  in  mainstream  classrooms  could  benefit  from  technological  support 
to  students  who  are  deaf  or  hard-of-hearing.  There  are  additional  benefits  to  bilingual  or 
learning-disabled  students  who  have  regular  access  to  captioning. 


COR  recommends  an  appropriation  of  $15  million  in  FY  1996  for  the  INDIVIDUALS  WITH 
DISABILITIES  EDUCATION  ACT  (IDEA)  Centers  and  Services  for  Deaf-Blind  Children. 
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The  purpose  of  this  program  (Part  C,  Sec.  622  of  the  IDEA)  is  to  assist  state  and  local  agencies  to 
more  effectively  provide  appropriate  services  to  deaf-blind  infants,  children,  and  youth,  many  of 
whom  require  highly  specialized  assistance  due  to  their  dual  sensory  disabilities.  In  recent  years,  the 
focus  of  the  program  has  been  to  provide  direct  services  to  all  non-mandated  students;  technical 
assistance  to  agencies  serving  children  and  young  adults,  especially  to  schools  and  adult  service 
providers  in  integrated  settings;  national  technical  assistance  projects  which  are  helping  state  and 
other  agencies  to  upgrade  their  services  delivery  to  children  and  youth  who  are  deaf-blind;  and 
establishment  of  model  demonstration  projects  of  exemplary  innovative  procedures  and  best  practices 
in  service  delivery.  As  a  result  of  this  program,  6,400  children  who  are  deaf-blind  have  been  identified 
and  are  being  served  in  the  United  States.  This  number  of  children  equals  the  population  of  a  modest 
size  school  district,  which  despite  the  unique  needs  of  deaf-blind  children,  would  doubtless  be  funded 
at  approximately  three  times  the  funding  level  suggested  here  by  COR. 

7.  The  COR  supports  an  Appropriation  of  $231  million  for  BIOMEDICAL  AND 
BEHAVIORAL  RESEARCH  National  Institute  on  Deafness  and  Other  Communication 
Disorders  (NIDCD),  P.O.  100-553 

The  NIDCD  conducts  research  on  the  problems  of  deafness  and  communication  disorders  which 
affect  approximately  28  million  people  in  the  United  States.  Activities  of  the  Institute  include: 
Investigation  of  the  causes,  identification,  treatment,  and  prevention  of  deafness  and  communication 
disorders  through  the  support  of  research  in  such  areas  as  biochemistry,  molecular  biology,  molecular 
genetics,  audiology,  and  speech-language  pathology;  research  into  the  evaluation  and  use  of 
technology  and  devices  (including  hearing  aids  and  other  communication  aids)  for  treatment  and 
rehabilitation  of  deafness  and  communication  disorders;  research  on  deafness  and  other 
communication  processes  in  children  and  the  growing  elderly  population;  and  research  on  the  effects 
of  environmental  agents,  particularly  noise  exposure,  that  influence  communication  processes. 

COR  supports  funding  for  the  NIDCD  related  to: 

a..  Screening  -  COR  supports  universal  infant  screening  and  aggressive  medical  and 
rehabilitative  therapy  for  early  hearing  loss.  Overwhelming  research  evidence  already 
indicates  the  critical  importance  of  early  medical  and  academic  intervention  for  infants  and 
toddlers  if  they  are  to  develop  into  productive  adults.  Even  early  conductive  losses  which  are 
typically  outgrown  may  result  in  continued  academic  delays  in  affected  children. 

b.  Hearing  Aid  Research  and  Development  -  Hard  of  hearing  consumers  continue  to  note  the 
limitations  of  hearing  aids,  particularly  in  noisy  environments.  COR  supports  research  to 
improve  all  aspects  of  improvement  in  this  technology. 

c .  Research  with  Consumer  Applications  -  COR  supports  research  with  therapeutic  applications 
for  people  who  are  deaf  and  hard-of-hearing.  People  who  are  born,  and  live  for  some  time 
without  hearing  often  report  that  they  do  not  feel  "disordered,"  and  desire  to  have 
modifications  made  to  their  environments,  not  to  themselves.  COR  supports  therapeutic 
research  concerning  acoustic  neuroma,  neurofibromatosis,  Ushers  syndrome  and  other  forms 
of  retinitis  pigmentosa  associated  with  deafness.    COR  also  supports  research  in  the 
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refinement  of  assistive  devices. 

d.  Prevention  -  Large-scale  long-term  research  should  be  done  concerning  education  and 
treatment  options  for  preventable  hearing  loss  due  to  substance  abuse  or  exposure  to  noise. 
Additionally  COR  supports  research  leading  to  prevention  of  Neurofibromatosis,  Acoustic 
Neuroma,  Retinitis  Pigmentosa  associated  with  deafness,  and  other  multi-handicapping 
conditions. 

8.  COR  recommends  an  appropriation  of  $55  million  for  REHABILITATION  SERVICES 
Rehabilitation  Training  for  FY  1 996. 

Section  304  of  the  Rehabilitation  Act  of  1973,  as  amended,  provides  for  grants  to  states,  public 
agencies,  and  nonprofit  organizations,  including  institutions  of  higher  education,  These  grants  assist 
in  increasing  the  number  of  qualified  rehabilitation  personnel  to  provide  services  to  individuals  with 
disabilities.  Grants  are  targeted  where  shortages  of  adequately  skilled  personnel  have  been  identified. 
Increased  funding  is  necessary  because  the  nation's  supply  of  interpreters  for  people  who  are  deaf  or 
hard-of-hearing  is  "aging  out."  The  intensive  physical  demands  and  working  conditions  of 
interpreting  cause  repetitive  motion  injuries  (RMI).  Many  interpreter  can  not  continue  in  the  field. 
Because  of  this,  there  is  a  critical  shortage  of  qualified  interpreters  for  people  who  are  deaf  or  hard- 
of-hearing. 

COR  thanks  the  subcommittee  for  the  opportunity  and  privilege  to  testify  for  these  necessary 
services.. 
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Mr.  Porter.  You  did  an  excellent  job. 

Can  I  ask  how  this  device  works? 

Ms.  SORKIN.  This  runs  through  the  public  address  system,  so 
when  you  speak,  it  picks  up,  and  I  am  using  a  receiver.  In  a  class- 
room setting,  a  child  might  have  difficulty  hearing  a  teacher  at, 
say,  this  distance,  because  hearing  aids  work  best  at  a  very  close 
range,  so  the  child  would  wear  the  receiver  and  the  teacher  would 
wear  the  microphone,  and  it  enables  a  child  to  make  full  use  of  the 
residual  hearing  that  they  have. 

Mr.  Porter.  We  appreciate  your  excellent  testimony  this  morn- 
ing, you  are  coming  to  enlighten,  under  the  circumstances,  a  bit, 
and  we  thank  you  for  that. 


Thursday,  February  2,  1995. 

WITNESS 

THOMAS  A.  GONWA,  M.D.,  AMERICAN  SOCIETY  OF  TRANSPLANT  PHYSI- 
CIANS 

Mr.  Porter.  Thomas  A.  Gonwa,  M.D.,  American  Society  of 
Transplant  Physicians. 

Dr.  GONWA.  Thank  you,  Mr.  Chairman.  Thank  you  for  the  invita- 
tion to  appear  here. 

I  am  Thomas  A.  Gonwa,  M.D.,  President  of  the  American  Society 
of  Transplant  Physicians.  I  am  the  Director  of  Clinical  Research 
and  the  Associate  Director  of  Transplantation  Services,  Baylor  Uni- 
versity Medical  Center,  Dallas,  Texas. 

Over  the  last  20  years,  transplantation  of  solid  organs  has  moved 
from  experimental  to  accepted  therapy.  In  1975,  a  person  receiving 
a  renal  transplant  had  a  50-percent  chance  of  success  at  one  year 
and  a  20-percent  chance  of  dying.  In  1995,  the  same  patient  has 
an  85-90-percent  chance  of  success  and  a  5-percent  chance  of 
dying. 

Liver  and  heart  transplants  were  clinically  insignificant  in  1975. 
In  1995,  between  400  and  500  patients  a  month  receive  liver  and 
heart  transplants,  and  the  one  year  success  rate  for  both  is  80-85 
percent.  The  total  transplants  performed  in  the  U.S.  has  grown 
from  12,788  in  1988  to  18,168  in  1993,  a  42-percent  increase.  Un- 
fortunately, the  number  of  patients  on  lists  waiting  for  transplan- 
tation has  grown  considerably  from  16,026  in  1988  to  33,352  in 
1993,  a  108-percent  increase. 

With  the  growing  demand  there  has  sadly  been  an  increase  in 
patients  dying  while  waiting  for  g  transplant.  During  1993,  2,889 
patients  died  while  awaiting  transplants,  nearly  8  patients  a  day. 

As  a  clinician  and  a  transplant  physician,  I  am  reminded  daily 
of  the  great  strides  which  have  been  made.  Transplantation  is  a 
unique  field  in  which  the  basic  scientist  and  the  clinician  exist  in 
symbiosis.  The  basic  scientist  has  made  tremendous  progress  over 
the  last  20  years  in  understanding  the  immune  system.  Much  of 
this  progress  has  been  driven  by  the  clinical  reality  of  transplan- 
tation. 

Conversely,  the  clinician  has  benefited  greatly  from  the  work  of 
the  basic  scientist  and  the  knowledge  gained  has  spilled  over  into 
all  areas  of  clinical  medicine,  not  just  transplantation.  Examples 
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include  research  in  AIDS,  cancer,  immunologic  disease,  and  many 
others.  Most  of  this  work  was  funded  by  the  National  Institutes  of 
Health,  NIH,  and  must  continue. 

The  costs  of  transplant  are  large,  but  the  rewards  are  great.  No 
one  who  has  shepherded  a  young  woman  through  renal  disease,  di- 
alysis, transplant,  marriage,  and  finally  childbirth  would  think 
twice  of  the  importance  of  this  therapy.  Thirty  years  ago,  that  same 
patient  would  have  died  for  lack  of  therapy.  Regardless,  we  must 
consider  costs. 

The  End-Stage  Renal  Disease  program  in  the  United  States  has 
grown  dramatically.  In  1994  there  were  186,261  patients  being 
treated  for  ESRD  and  paid  by  Medicare  at  the  end  of  1991.  There 
has  been  a  steady  growth  rate  in  ESRD  patients  of  8-10-percent 
per  year.  Of  these,  27-30-percent  were  transplant  patients.  Total 
cost  both  public  and  private  in  1991  was  estimated  to  be  more  than 
$8.5  billion. 

Studies  have  demonstrated  that  transplantation  is  the  most  ef- 
fective and  economical  long-term  therapy  for  patients  with  ESRD. 
Optimizing  the  total  number  of  transplants  and  long-term  function 
of  transplants  would  reduce  ESRD  costs.  Similar  savings  would  be 
obtained  from  optimizing  heart  and  liver  transplants. 

Mr.  Chairman,  there  are  many  barriers,  however,  which  prevent 
an  increase  in  transplants:  One,  organ  availability;  two,  graft  loss 
due  to  chronic  rejection;  three,  graft  loss  due  to  acute  rejection. 

The  research  priorities  which  we  present  touch  on  all  three  of 
these  areas.  First,  I  must  state  that  the  American  Society  of  Trans- 
plant Physicians,  ASTP,  favors  Request  for  Proposals,  RFP,  on  spe- 
cific topics  to  maximize  impact  on  transplant-related  research. 

This  funding  mechanism  has  been  utilized  successfully  by  the 
National  Institute  for  Allergy  and  Infectious  Diseases.  We  also  be- 
lieve investigator-initiated  research,  RO-ls  is  a  good  avenue,  but 
given  limited  resources,  topic-driven  research  may  provide  a  bigger 
payoff.  The  ASTP  would  suggest  the  following  priorities  need  to  be 
addressed  to  impact  the  above  restraining  forces  on  transplan- 
tation: One,  chronic  rejection;  the  leading  cause  of  renal  transplant 
loss  is  chronic  rejection.  Although  progress  has  been  made  in  pre- 
venting loss  in  the  first  year  after  transplant,  chronic  rejection  per- 
sists and  has  remained  constant  over  the  last  10  years.  The  num- 
ber one  diagnosis  of  patients  entering  the  renal  transplant  list  is 
loss  of  transplant  from  chronic  rejection,  thus  studies  on  this  topic 
remain  our  highest  priority. 

Two,  zenotransplantation;  zenotransplantation  refers  to  the  use 
of  organs  from  other  species  for  human  transplantation.  This  proc- 
ess is  particularly  difficult  as  crossing  species  leads  to  violent  rejec- 
tion and  destruction  of  graphs;  however,  over  the  last  few  years, 
great  progress  has  been  made  and  the  scientific  community  is  now 
on  the  brink  of  unraveling  this  problem  and  making 
zenotransplantation  a  reality.  This  would  greatly  increase  the 
organ  supply  and  make  transplant  more  available  to  the  large 
numbers  of  citizens  on  waiting  lists. 

Three,  acute  rejection;  despite  recent  advances  rejection  remains 
a  major  problem.  Not  only  is  it  common  in  all  transplants,  but  it 
leads  to  increased  illness  and  cost.  Furthermore,  in  renal  trans- 
plantation it  is  the  most  powerful  risk  factor  for  the  development 
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of  chronic  rejection.  Further  research  is  needed  on  the  cause  of 
acute  rejection,  cellular  mechanisms,  drug  therapy  for  prevention, 
prediction  and  treatment,  all  of  these  are  complex  issues  which  can 
only  be  solved  with  basic  research. 

These  three  areas,  organ  availability,  graft  loss  due  to  chronic  re- 
jection, and  graft  loss  due  to  acute  rejection,  are  our  top  priority 
for  transplant-related  research.  Three  other  areas,  however,  de- 
serve special  comment  as  deserving  support  also.  These  are  more 
"cutting  edge"  and  have  great  potential  for  future  benefit. 

Graft  Immunogenicity,  how  does  the  transplant  provoke  an  im- 
mune response?  Can  it  be  altered  or  genetically  engineered  to  pre- 
vent this?  These  are  "cutting  edge"  questions  in  demand  of  specific 
research  support.  A  reduction  of  immunogenicity,  the  ability  to  pro- 
voke response,  would  lead  to  reduction  in  the  use  of  drugs  and  all 
of  their  associated  side  effects. 

Tolerogenic  Regimens;  the  "Holy  Grail"  of  transplantation  is  the 
ability  to  achieve  acceptance  of  the  transplant  without  drug  ther- 
apy, tolerance.  Further  research  and  clinical  trials  in  this  area  are 
greatly  needed  and  would  potentially  provide  great  benefits  and 
cost  savings. 

Finally,  development  of  new  drugs  which  directly  target  acti- 
vated cells  and  specific  receptors  are  possible.  Recent  advances  in 
molecular  biology  and  immunology  can  be  exploited  to  create  novel 
biotherapeutic  agents  which  could  revolutionize  transplantation. 
The  opportunity  awaits  funding  support. 

I  urge  continued  support  of  the  NIH  research  budget  and  specifi- 
cally these  areas  that  relate  to  transplantation. 

Thank  you. 

[The  statement  of  Thomas  A.  Gonwa,  M.D.,  follows:] 
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Thank  you  for  the  invitation  to  appear  here.  I  am  Thomas  A.  Gonwa,  M.D.,  President 
of  the  American  Society  of  Transplant  Physicians.  I  am  the  Director  of  Clinical  Research  and 
the  Associate  Director  of  Transplantation  Services,  Baylor  University  Medical  Center,  Dallas, 
Texas,  i  — ~^~<  "y  m  r>  jggUBA  fh»  ITnflv,rraty  nf  miopia 

Over  the  last  20  years,  transplantation  of  solid  organs  has  moved  from  experimental  to 
accepted  therapy.  In  1975,  a  person  receiving  a  renal  transplant  had  a  50%  chance  of  success 
at  one  year  and  a  20%  chance  of  dying.  In  1995,  the  same  patient  has  an  85-90%  chance  of 
success  and  a  5%  chance  of  dying.  Liver  and  heart  transplants  were  clinically  insignificant  in 
1975.  In  1995,  between  400  and  500  patients  a  month  receive  liver  and  heart  transplants  and 
the  one  year  success  rate  for  both  is  80-85%.  The  growth  of  transplantation  can  be  seen  by 
examining  data  froaHhc  United  Network  for  Organ  Sharing  (UNOS)  Scientific  Registry  Annual 
Reject.  The  total  transplants  performed  in  the  U.S.  has  grown  from  12,788  in  1988  to  18,168 
in  1993;  a  42%  increase.  Unfortunately,  the  number  of  patients  on  lists  waiting  for 
transplantation  has  grown  considerably  from  16,026  in  1988  to  33,352  in  1993;  a  108%  increase. 
With  the  growing  demand  fwtfnMpiaff  ,*- there  has  sadly  been  an  increase  in  patients  dying  while 
waiting  for  a  transplant.  During  1993,  2,889  patients  died  while  awaiting  transplant,  nearly  8 
patients  a  day. 

As  a  clinician  and  a  transplant  physician,  I  am  reminded  daily  of  the  great  strides  which 
have  been  made.  Transplantation  is  a  unique  field  in  which  the  basic  scientist  and  the  clinician 
exist  in  symbiosis.  The  basic  scientist  has  made  tremendous  progress  over  the  last  20  years  in 
understanding  the  immune  system.  Much  of  this  progress  has  been  driven  by  the  clinical  reality 
of  transplantation.  Conversely,  the  clinician  has  benefitted  greatly  from  the  work  of  the  basic 
scientist  and  the  knowledge  gained  has  spilled  over  into  all  areas  of  clinical  medicine,  not  just 


transplantation.  Examples  include  research  in  AIDS,  cancer,  immunologic  disease,  and  many 
others.  Most  of  this  work  was  funded  by  the  National  Institutes  of  Health  (NIH)  and  must 
continue. 

The  costs  of  transplant  are  large,  but  the  rewards  are  great.  No  one  who  has  shepherded 
a  young  woman  through  renal  disease,  dialysis,  transplant,  marriage,  and  finally  child  birth 
would  think  twice  of  the  importance  of  this  therapy.  Thirty  years  ago,  that  same  patient  would 
have  died  for  lack  of  therapy.  Regardless,  we  must  consider  costs.  The  End  Stage  Renal 
Disease  program  in  the  United  States  has  grown  dramatically.  According  to  the  1994  wminl 
da&  report  of  the  LL£~  Renal  Data  System,  there  were  186,261  patients  being  treated  for  ESRD 
and  paid  by  Medicare  at  the  end  of  1991.  There  has  been  a  steady  growth  rate  in  ESRD  patients 
of  8-10%  per  year.  Of  these,  27-30%  were  transplant  patients.  Total  costs  both  public  and 
private  in  1991  was  estimated  to  be  more  than  $8.5  billion.  Studies  have  demonstrated  that 
transplantation  is  the  most  effective  and  economical  long  term  therapy  for  patients  with  ESRD. 
Optimizing  the  total  number  of  transplants  and  long  term  function  of  transplants  would  reduce 
ESRD  costs.   Similar  savings  would  be  obtained  from  optimizing  heart  and  liver  transplants. 

Mr.  Chairman,  there  are  many  barriers,  however,  which  prevent  an  increase  in 
v.i 

',  2.  Graft  loss  due  to  chronic  rejection 
t  -/■      3.  Graft  loss  due  to  acute  rejection. 
The  research  priorities  which  we  present  touch  on  all  three  of  these  areas.   First,  I  must  state 
that  the  American  Society  of  Transplant  Physicians  (ASTP)  favors  Request  For  Proposals  (RFP) 
on  specific  topics  to  maximize  impact  on  transplant  related  research.  This  funding  mechanism 
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has  been  utilized  successfully  by  the  National  Institute  for  Allergy  and  Infectious  Diseases.  We 
also  believe  investigator  initiated  research  (ROI's)  is  a  good  avenue,  but  given  limited  resources, 
topic  driven  research  may  provide  a  bigger  payoff.  The  A.S.T.P.  would  suggest  the  following 
priorities  need  to  be  addressed  to  impact  the  above  restraining  forces  on  transplantation. 

#1.       CHRONIC  REJECTION1 

The  leading  cause  of  renal  transplant  loss  is  chronic  rejection.    Although  progress  has 
been  made  in  preventing  MM*  {raft  loss  in  the  first  year  after  transplant,  chronic  rejection 

At*-** 

persists.  ■Tim  ram  of  tote  aftprihe  fiat  year  has  remained  constant  over  the  last  10  years.  The 
number  one  diagnosis  of  patients  entering  the  renal  transplant  list  is  loss  of  transplant  from 
chronic  rejection.  A  similar  situation  exists  in  heart  transplantation.  Little  is  known  of  the  cause 
of  chronic  rejection,  thus  studies  on  this  topic  remain  our  highest  priority.  A  recejfdy  released 
study  by  the,. National  Institutes  of  Health.-«ets  out  the  research  agenda  to  deal  with  chronic 
rejection  of  kidneys.  I  submit  this  important  work  by  "NTH  National  Kidney  and  Urologic 
Advisory  Board  Transplantation  Task  Force"  for  you  r  consideration.  Studies  on  chronic 
rejection  of  heart  transplants  are  also  needed. 

#2.       XENOTRANSPLANTATION 

Xenotransplantation  refers  to  the  use  of  organs  from  other  species  swh  m  baboons  or  pigs 
for  human  transplantation.    This  process  is  particularly  difficult  as  crossing  species  leads  to 


1  Chronic  rejection  is  defined  as  an  indolent  slowly  progressive  loss  of  kidney  transplant  function. 
It  occurs  at  any  time  post-transplant,  but  most  commonly  shows  up  at  more  than  six  months  post- 
transplant.  It  is  characterized  in  a  biopsy  of  the  transplant  by  obliteration  of  the  blood  vessels  and 
gradual  fibrosis  of  the  kidney.  In  heart  transplant,  the  manifestation  of  chronic  rejection  is  hardening 
of  the  heart  arteries  called  graft  atherosclerosis.  In  liver  transplants,  chronic  rejection  is  manifested  by 
obliteration  of  the  small  Afle  ducts  within  the  liver  and  gradual  destruction  of  the  liver  transplant. 


violent  rejection  and  destruction  of  grafts,  however  over  the  last  few  years,  great  progress  has 
been  made  in  understanding  this  process.  The  scientific  community  is  now  on  the  brink  of 
unraveling  this  problem  and  making  xenotransplantation  a  reality.  This  would  greatly  increase 
the  organ  supply  and  make  transplant  more  readily  available  to  the  large  numbers  of  citizens  on 
waiting  lists.  However,  much  work  remains  to  be  done.  Not  only  must  rejection  be  overcome, 
but  better  information  on  possible  diseases  which  could  be  transmitted  from  animals  to  humans 
(zoonoses)  must  be  obtained.  A  continuation  of  basic  research  on  both  these  topics  must  be 
supported. 

#3.    ACUTE  REJECTION2 

Despite  recent  advances,  acute  rejection  remains  a  major  problem.  Not  only  is  it 
common  in  all  transplants,  but  it  leads  to  increased  illness  and  cost.  Furthermore,  in  renal 
transplantation  it  is  the  most  powerful  risk  factor  for  the  development  of  chronic  rejection. 
Further  research  is  needed  on  the  cause  of  acute  rejection,  cellular  mechanisms,  drug  therapy 
for  prevention,  prediction  and  treatment.  All  of  these  are  complex  issues  which  can  only  be 
solved  with  basic  research. 


2  Acute  transplant  rejection  is  defined  as  functional  and  structural  deterioration  of  the  kidney 
transplant.  This  is  due  to  the  recipient's  immune  response  to  the  donor.  It  does  not  include  non- 
immunological  causes  of  transplant  dysfunction  such  as  injury,  shock,  bleeding,  and  technical  problems. 
The  clinical  expression  of  rejection  may  include  graft  enlargement,  tenderness,  fever,  retention  of 
sodium  and  water,  decreased  urine  output,  high  blood  pressure,  and  worsening  function.  The  most 
common  cause  of  kidney  transplant  dysfunction  in  the  post-transplant  time  period  is  acute  rejection. 
The  highest  incidence  is  in  the  first  three  months  following  transplant,  but  it  can  occur  at  any  time  post- 
transplant  particularly  if  patients  discontinue  their  transplant  drugs.  It  occurs  in  approximately  30-50% 
of  cadaveric  transplants  and  10-15%  of  living  related  transplants.  It  can  lead  to  graft  loss,  and  is 
expensive  to  treat  along  with  the  associated  illness  if  it  precipitates,  the  ultimate  diagnosis  is  made  on 
biopsy  of  the  transplant  itself.  Acute  rejection  in  heart  transplant  can  lead  to  dysfunction  of  the  heart 
itself  with  death.  It  is  characterized,  again,  by  a  functional  and  anatomical  disruption  of  cardiac 
function.  In  liver  transplant,  acute  graft  rejection  is  manifested  by  an  infiltration  of  cells  into  the  bile 
ducts  of  the  transplant  itself  leading  to  marked  jaundice  and  disruption  of  graft  function.  Both  in  cardiac 
and  liver  transplantation,  acute  rejection  can  be  fatal  due  to  the  life  saving  nature  of  these  grafts. 
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These  three  areas  (organ  availability,  graft  loss  due  to  chronic  rejection,  and  graft  loss 
due  to  acute  rejection)  are  our  top  priority  for  transplant  related  research.  Three  other  areas 
however,  deserve  special  comment  as  deserving  support  also.  These  are  more  "cutting  edge" 
and  have  great  potential  for  future  benefit. 

A.  Graft  Immunogenicitv 

How  does  the  transplant  provoke  an  immune  response?  Can  it  be  altered  or  genetically 
engineered  to  prevent  this?  These  are  "cutting  edge"  questions  in  demand  of  specific 
research  support.  A  reduction  of  immunogenicity  (the  ability  to  provoke  response)  would 
lead  to  reduction  in  the  use  of  drugs  and  all  of  their  associated  side  effects. 

B.  Tolerogenic  Regimens 

The  "Holy  Grail"  of  transplantation  is  the  ability  to  achieve  acceptance  of  the  transplant 
without  drug  therapy  (Tolerance).  Further  research  and  clinical  trials  in  this  area  are 
greatly  needed  and  would  potentially  provide  great  benefits  and  cost  savings. 

C.  New  Biological  Reagents 

Development  of  new  drugs  which  directly  target  activated  cells  and  specific  receptors  are 
possible.  Recent  advances  in  molecular  biology  and  immunology  can  be  exploited  to 
create  novel  biotherapeutic  agents  which  could  revolutionize  transplantation.  The 
opportunity  awaits  funding  support. 
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Mr.  Porter.  Doctor,  you  point  out  something  that  may  be  in  a 
certain  sense  impossible  to  handle,  and  that  is,  our  medical  tech- 
nology is  outstripping  our  resources  to  provide  that  technology  to 
all  the  people  who  need  or  can  use  it. 

Dr.  Gonwa.  That  is  correct. 

Mr.  PORTER.  What  do  we  do  about  that? 

Dr.  Gonwa.  Basic  research  in  prevention  would  reap  great  bene- 
fits. However,  the  society  must  decide  how  it  is  going  to  handle 
people  who  develop  these  diseases  after  the  fact.  Transplantation 
is  the  best  way  to  return  people  to  society  and  economically  reha- 
bilitate them. 

I  support  fundamental  research  in  the  cause  of  disease  but  once 
a  disease  has  reached  an  end  stage,  something  has  to  be  done  for 
that  patient  unless  our  society  decides  that  they  are  just  not  going 
to  treat  those  people. 

Mr.  PORTER.  Earlier  Dr.  Lander  pointed  out  that  even  though  we 
are  spending  considerably  more  money,  the  NIH  budget  has  gone 
up  every  year,  we  have  fewer  grants  that  are  being  funded  and 
that  we  are  losing  potentially  at  least  younger  researchers  who  see 
no  reasonable  possibility  of  their  grant  being  funded.  Do  you  have 
a  comment  on  that? 

Dr.  Gonwa.  I  totally  agree.  There  is  some  disagreement  among 
some  of  the  societies  in  the  best  way  to  handle  that.  The  young  in- 
vestigator who  is  looking  for  support  from  NIH  and  other  sources 
is  usually  looking  at  the  RO-1  mechanism.  However,  the  RFP  also 
provides  them  an  opportunity  to  get  grants.  There  is  great  attrition 
because  of  the  declining  support  for  research. 

Other  avenues  may  be  open  such  as  limiting  the  number  of 
grants  available  to  senior  investigators,  but  I  agree  the  effects  of 
reduction  is  greatly  diminishing  the  base  of  biomedical  research  in 
this  country  and  will  have  grave  impact  in  the  future  on  what  hap- 
pens. 

Mr.  Porter.  Somehow  we  have  to  get  beyond  the  post-Cold  War 
period  where  everyone  hoped  for  some  kind  of  a  peace  dividend — 
that  we  spent  before  we  received  it — and  get  to  the  point  where  we 
can  find  much  more  in  terms  of  funding  for  biomedical  research  be- 
fore we  lose  the  momentum  that  we  have  built.  Otherwise  we  will 
not  take  advantage  of  the  fact  that  we  have  a  talent  pool  of  inves- 
tigators available.  We  may  lose  them  as  possibilities  of  their  suc- 
cessfully competing  for  grants  decline. 

Dr.  Gonwa.  I  totally  agree. 

Mr.  Porter.  One  of  the  proposals  is  a  proposal  to  provide,  I  will 
use  the  "T"  word,  tax  on  medical  insurance  premiums  which  would 
be  dedicated  to  biomedical  research. 

Do  you  have  some  thoughts  on  that? 

Dr.  Gonwa.  I  am  not  sure  my  wife  who  works  in  that  industry 
would  like  me  to  comment  on  that. 

Mr.  Porter.  We  won't  tell  her  what  you  say. 

Dr.  Gonwa.  I  agree  that  some  innovative  approach  has  to  come 
up.  You  are  absolutely  correct  in  saying  that  the  loss  of  the  talent 
that  is  currently  present  in  the  biomedical  research  field  would  be 
devastating  to  the  future.  The  exact  mechanisms  to  fund  that,  I 
would  leave  to  the  Congress. 

Mr.  Porter.  How  about  a  tax  on  tobacco? 
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Dr.  Gonwa.  As  a  physician,  I  would  strongly  support  that  even 
though  I  did  most  of  my  training  in  North  Carolina. 

Mr.  Porter.  Mr.  Bonilla. 

Mr.  Bonilla.  I  have  a  question  about  the  availability  of  donors. 
I  have  been  troubled  over  the  years  by  the  response  of  the  public 
to  this  great  need.  I  wonder  why  do  you  think  in  spite  of  publicity 
campaigns,  information  that  comes  with  your  driver's  license  in 
many  States,  why  there  has  not  been  a  great  interest  in  the  public 
to  respond  to  this  problem. 

Dr.  Gonwa.  It  is  a  complex  problem  currently  being  addressed  by 
the  coalition,  which  is  a  large  national  organization  brought  to- 
gether and  using  the  Advertising  Council,  which  is  currently 
launching  ads  across  the  country  that  address  this  issue.  I  think 
there  are  many  factors  that  go  into  it. 

One  is  education.  I  think  the  public  and  physicians  themselves 
don't  totally  understand  the  process  for  the  implications  of  it. 

Second  is  some  mistrust  of  the  medical  establishment,  particu- 
larly among  minority  patients,  and  that  is  something  that  the  med- 
ical establishment  and  physicians  and  nurses  have  to  work  to  over- 
come through  public  education.  But  you  are  correct;  if  the  total 
number  of  potential  donors  in  this  country  could  be  obtained  the 
rate  of  transplantation  would  increase  and  impact  greatly  on  the 
waiting  list  for  transplant  patients.  It  is  an  extremely  complex 
problem  which  is  being  addressed. 

Mr.  Bonilla.  Thank  you. 

Mr.  Porter.  Owing  to  the  fault  of  the  Chairman,  we  are  sub- 
stantially behind  where  we  ought  to  be  at  this  point,  and  we  will 
have  to  attempt  to  catch  up  and  try  to  keep  more  on  our  time  lim- 
its. 


Thursday,  February  2,  1995. 

WITNESS 
CRAIG  B.  LANGMAN,  M.D.,  INTERSOCIETY  COUNCIL 

Mr.  Porter.  Our  next  witness  is  Craig  B.  Langman,  M.D., 
InterSociety  Council. 

Dr.  Langman. 

Dr.  Langman.  Mr.  Chairman,  and  Members  of  the  subcommittee, 
I  am  Dr.  Craig  Langman  the  Secretary  of  the  InterSociety  Council 
for  Research  of  Kidney  and  Urinary  Tract,  and  Professor  of  Pediat- 
rics, Northwestern  University.  The  Council  is  made  up  of  12  soci- 
eties, associations  or  foundations  deeply  interested  in  the  broad 
field  of  kidney  and  urologic  diseases  and  their  prevention.  To- 
gether, the  members  of  the  Council  represent  over  15,000  lay  and 
professional  individuals. 

I  will  once  again  today  seek  your  help  in  resolving  deeply  trou- 
bling issues  to  the  support  of  research  into  disorders  which  affect 
a  large  and  growing  number  of  American  citizens. 

While  Congress  has  been  in  the  past  generous  and  supportive, 
with  each  passing  year  the  rising  costs  of  performing  scientific  re- 
search and  the  rapidly  expanding  opportunities  to  probe  more 
deeply  into  fundamental  roots  of  disease  has  led  to  a  growing  gap 
between  available  funds  and  meritorious  research  proposals.  In- 
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deed,  this  gap  continues  to  widen  and  has  now  reached  a  critical 
level. 

Much  emphasis  is  being  placed  appropriately  on  the  high  cost  of 
medical  care  in  our  country.  Patients  with  kidney  and  urologic  dis- 
eases account  for  over  $80  billion  of  annual  health  care  costs. 

A  considerable  portion  of  these  expenses  can  be  attributed  to  con- 
ditions for  which  there  has  been  no  basic  research  conducted  to  dis- 
cover more  effective  treatment,  or  better  still,  a  means  of  preven- 
tion. 

The  greatest  potential  for  reducing  these  costs  will  be  found  in 
identifying  basic  mechanisms  responsible  for  the  disease  and  devis- 
ing better  strategies  for  treatment.  It  is  rare  in  medical  history 
when  a  committee  has  found  a  cure  for  a  disease.  Rather,  it  has 
been  almost  exclusively  the  innovative  ideas  of  individual  inves- 
tigators which  have  solved  these  problems. 

My  testimony  today  will  focus  on  those  areas  which  hold  the 
greatest  promise  for  benefit  to  humanity  and  which  are  in  most  ur- 
gent need  of  being  addressed  in  a  specific  way.  Several  areas  seem 
to  the  Council  to  be  ripe  for  major  progress  or  to  represent  areas 
of  dangerous  ignorance. 

This  year,  I  request  that  all  new  funds  for  kidney  and  urologic 
research  at  the  National  Institute  of  Diabetes,  Digestive  and  Kid- 
ney Diseases,  and  the  National  Institute  of  Allergy  and  Infectious 
Diseases,  be  dedicated  entirely  to  individual  initiated  research  by 
principal  investigators  through  the  RO-1  support  mechanism  of 
grants. 

The  InterSociety  Council  is  well  aware  of  the  importance  of  clini- 
cal trial  support  and  contracts,  but  with  unanimity  of  opinion  feels 
that  the  highest  priority  in  these  tough  budget  times  has  to  be  di- 
rected at  RO-ls.  There  is  a  widespread  profound  concern  in  the 
kidney  and  urology  community  that  we  may  lose  a  whole  genera- 
tion of  promising  investigators  unless  additional  funds  are  made 
available  for  RO-ls  and  fuller  funding  of  existing  Centers. 

Our  concern  goes  to  the  alarming  decrease  in  support  for  new 
and  competing  grants.  This  estimated  decrease  in  this  category  for 
fiscal  year  1996  is  estimated  to  be  as  much  as  30  percent. 

Mr.  Chairman,  the  areas  we  think  hold  the  greatest  research 
promise  for  individual  investigation  are  as  follows: 

Nearly  80  percent  of  all  patients  on  chronic  dialysis  have  kidney- 
related  disorders  which  arise  from  genetic  or  developmental  defects 
in  the  kidney,  and  therefore,  present  at  birth  or  acquired  during 
childhood  or  adolescence.  Such  diseases  include  cystic  kidney  dis- 
ease, obstructive  uropathy,  and  glomerulonephritis. 

Even  some  of  the  more  common  diseases  which  cause  kidney  fail- 
ure, such  as  diabetes  mellitus  and  hypertension,  may  arise  form  a 
genetic  defect  involving  the  kidney.  The  past  year  has  seen  the 
emergence  of  at  least  one  gene  for  another  important  hereditary 
kidney  disease,  polycystic  kidney  disease  of  the  adult  type.  Thus, 
developmental  and  hereditary  renal  diseases  loom  large  on  the  ho- 
rizon since  we  are  so  tantalizingly  close  to  understanding  in  molec- 
ular detail  the  true  mechanisms  of  disease. 

If  these  early  advances  can  be  translated  into  new  approaches  for 
early  identification  and  genetic  manipulation,  we  will  be  able  to 
join  our  colleagues  studying  such  diseases  as  cystic  fibrosis  and  im- 
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mune  deficiency  disorders  in  paving  the  way  into  the  new  frontier 
of  therapeutic  genetics  for  kidney  disease. 

Prostatic  diseases,  including  benign  prostatic  hypertrophy  and 
prostatic  cancer,  are  rapidly  expanding  scourges  in  part  because  of 
better  and  more  widely  applied  methods  of  detection.  In  1994,  more 
than  half  a  million  men  were  treated  for  BPH;  this  year  nearly  a 
quarter  million  new  cases  of  prostate  cancer  will  be  found. 

Last  year,  over  350,000  operations  were  performed  for  benign 
prostatic  hypertrophy.  Prostatic  cancer  has  become  the  leading  ma- 
lignant disease  among  men  and  is  more  common  among  African 
Americans. 

We  believe  that  we  must  advance  the  understanding  of  the 
causes  and  treatment  of  these  disorders  by  following  the  important 
leads  that  have  recently  been  opened.  For  years  the  NIH  has 
agreed  that  prostate  growth  research  is  underfunded,  but  hasn't 
had  a  mandate  from  Congress  to  fix  the  problem.  With  the  recent 
discovery  of  a  unique  gene  defect  in  over  95  percent  of  prostate 
cancers,  we  can  now  focus  our  research  with  your  help. 

The  short-  and  long-term  outcome  of  patients  undergoing  treat- 
ment by  transplantation  is  a  vexing  problem.  We  are  humbled  by 
the  fact  that  kidney  graft  survival  beyond  one  year  has  not 
changed  substantially  over  the  past  years.  Acute  rejection  remains 
a  major  problem  faced  by  all  transplant  patients,  and  is  especially 
acute  in  children,  who  reject  a  transplanted  kidney  more  often  and 
more  vigorously  than  do  adults. 

We  need  to  understand  the  basis  of  acute  rejection,  and  we  must 
have  better  tools  for  the  early  detection  and  treatment  of  this  dis- 
ease, with  more  scientific  approaches  needed  for  patient  manage- 
ment. Despite  recent  advances  in  the  management  of  acute  rejec- 
tion, little  strides  have  been  rendered  in  the  area  of  chronic  rejec- 
tion. 

Improved  understanding  of  this  mechanism  and  the  use  of  thera- 
peutic approaches  are  also  sorely  needed.  The  magnitude  of  Fed- 
eral, State,  and  personal  expenditures  in  this  area  demand  that  we 
do  everything  possible  to  assure  the  optimum  outcome  of  our  effort. 

Finally,  if  we  truly  believe  that  the  powerful  therapeutics  emerg- 
ing form  the  laboratories  of  molecular  and  cell  biology  studying  the 
pathogenesis  of  chronic  kidney  and  prostatic  diseases  will  have  an 
impact,  we  must  invest  funds  to  ensure  that  we  develop  the  tools 
to  detect  these  devastating  diseases  at  an  early  stage,  lest  we  sac- 
rifice effectiveness  because  of  tardy  application  of  disease  modifying 
agents. 

Thank  you  for  the  opportunity  to  present  today  our  recommenda- 
tions. 

[The  prepared  statement  of  Craig  B.  Langman,  M.D.,  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Craig  B.  Langman, 
M.D.,  the  Secretary  of  the  InterSociety  Council  for  Research  of  Kidney  and  Urinary 
Tract,  and  Professor  of  Pediatrics,  Northwestern  University.   The  Council  is  made 
up  of  twelve  societies,  associations  or  foundations  deeply  interested  in  the  broad 
field  of  kidney  and  urologic  diseases  and  their  prevention.  Together,  the  members 
of  the  Council  represent  over  15,000  lay  and  professional  individuals.   I  will  once 
again  today  seek  your  help  in  resolving  deeply  troubling  issues  to  the  support  of 
research  into  disorders  which  affect  a  large  and  growing  number  of  American 
citizens. 

While  Congress  has  been  in  the  past  generous  and  supportive,  with  each 
passing  year  the  rising  costs  of  performing  scientific  research  and  the  rapidly 
expanding  opportunities  to  probe  more  deeply  into  fundamental  roots  of  disease 
has  led  to  a  growing  gap  between  available  funds  and  meritorious  research 
proposals.   Indeed,  this  gap  continues  to  widen  and  has  now  reached  a  critical 
level.   Much  emphasis  is  being  placed  appropriately  on  the  high  cost  of  medical 
care  in  our  country.   Patients  with  kidney  and  urologic  diseases  account  for  over 
$80  billion  of  annual  health  care  costs.  A  considerable  portion  of  these  expenses 
can  be  attributed  to  conditions  for  which  there  has  been  not  basic  research 
conducted  to  discover  more  effective  treatment,  or  better  still,  a  means  of 
prevention.  The  greatest  potential  for  reducing  these  costs  will  be  found  in 
identifying  basic  mechanisms  responsible  for  the  disease  and  devising  better 
strategies  for  treatment.   It  is  rare  in  medical  history  when  a  committee  has  found 
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a  cure  for  a  disease.   Rather,  it  has  been  almost  exclusively  the  innovative  ideas  of 
individual  investigators  which  have  solved  these  problems.   My  testimony  today 
will  focus  on  those  areas  which  hold  the  greatest  promise  for  benefit  to  humanity 
and  which  are  in  most  urgent  need  of  being  addressed  in  a  specific  way.   Several 
areas  seem  to  the  Council  to  be  ripe  for  major  progress  or  to  represent  areas  of 
dangerous  ignorance. 

This  year  I  request  that  all  new  funds  for  kidney  and  urologic  research  at  the 
National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases,  and  the  National 
Institute  of  Allergy  and  Infectious  Diseases,  be  dedicated  entirely  to  individual- 
initiated  research  by  principal  investigators  through  the  RO-1  support  mechanism  of 
grants.  The  InterSociety  Council  is  well  aware  of  the  importance  of  clinical  trial 
support  and  contracts,  but  with  unanimity  of  opinion  feels  that  the  highest  priority 
in  these  tough  budget  times  has  to  be  directed  at  RO-ls.   There  is  a  widespread 
profound  concern  in  the  kidney  and  urology  community  that  we  may  lose  a  whole 
generation  of  promising  investigators  unless  additional  funds  are  made  available  for 
RO-1s  and  fuller  funding  of  existing  Centers.   Our  concern  goes  to  the  alarming 
decrease  in  support  for  new  and  competing  grants.  This  estimated  decrease  in  this 
category  for  FY96  is  estimated  to  be  as  much  as  30%. 

Mr.  Chairman,  the  areas  we  think  hold  the  greatest  research  promise  for 
individual  investigation  are  as  follows: 

Nearly  80%  of  all  patients  on  chronic  dialysis  have  kidney-related  disorders 
which  arise  from  genetic  or  developmental  defects  in  the  kidney,  and  therefore. 
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present  at  birth  or  acquired  during  childhood  or  adolescence.   Such  diseases  include 
cystic  kidney  disease,  obstructive  uropathy.and  glomerulonephritis.   Even  some  of 
the  more  common  diseases  which  cause  kidney  failure,  such  as  diabetes  mellitus 
and  hypertension,  may  arise  form  a  genetic  defect  involving  the  kidney.   The  past 
year  has  seen  the  emergence  of  at  least  one  gene  for  another  important  hereditary 
kidney  disease,  polycystic  kidney  disease  of  the  adult  type.  Thus,  developmental 
and  hereditary  renal  diseases  loom  large  on  the  horizon  since  we  are  so 
tantalizingly  close  to  understanding  in  molecular  detail  the  true  mechanisms  of 
disease.   If  these  early  advances  can  be  translated  into  new  approaches  for  early 
identification  and  genetic  manipulation,  we  will  be  able  to  join  our  colleagues 
studying  such  diseases  as  cystic  fibrosis  and  immune  deficiency  disorders  in  paving 
the  way  into  the  new  frontier  of  therapeutic  genetics  for  kidney  disease. 

Prostatic  diseases,  including  benign  prostatic  hypertrophy  and  prostatic 
cancer,  are  rapidly  expanding  scourges  in  part  because  of  better  and  more  widely 
applied  methods  of  detection.   In  1994  more  than  half  a  million  men  were  treated 
for  BPH;  this  year  nearly  a  quarter  million  new  cases  of  prostate  cancer  will  be 
found.  Tb> example,  last  year  over  350,000  operations  were  performed  for  benign 
prostatic  hypertrophy.   Prostatic  cancer  has  become  the  leading  malignant  disease 
among  men  and  is  more  common  among  African  Americans.   We  believe  that  we 
must  advance  the  understanding  of  the  causes  and  treatment  of  these  disorders  by 
following  the  important  leads  that  have  recently  been  opened.   For  years  the  NIH 
has  agreed  that  prostate  growth  research  is  under-funded,  but  hasn't  had  a 
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mandate  from  Congress  to  fix  the  problem.  With  the  recent  discovery  of  a  unique 
gene  defect  in  over  95%  of  prostate  cancers,  we  can  now  focus  our  research  with 
your  help. 

Urinary  incontinence  is  a  devastating  condition  affecting  over  1 2  million 
Americans  and  disproportionately  striking  women  of  all  ages  and  the  elderly.  The 
cost  of  incontinence  care  is  $8  billion  a  year  while  new  research  is  funded  at  less 
than  $1  million  annually.  We  must  have  congressional  direction  to  resolve  this 
discrepancy! 

The  short-  and  long-term  outcome  of  patients  undergoing  treatment  by 
transplantation  is  a  vexing  problem.  We  are  humbled  by  the  fact  that  kidney  graft 
survival  beyond  one-year  has  not  changed  substantially  over  the  luot  douudctp^ 

\      yet* 

Acute  rejection  remains  a  major  problem  faced  by  all  transplant  patients, and  is 
especially  acute  in  children,  who  reject  a  transplanted  kidney  more  often  and  more 
vigorously  than  do  adults.  We  need  to  understand  the  basis  of  acute  rejection,**!  ?i,  a  V 
we  must  have  better  tools  for  the  early  detection  and  treatment  of  this  disease, 
with  more  scientific  approaches  needed  for  patient  management.   Despite  recent 

advances  in  the  management  of  acute  rejection,  little  strides  have  been  rendered  in 

w  Ms  i  S 
the  area  of  chronic  rejection.   Improved  understanding  of  ipe  mechanism-ef  chronic 

rejection  and  the  use  of  therapeutic  approaches  are  also  sorely  needed,  the 

magnitude  of  Federal,  State.and  personal  expenditures  in  this  area  demand  that  we 

do  everything  possible  to  assure  the  optimum  outcome  of  our  effort. 

Finally,  if  we  truly  believe  that  the  powerful  therapeutics  emerging  form  the 
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laboratories  of  molecular  and  cell  biology  studying  the  pathogenesis  of  chronic 
kidney  and  prostatic  diseases  will  have  an  impact,  we  must  invest  funds  to  ensure 
that  we  develop  the  tools  to  detect  these  devastating  diseases  at  an  early  stage, 
lest  we  sacrifice  effectiveness  because  of  tardy  application  of  disease  modifying 
agents. 

Thank  you  for  the  opportunity  to  present  today  our  recommendation  for 
funding  at  the  National  Institute  of  Diabetes,  Digestive,  and  Kidney  Diseases,  the 
National  Cancer  Institute  and  the  National  Institute  of  Allergy  and  Infectious 
Diseases  of  the  National  Institutes  of  Health. 
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Mr.  Porter.  Let  me  apologize  to  you  first.  I  do  not  interrupt  the 
hearings  except  for  an  emergency. 

That  was  my  wife  calling  from  Tirane,  Albania,  where  she  is  at- 
tempting to  see  the  President  of  Albania  on  behalf  of  individuals 
whose  human  rights  we  believe  are  being  abused  there.  I  would  not 
have  left  the  hearing  except  for  something  of  that  magnitude. 

You  are  from  Northwestern  University,  my  alma  mater. 

Where  are  you  living? 

Dr.  Langman.  In  the  Ravenswood  section  of  Chicago. 

Mr.  Porter.  That  is  not  far  from  my  district. 

I  have  questions  that  a  new  Member  of  Congress  from  Illinois, 
Jerry  Weller  submitted  for  a  person  of  your  credentials.  I  wonder 
if  you  might  be  willing  to  answer  those  questions  for  the  record  if 
we  were  to  give  them  to  you? 

Dr.  Langman.  I  would  like  to  try. 

Mr.  Porter.  We  appreciate  your  testimony  and  appreciate  your 
coming  to  testify. 

[The  information  follows:] 
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QUESTIONS  SUBMITTED  BY  CONGRESSMAN  WELLER 


Mr.  Weller:   We  hear  that  the  gene  that  causes  90%  of 
polycystic  kidney  disease  has  been  identified  and  cloned. 
What  does  this  mean  for  the  future  of  PKD  research? 

Dr.  Langman:   Identification  of  a  gene  for  a  disease 
such  as  polycystic  kidney  disease  leads  to  immediate  new 
areas  of  research: 

— potential  identification  of  carriers,  and 
genetic  counseling  for  potential  family  planning. 

— understanding  the  function  of  the  gene,  with  the 
goal  of  disease  modification  or  amelioration  through 
genetic  alteration. 

— understanding  of  disease  clinical  heterogeneity; 
correlation  of  genotype  to  phenotype  with  the  goal 
of  a  more  intensive  prescription  for  the  most 
severely  affected  prior  to  disease  expression. 

Mr.  Weller:   Besides  the  major  PKD  gene  being 
identified,  what  other  advances  have  been  made  in,  say  the 
last  12-18  months? 

Dr.  Langman: 

— Loci  for  other  cystic  diseases  —  autosomal 
recessive  PKD,  the  major  cystic  affliction  of 
childhood;  co-segregation  with  other  cystic 
diseases  (syndromic) . 

— Loci  for  unique  forms  of  hypertension 
(glucoscortoid  responsive  aldosteroidism;  Liddle 
Syndrome;   11B-HSD. 

— Genes  in  renal  development. 

— Bartter  Syndrome/Gitelman  Syndrome. 

Mr.  Weller:   We  hear  that  the  President's  projected 
budget  for  fiscal  year  1996  has  the  provision  of  funding 
only  2/3rds  the  number  of  competing  grants  at  NIDDK  as  are 
funded  now.   What  will  that  mean  for  PKD  research  and 
related  scientific  investigation? 

Dr.  Langman:   A  substantial  loss  of  the  existing  and 
new  investigator  pool. 

Mr.  Weller:   We  know  that  dialysis  costs  in  1993  were 
$6  billion.   How  much  of  that  is  attributed  to  PKD? 
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Dr.  Langman:   5%  of  ESRD  patients,  according  to  the 
USRDS  data  (see  attached) . 

Mr.  Weller:   How  does  total  funding  for  PKD  research 
compare  with  some  well  known  diseases  such  as  AIDS,  cancer, 
heart  disease,  multiple  sclerosis,  Alzheimers,  or 
Parkinson's  disease? 

Dr.  Langman:   PKD  support  at  NIDDK  was  $5,882,000  in 
FY94,  estimated  at  $6,100,000  for  FY95,  and  the  President's 
request  for  FY96  is  $6,200,000. 

Mr.  Weller:   Much  is  being  made  these  days  of  the  value 
of  privatizing  various  medical  and  social  programs.  What  is 
the  PKR  Foundation  doing  to  enhance  privately  funded 
research? 

Dr.  Langman:   Unknown. 

Mr.  Weller:   We  understand  well  known  humorist  Erma 
Bombeck  (and  her  children)  have  PKD  and  that  she  calls  this 
genetic  disease  the  ""gift  that  keeps  on  giving."   Can  you 
tell  us  how  it  feels  to  potentially  pass  on  a  lethal  disease 
to  future  generations? 

Dr.  Langman:   As  with  any  genetic  disease,  PKD  brings 
with  it  a  whole  host  of  emotional  issues  that  patients  and 
their  families  must  contend  with.   One  can  look  to  the 
literature  on  Huntington's  disease  to  get  a  feeling  of  these 
issues. 


USRDS  1994  Annwil  Data  Rtpon 


Prevalence  «nd  Cost  of  ISRD  Tatrapy 


for  corresponding  years  in  the 
1993  ADR. 

Characteristic*  of  the 
Prevalent  ESRD 
Population 

The  characteristics  of  the 
Medicare  ESRD  patient 
population  on  December  31, 
1991,  are  shown  in  Table  IE- 
1.  The  distribution  of 
prevalent  patients  by  age,  sex, 
race  and  primary  cause  of 
renal  failure  shows  that  31 
percent  of  patients  were  65 
years  of  age  and  older  at  onset 
of  ESRD,  46  percent  were 
female,  and  66  percent  of 
patients  were  white  and  31 
percent  were  black.  The 
percent  of  patients  who  were 
Asian/Pacific  Islander  or 
Native  American  was  2 
percent  and  1  percent, 
respectively.  The  primary 
diagnosis  for  69  percent  of 
patients  was  either  diabetes 
(26  percent),  hypertension  (24 
percent)  or  glomerulonephritis 
(19  percent). 

The  1991  Medicare  ESRD 
point  prevalence  rate  was  721 

per    million    U.S.    resident     

population,  or  one  patient  par 
1387  U.S.  residents.  Rates  by  age  show 
that  ESRD  is  more  common  with 
increasing  age;  it  was  four  times  as 
common  wnong  people  65  to  74  years  of 
age  compared  to  people  20  to  44  years 
of  age.  Treated  ESRD  is  also  slightly 
more  common  in  males  (860  patients  per 
million,  or  ppm)  than  in  females  (607 
ppm).  Point  prevalence  rates  adjusted 
for  age  and  race  (Reference  Table  B.16) 


Treated  Medicare  ESRD  Prevalence 

Counts  and  Rates1  by 

Age,  Sex,  Race,  and  Primary  Diagnosis, 

December  31, 1991 
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721 

show  a  nearly  two-fold  higher  rate  of 
renal  failure  caused  by  hypertension  or 
glomerulonephritis  in  males  compared  to 
females.  Prevalence  rates  by  race 
indicate  that  blacks  are  ovetrcpresented 
among  patients  with  ESRD.  Black 
Americans  have  a  three-  to  four-fold 
higher  rate  (per  million  population)  of 
renal  failure  compared  to  whites. 
Further  details  on  these  characteristics 
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Thursday,  February  2,  1995. 

WITNESS 
KENNETH  M.  VISTE,  JR.,  M.D.,  AMERICAN  ACADEMY  OF  NEUROLOGY 

Mr.  Porter.  Dr.  Kenneth  M.  Viste,  Jr.,  American  Academy  of 
Neurology. 

Dr.  Viste.  I  am  Kenneth  Viste  of  Oshkosh,  Wisconsin,  President- 
elect of  the  American  Academy  of  Neurology  and  former  President 
of  the  State  Medical  Society  of  Wisconsin. 

Listening  to  some  of  the  testimony  earlier,  I  have  to  say  some- 
thing about  vocational  rehabilitation.  As  a  child  I  had  polio  and  it 
was  really  through  vocational  rehabilitation  that  I  went  on  and  got 
my  medical  degree  from  Northwestern. 

Today,  however,  I  am  testifying  on  behalf  of  the  American  Acad- 
emy of  Neurology  which  is  a  professional  society  of  some  13,000 
physicians  and  neuroscientists  who  deal  with  neurologic  disorders. 
Members  include  clinicians,  academic  physicians  as  well  as  re- 
searchers. I  testify  today  on  the  NIH  budget  and  in  support  of  an 
initiative  in  brain  research. 

Many  Americans  suffer  from  a  disease  or  condition  related  to  the 
brain  such  as  stroke,  Alzheimer's  disease,  other  dementias,  mul- 
tiple sclerosis,  cerebral  palsy,  Parkinson's  disease.  These  conditions 
are  chronic  and  frequently  result  in  disability,  to  say  nothing  of  the 
human  costs. 

The  costs  of  medical  care,  long-term  care,  lost  wages  and  lost 
productivity,  are  staggering.  Investment  in  research  which  can  re- 
sult in  either  prevention  or  treatment  of  these  conditions  is  one  ef- 
fective method  of  containing  the  costs  and  advancing  society. 

We  realize  that  the  public  desires  to  see  the  deficit  reduced  sub- 
stantially and  this  may  mean  reductions  in  spending.  This  commit- 
tee has  always  been  a  strong  bipartisan  advocate  for  NIH  programs 
and  they  have  continued  to  grow  at  a  modest  rate. 

We  recognize,  in  particular,  your  role,  Mr.  Chairman,  and  also 
recall  your  visit  with  us  at  our  annual  meeting  several  years  back. 
Some  special  initiatives  have  grown  at  substantial  rates  in  these 
recent  years  of  tight  budgets;  for  instance,  AIDS  research,  breast 
cancer  research  and  various  women  health  initiatives.  We  believe 
that  brain  research  is  deserving  of  similar  special  attention. 

First,  as  I  have  noted,  these  diseases  affect  many  numbers  of 
people  and  have  dramatic  human  and  economic  cost.  Secondly,  and 
perhaps  most  compelling,  the  science  of  the  brain  has  brought  us 
to  the  point  in  recent  years  where  further  major  breakthroughs  are 
probable  and  already  occurring.  Thus,  an  infusion  of  funds  for 
brain  research  could  have  a  very  high  yield  in  terms  of  improved 
patient  care  and  reduced  costs. 

I  will  not  enumerate  in  detail  all  the  advances  in  recent  years, 
but  I  think  you  are  aware  of  recent  advances  in  the  understanding 
and  prevention  of  stroke  both  with  carotid  artery  surgery  and  by 
the  appropriate  use  of  aspirin. 

We  have  advanced  in  preventing  and  decreasing  the  total  disabil- 
ity from  spinal  cord  injury,  as  we  can  see  from  the  football  player 
Dennis  Byrd  and  his  rather  significant  recovery  in  the  face  of  what 
ordinarily  would  have  been  a  much  more  destructive  injury.  Many 
diseases  such  as  Alzheimer's,  muscular  dystrophy  as  well  as  MS 
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have  come  under  increased  benefit  from  new  breakthroughs  in  re- 
cent years. 

As  a  practitioner  of  medical  care  for  individuals  with  neurologic 
disease,  I  can  personally  attest  to  the  importance  of  recent  develop- 
ments in  brain  research.  When  I  started  practice,  a  neurologist  pri- 
marily was  able  to  diagnose  but  there  was  very  little  that  could  be 
done  in  terms  of  absolute  treatment.  This  has  changed  in  recent 
years.  In  all  of  the  neurologic  diseases,  particularly  stroke,  multiple 
sclerosis  and  head  injury,  the  clinical  tools  that  we  now  have  basi- 
cally have  reflected  the  basic  research  done  by  NIH. 

Basic  research  in  the  neurosciences  has  resulted  in  shaping  of 
these  tools  and  improving  patient  care  in  this  country.  Without  it, 
practitioners  and  patients  would  not  obtain  the  benefit,  improved 
methods  of  diagnosis,  improved  methods  of  treatment  and  ulti- 
mately prevention  of  many  of  these  illnesses. 

Mr.  Chairman,  in  order  to  capitalize  on  the  developments  of 
brain  research  at  NINDS,  we  recommend  a  10-percent  increase  in 
the  NINDS  budget  largely  for  brain  research.  This  would  enable 
the  institutes  to  raise  the  number  of  RO-1  grants  for  the  1995  level 
and  increase  the  success  rate  to  25  percent. 

It  would  keep  the  budget  at  a  level  to  accommodate  biomedical 
inflation  and  keep  the  number  of  trainees  at  the  1995  level.  We 
fully  expect  that  the  payback  with  this  investment  in  brain  re- 
search will  be  quite  great,  and  we  recommend  that  special  initia- 
tives be  made  in  brain  research  not  unlike  some  of  the  other  spe- 
cial initiatives,  and  we  think  you  will  be  well  pleased  with  the  re- 
sults. 

Thank  you. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony,  for  your 
joining  us  today.  We  appreciate  it  very  much. 

[The  prepared  statement  of  Kenneth  W.  Viste,  Jr.,  M.D.,  follows:] 
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Mr.  Chairman: 

I  am  Kenneth  Viste  of  Oshkosh,  Wisconsin,  President-Elect  of  the  American  Academy 
of  Neurology  and  Chair  of  the  Legislative  Council  of  the  American  Medical  Association.  I  am 
also  a  former  President  of  the  Wisconsin  Medical  Society.  I  am  testifying  today  on  behalf  of 
the  American  Academy  of  Neurology  which  is  a  professional  society  of  some  13,000 
physicians  and  neuroscientists  who  deal  with  neurological  disorders.   The  members  of  the 
Academy  include  clinicians,  academic  physicians,  and  researchers. 

I  am  testifying  today  on  the  NIH  budget  and  in  support  of  an  initiative  in  brain 
research.   Many  Americans  suffer  from  a  disease  or  condition  related  to  the  brain  such  as 
stroke,  Alzheimer's  disease,  other  dementias,  epilepsy,  multiple  sclerosis,  cerebral  palsy, 
Parkinson's  disease,  and  traumatic  brain  injury.  These  conditions  are  chronic  and  often  result 
in  disability.  The  costs  of  medical  care,  long-term  care,  lost  wages,  and  lost  productivity  are 
staggering.  Investment  in  research  which  can  result  in  either  prevention  or  treatment  for  these 
conditions  is  one  effective  method  of  containing  the  costs  of  medical  care  and  of  public 
programs  which  provide  income  support  and  other  assistance  to  individuals  with  diseases  or 
disorders  related  to  the  brain. 

We  realize  that  the  public  desires  to  see  the  deficit  reduced  substantially  and  that  this 
may  mean  reductions  in  spending.  This  Subcommittee  has  always  been  a  strong  bipartisan 
advocate  for  the  NIH  programs  and  they  have  continued  to  grow  at  modest  rates.  We 
recognize  your  role  in  particular  Mr.  Chairman.   Some  special  initiatives  have  grown  at 
substantial  rates  even  in  the  recent  years  of  tight  budgets;  for  example,  AIDS  research,  breast 
cancer  research,  and  the  women's  health  initiative.  We  believe  that  brain  research  is  deserving 
of  special  initiative  status  as  well  and  for  a  number  of  reasons.  First,  as  I  have  noted,  diseases 
and  disorders  of  the  brain  affect  great  numbers  of  people  and  have  a  dramatic  human  and 
economic  cost.  Second,  and  perhaps  most  compelling,  the  science  of  the  brain  has  brought  us 
to  the  point  in  recent  years  where  major  breakthroughs  are  possible  and  some  are  already 
occurring.  Thus,  an  infusion  of  funds  for  brain  research  could  have  a  very  high  yield  in  terms 
of  improved  patient  care  and  reduced  costs. 

Let  me  describe  just  a  few  of  these  developments  and  of  the  opportunities  available  in 
the  area  of  brain  research.  These  developments  and  opportunities  are  in  programs  of  the 
National  Institute  of  Neurological  Disorders  and  Stroke  which  is  the  lead  agency  in  basic  brain 
research.   Other  developments  and  opportunities  are  present  in  the  National  Institute  of  Mental 
Health  and  the  National  Institute  on  Aging. 


First,  in  the  area  of  stroke,  two  recent  clinical  studies  have  demonstrated  methods  to 
prevent  stroke.  The  carotid  endarterectomy  study  has  demonstrated  that  the  risk  of  carotid 
stroke  can  be  reduced  substantially  by  use  of  the  surgical  intervention  referred  to  as  a  carotid 
endarterectomy.  The  procedure  was  effective  both  in  patients  who  had  recent  TIAs  or  mild 
strokes  and  those  who  had  no  symptoms  of  carotid  stroke.  A  second  study  has  shown  that 
active  treatment  with  aspirin  or  warfarin,  the  latter  a  more  toxic  and  costly  drug  than  aspirin, 
lowers  the  risk  in  patients  with  atrial  fibrillation,  a  heart  condition  associated  with  stroke,  by 
up  to  80%.  These  two  studies,  if  applied  more  generally  to  the  medical  care  of  Americans  can 
reduce  medical  and  disability  costs  associated  with  stroke  enormously.  Research  is  underway 
regarding  estrogen  and  stroke  among  women. 

Spinal  Card  Tnjnry 

Second,  the  use  of  the  drug  methy iprednisolone  (MP)  at  the  time  of  initial  surgical 
intervention  with  recent  spinal  cord  injured  individuals  has  substantially  enhanced  the 
likelihood  of  dramatic  improvement  in  function  if  rehabilitation  begins  soon.   An  example  of 
the  application  of  this  research  was  in  the  treatment  of  New  York  Jets  Lineman  Dennis  Byrd. 

Third,  recent  research  regarding  prevention  of  brain  hemorrhaging  in  low  birth  weight 
children  has  shown  the  effectiveness  of  the  use  of  medication  (indomethacin)  in  treating  such 
patients. 

Neurodegenerative  Diseases 

As  noted  in  last  years'  hearings,  we  have  identified  the  gene  associated  with  ALS  and 
Huntington's  disease.  These  findings  enable  us  to  move  ahead  with  research  regarding  gene 
therapy  to  treat  these  diseases.  Just  recently  on  January  26,  the  Washington  Post  carried  a 
major  article  entitled  "Brain  Chemicals  Offer  Hope  For  Treating  Nerve  Disorders."  This 
article  reports  on  a  number  of  major  studies  dealing  with  the  use  of  a  naturally  occurring  brain 
chemical  to  regenerate  brain  cells  including  motor  neurons  and  to  improve  brain  function. 
These  studies  are  in  animals  but  show  promise  for  the  development  of  treatment  of  Parkinson's 
disease  and  other  disorders  of  the  brain  involving  motor  function.   Expanding  basic  science  in 
this  area  is  of  major  significance  and  another  of  the  current  opportunities  in  brain  research. 
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Alzheimer's  Divay, 

Expansion  of  basic  research  regarding  degenerative  disorders  of  the  brain  such  as 
Alzheimer's  and  dementia  and  the  factors  causing  nerve  cell  death  which  affects  those 
conditions  is  also  a  major,  current  opportunity.  Substantial  advances  in  molecular  genetics  and 
neurochemistry  have  provided  the  basis  for  focused  research  regarding  the  brain  cells  and 
treating  these  conditions. 

Head  Injury 

There  is  great  opportunity  now  to  develop  interventions  to  prevent  secondary  damage, 
after  initial  brain  injury.  Disability  often  results  from  this  secondary  damage  which  is  vascular 
and  involves  interruption  of  blood  supply  to  nerve  tissue.  The  use  of  anti-oxidant  drugs  can 
reduce  the  problem  of  lack  of  blood  supply  and  reduce  disability.  These  developments  can 
produce  improved  care  and  reduce  the  costs  of  long-term  disability.  Research  regarding 
regeneration  of  nerve  cells  in  both  the  spinal  cord  and  brain  is  underway  and  promising. 

Muscular  Dystrophy 

NINDS  is  now  poised  to  develop  clinical  studies  in  gene  therapy  for  Duchenes 
muscular  dystrophy  and  Battens  disease.  The  latter  is  a  joint  project  with  the  National  Institute 
of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK). 

Multiple  Sclerosis 

Because  of  basic  and  clinical  research,  there  are  now  treatment  methods  available  to 
slow  the  progression  of  multiple  sclerosis.  Betaseron  is  an  example  of  a  drug  currently 
available  which  is  effective  in  treating  multiple  sclerosis.   NINDS  is  currently  supporting 
research  on  forms  of  interferon  which  may  have  similar  positive  effects.   Also,  NINDS 
supported  researchers  have,  over  the  past  four  years,  used  MRI  (magnetic  resonance  imaging) 
studies  to  develop  extensive  information  on  the  natural  history  of  MS  which,  in  turn,  enhances 
our  capacity  to  develop  treatment. 


Kpilfipsy 

In  the  field  of  epilepsy,  there  are  important  opportunities  regarding  diagnostic 
techniques  improving  our  ability  to  determine  the  existence  of  epilepsy  at  the  earliest  stages. 
Most  important,  however,  may  be  basic  research  regarding  the  genetic  basis  for  epilepsy. 

Recently,  the  National  Institute  on  Neurological  Disorders  and  Stroke  has  announced 
results  of  research,  referred  to  by  experts  as  one  of  the  major  research  breakthroughs  of  recent 
years,  regarding  effective  treatment  to  prevent  brain  hemorrhages  in  low  birth  weight  infants. 
Expanded  research  in  this  area  holds  great  potential  for  the  prevention  of  costly  disability  for 
the  very  young. 

Cnnrlnsinn-    Brain  Rssftarrh  Tnitiativp. 

As  a  practitioner  of  medical  care  for  individuals  with  neurologic  diseases  for  many 
years,  I  can  personally  attest  to  the  importance  of  recent  developments  in  brain  research. 
There  are  now  treatment  options  available,  or  likely  to  be  available,  for  individuals  with  these 
terribly  disabling  disorders  such  as  epilepsy,  stroke,  multiple  sclerosis,  muscular  dystrophy, 
spinal  injury,  head  injury  and  others.  These  clinical  tools  result  from  your  efforts  in 
supporting  basic  research  at  the  National  Institutes  of  Health.  Basic  research  in  the 
neurosciences  has  produced  the  knowledge  which  resulted  in  the  shaping  of  these  tools. 
Clinical  research  has  shaped  the  tools,  and  it  is  critically  important  as  well.  Without  it, 
practitioners  and  patients  will  not  obtain  the  benefit  of  improved  methods  of  diagnosing  and 
treating  patients. 

The  Initiative 

Mr.  Chairman,  in  order  to  capitalize  on  the  developments  in  brain  research  at  NINDS, 
we  recommend  a  10%  increase  in  the  NINDS  budget,  largely  devoted  to  brain  research.  This 
increase  would  enable  the  Institute  to  raise  the  number  of  ROl  grants  to  the  1995  level  and 
increase  the  success  rate  in  ROl  grants  to  25  % .  It  would  also  keep  all  grants  at  levels  which 
accommodate  biomedical  inflation  and  keep  the  number  of  trainees  at  the  1995  level. 
Furthermore,  it  would  enable  NINDS  to  expand  clinical  initiatives  in  brain  research  regarding 
stroke  and  head  injury  and  basic  research  regarding  degenerative  disorders  such  as  Parkinson's 
disease,  multiple  sclerosis,  Alzheimer's  and  Huntington's  disease. 
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We  would  also  recommend  as  part  of  this  initiative  a  similar  rate  of  increase  for 
brain-related  research  at  the  National  Institute  on  Aging,  focused  particularly  on  Alzheimer's 
—Si  and  the  National  Institute  on  Mental  Health. 

Thank  you  for  allowing  me  to  testify.  I  am  available  to  answer  your  questions. 
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Thursday,  February  2,  1995. 

WITNESS 
PAUL  A.  HANLE,  Ph.D.,  NATIONAL  HEALTH  SCIENCES  CONSORTIUM 

Mr.  Porter.  Our  next  witness  is  Dr.  Paul  A.  Hanle,  American 
Science  Center. 

I  yield  to  Mr.  Hoyer. 

Mr.  Hoyer.  Thank  you,  Mr.  Chairman. 

Unfortunately,  I  am  in  another  hearing,  as  you  know,  and  we  are 
just  running  back  and  forth,  but  I  wanted  to  welcome  Dr.  Hanle 
to  the  committee.  He  heads  up  the  Maryland  Science  Center,  of 
which  we  are  very  proud,  serves  almost  three-quarters  of  a  million 
people  a  year  in  one  of  the  outstanding  centers  that  we  have  in  the 
country  and  the  world. 

We  are  very  pleased  to  have  you  here.  I  know  the  Members  look 
forward  to  your  testimony. 

Dr.  HANLE.  Thank  you  for  providing  me  the  opportunity  to  ap- 
pear before  the  subcommittee  this  morning. 

I  appear  today  on  behalf  of  the  National  Health  Sciences  Consor- 
tium, which  is  an  organization  of  nine  leading  museums  around  the 
country.  These  centers  are  collectively  dedicated  to  infusing  health 
sciences  into  the  Nation's  science  museums.  Science  museums  com- 
municate complex  information  to  a  broad  cross-section  of  American 
people,  occupy  positions  of  respect  in  their  communities  and  are  re- 
garded as  impartial  and  authoritative  sources  of  reliable  informa- 
tion about  scientific  and  medical  topics.  Science  museums  reach  out 
to  all  segments  of  the  American  public. 

Several  years  ago,  this  subcommittee  provided  funding  to  the 
Centers  for  Disease  Control  and  Prevention  to  support  an  initiative 
and  innovative  effort  to  involve  science  museums  in  AIDS  public 
education.  CECP  helped  fund  the  initial  work  of  our  predecessor 
group  and  the  work  of  that  consortium  has  been  a  resounding  suc- 
cess, as  measured  by  the  reach  of  its  programs  to  5  million  individ- 
uals to  date  visiting  innovative  exhibits  that  offer  striking  and 
memorable  experiences  to  our  visitors.  That  program  continues. 

The  work  of  the  AIDS  Exhibit  Consortium  also  demonstrated 
that  science  museums  can  participate  as  partners  with  public 
health  services  agencies  to  support  national  public  health  edu- 
cation efforts.  The  $2.2  million  Federal  investment  in  this  effort,  le- 
veraged over  $4  million  additionally  in  private  funds,  all  of  which 
were  directed  to  involving  science  museums  in  meeting  the  public 
education  goals  in  Healthy  People  2000. 

Through  the  AIDS  Exhibit  Consortium,  parents,  teachers  and 
youth  are  improving  their  understanding  of  how  to  change  behavior 
to  prevent  spread  of  the  HIV  virus.  Visitors  to  AIDS  exhibits  are 
learning  about  the  biology  of  HIV  and  about  the  Federally  funded 
national  commitment  to  discover  a  vaccine.  Evaluations  of  this  pro- 
gram are  very  positive.  Among  those,  nearly  80  percent  of  visitors 
reported  that  they  had  learned  new  information  or  gained  new  in- 
sights on  HIV. 

The  National  Health  Sciences  Consortium  has  been  working  for 
the  past  two  years  with  the  NIH  Office  of  Research  on  Women's 
Health  to  establish  a  women's  health  education  program  in  science 
museums.  This  initiative  will  interpret  research  findings  to  the 
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first  general  audiences  who  regularly  visit  science  museums  and  so 
help  the  American  public  to  make  informed  judgments  that  can 
lead  to  better  health. 

Although,  we  have  just  begun  the  planning  phase,  we  expect  to 
address  such  topics  as  breast  cancer,  osteoporosis,  heart  attack  and 
stroke  and  why  understanding  these  is  of  vital  importance  to  re- 
duce risk.  We  expect  this  project  to  cost  in  the  range  of  $6  million, 
similar  to  the  projects  costs  of  the  AIDS  Exhibit  program  and  we 
will  be  looking  to  a  combination  of  public  and  private  sources  to 
fund  this  exciting  initiative. 

The  science  museum  community  has  demonstrated  that  it  can 
serve  as  a  resource  to  Federal  agencies  to  help  meet  national  public 
policy  objectives,  including  public  health  education  in  a  unique  and 
a  cost-effective  manner.  We  hope  that  you  will  look  to  our  commu- 
nity to  better  help  serve  the  Nation's  public  health  education  objec- 
tives. 

Specifically,  we  look  forward  to  working  with  the  Members  of  the 
subcommittee  to  define  support  and  participate  in  Federal  objec- 
tives in  the  area  of  health  science  and  education. 

Thank  you. 

[The  prepared  statement  of  Dr.  Paul  A.  Hanle  follows:] 
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Thank  you,  Chairman  Porter,  for  providing  me  the  opportunity  to 
appear  before  your  Subcommittee  this  morning. 

My  name  is  Paul  Hanle  and  I  am  Executive  Director  of  the  Maryland 
Science  Center.  The  Maryland  Science  Center  is  located  on  the 
Inner  Harbor  in  the  City  of  Baltimore.  Our  Science  Center  annually 
serves  over  700,000  people. 

I  appear  today  on  behalf  of  the  members  of  the  National  Health 
Sciences  Consortium,  an  organization  of  nine  leading  science 
centers  located  throughout  the  United  States.  These  centers  are 
collectively  dedicated  to  infusing  health  sciences  into  the 
nation's  science  museums. 

Science  museums  communicate  complex  information  to  a  broad  section 
of  the  American  public.  These  museums  have  pioneered  the 
development  of  informal  education  programming  that  provides 
substantive  learning  experiences  in  entertaining  and  engaging 
settings.  Science  museums  occupy  positions  of  stature  and  respect 
in  their  communities:  they  are  regarded  as  impartial  and 
authoritative  sources  of  reliable  information  about  scientific  and 
medical  topics.  Science  museums  reach  out  to  all  segments  of  the 
public,  including  those  not  being  adequately  served  by  traditional 
health  education  programs,  such  as  those  in  schools  or  community 
clinics. 

I  am  aware  that  several  of  my  colleagues  in  the  science  museum 
community  have  testified  before  this  Subcommittee  in  previous  years 
to  discuss  the  role  of  science  museums  in  public  health  education. 
Today  I  will  provide  you  a  status  report  on  our  Consortium's 
ongoing  efforts  to  involve  science  museums  in  the  health  sciences 
and  public  health  education. 

Several  years  ago  this  Subcommittee  provided  funding  for  the 
Centers  for  Disease  Control  and  Prevention  (CDCP)  to  support  an 
innovative  effort  to  involve  science  museums  in  AIDS  public 
education.  CDCP  helped  fund  the  initial  work  of  our  predecessor 
group,  the  National  AIDS  Exhibit  Consortium.  The  work  of  the 
Consortium  has  been  a  resounding  success,  as  measured  by  the  reach 
of  its  programs  to  five  million  individuals  to  date  visiting 
innovative  exhibits  that  offer  striking  and  memorable  experiences 
to  visitors.  The  members  of  that  Consortium  formed  the  current 
National  Health  Sciences  Consortium  in  1994. 

As  you  may  know,  the  health  sciences  have  not  been  as  well 
represented  in  science  museums  as  the  physical  sciences.  Also,  the 
science  museum  community  has  traditionally  not  been  directly 
involved  in  public  health  education. 
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The  national  effort  to  teach  Americans  to  understand  and  prevent 
the  spread  of  AIDS  provided  an  excellent  opportunity  for  the 
science  museum  community  to  meet  the  challenge  of  presenting  health 
sciences  with  the  same  success  as  they  present  the  physical 
sciences.  The  work  of  the  AIDS  Exhibit  Consortium  also 
demonstrated  that  science  museums  can  participate  as  partners  with 

Public  Health  Services  agencies  to  support  national  public  health 
education  efforts.  The  $2.2  million  federal  investment  in  this 
effort  leveraged  over  $4  million  in  private  funds,  all  of  which 
were  directed  to  involving  science  museums  in  meeting  the  public 
health  education  goals  in  Healthy  People  2000. 

The  AIDS  Exhibit  Consortium  program  is  now  reaching  millions  of 
Americans  throughout  the  United  States.  Through  this  program 
parents,  teachers  and  youth  are  improving  their  understanding  of 
how  to  change  behavior  to  prevent  the  spread  of  the  HIV  virus. 
Visitors  to  AIDS  exhibits  are  learning  about  the  biology  of  HIV  and 
about  the  federally-funded  national  commitment  to  discover  a 
vaccine. 

Evaluations  of  this  program  are  very  positive.    Results  of 
evaluations  research  on  the  major  exhibit  "What  About  AIDS"  for 
example,  show  that  visitors  are  highly  engaged  by  materials  that 
they  chose  to  view.  Nearly  80%  reported  that  they  had  learned  new 
information  or  gained  new  insights  on  HIV. 

Through  this  program,  our  nation's  science  museums  are  making  a 
substantial  contribution  to  national  AIDS  public  education 
objectives.  As  a  result  of  the  work  of  the  Consortium,  science 
museums  have  demonstrated  a  usefulness  as  interpreters  for  the 
public  of  complex  and  sometimes  controversial  public  health  issues. 

Science  museums  offer  a  creative  and  highly  effective  learning 
environment  for  students  and  families.  Science  museums  are 
increasingly  viewed  as  important  partners  in  federal  efforts  in 
national  public  health  education.  Science  museums  are  willing  and 
currently  under-utilized  partners. 

The  National  Health  Sciences  Consortium  has  been  working  during  the 
past  two  years  with  the  NIH  Office  of  Research  on  Women's  Health  to 
establish  a  women's  health  education  program  in  science  museums. 
This  initiative  will  reach  tens  of  millions  of  Americans  with 
information  on  current  developments  in  women's  health  research.  It 
will  interpret  research  findings  to  the  diverse  general  audiences 
who  regularly  visit  science  museums  and  so  help  the  American  public 
to  make  informed  judgements  that  can  lead  to  better  health. 
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Although  we  have  just  begun  the  planning  phase  of  this  project,  we 
expect  to  address  such  topics  as  breast  cancer,  osteoporosis,  heart 
attack  and  stroke,  and  why  understanding  these  is  of  vital 
importance  to  reduce  risk.  We  expect  this  project  to  cost  in  the 
range  of  $6  million — similar  to  the  project  costs  of  the  AIDS 
Exhibit  program.  We  will  be  looking  to  a  combination  of  public  and 
private  sources  to  fund  this  exciting  initiative. 

The  new  Republican  leadership  in  Congress,  and  the  members  of  this 
Subcommittee,  are  reviewing  every  federal  program  from  a  new 
perspective.   Important  and  healthy  guest ions  are  being  asked. 

These  questions  will  help  Congress  dtcerr  _ne  which  federal  programs 
are  necessary  and,  of  those  programs  that  are  deemed  necessary, 
which  federal  programs  are  being  effectively  managed. 

The  nonprofit  community,  including  science  museums,  must  view  this 
new  perspective  on  federal  programs  as  an  opportunity.  The  science 
museum  community  has  demonstrated  that  it  can  serve  as  a  partner 
with  federal  agencies  to  help  meet  national  public  policy 
objectives — including  public  health  education — in  a  unique  and 
cost-effective  manner.  We  welcome  the  challenges  facing  our 
community,  and  look  forward  to  the  prospects  of  an  increased  role 
as  federal  programs  are  reduced,  eliminated  or  privatized. 

Approximately  70  million  Americans  visited  science  museums  in  1994. 
More  Americans  visited  science  museums  in  1994  than  attended 
football,  basketball  and  baseball  games  combined.  Science  museums 
have  a  crucial  role  to  play  in  demonstrating  to  visitors  that 
research  based  information  can  be  useful  in  helping  them  make 
personal  decisions.  Science  museums  can  credibly  interpret  for 
Americans  the  results  of  health  research  being  conducted  in  both 
the  public  and  private  sectors. 

We  hope  that  you  will  look  to  the  science  museum  community  to 
better  help  serve  the  nation's  public  health  education  objectives. 
Specifically,  we  look  forward  to  working  with  the  members  of  this 

Subcommittee  to  define,  support  and  participate  in  federal  public 
policy  objectives  in  the  area  of  health  sciences  education.  Thank 
you  for  providing  me  the  opportunity  to  testify  on  behalf  of  the 
National  Health  Science  Consortium. 
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Mr.  Porter.  Last  week,  the  press  reported  that  women  who 
consume  olive  oil  as  opposed  to  other  oils,  would  have  a  reduced 
risk  of  breast  cancer.  People  who  read  that  probably  say  I  can  skip 
my  mammogram  and  eat  more  olive  oil,  and  I  will  be  free  of  this 
terrible  problem. 

How  do  we  get  the  kind  of  solid  information  that  people  need  to 
have  to  make  good  judgments  out  there  in  the  public  sector  where 
we  are  truly  influencing  the  proper  behavior  by  people  who  might 
otherwise  suffer  from  the  disease? 

Dr.  Hanle.  That  is  a  good  example  of  something  that  is  fresh  on 
people's  minds.  There  is  a  huge  gap  between  the  knowledge  that 
is  in  public  health  services  and  knowledge  that  the  American  peo- 
ple have  about  public  health  and  their  ability  to  manage  it  and  to 
remain  healthy. 

We  see  reports  in  the  press  which  are  often  correct  but  lack  con- 
text, really  don't  do  it  for  the  American  public.  We  think  that  that 
gap  can  be  effectively  bridged  by  science  museums,  which  have 
been  interpreting  science  to  their  visitors  in  a  way  that  they  can 
understand  and  appreciate.  We  depend  upon  our  visitorship  in  mu- 
seums appreciating  and  understanding  and  enjoying  what  they  see 
there. 

They  vote  with  their  dollars.  They  pay  to  come  to  museums,  in 
many  cases,  so  they  are  by  coming  back  to  museums  saying  that 
we  are  being  effective  at  conveying  the  information.  We  think  this 
is  the  kind  of  partnership  that  we  can  provide,  working  together 
to  bridge  the  gap  between  NIH  and  the  American  people. 

Mr.  Porter.  We  very  much  appreciate  your  testimony  this  morn- 
ing. Obviously,  at  least,  in  my  case,  you  are  preaching  to  the  choir, 
because  I  think  the  interactive  AIDS  Exhibit  that  museums  have 

Eut  together  is  one  of  the  best  ways  of  reaching  people  with  the 
right  message. 

We  are  happy  that  you  could  testify  here. 

Mr.  Hoyer.  Mr.  Chairman,  you  may  be  happy  to  know  that  Chi- 
cago, and  San  Francisco  and  New  York  are  all  members  of  the  con- 
sortium which  Dr.  Hanle  is  representing  today. 

Mr.  Porter.  Absolutely,  ana  a  number  of  other  large  cities. 

Mr.  Hoyer.  I  just  happened  to  mention  those  three  cities. 

Mr.  Porter.  How  about  San  Antonio? 

Ms.  Pelosi.  Either  it  is  or  it  will  be. 

Mr.  Porter.  Thank  you. 

Dr.  Rymer,  I  am  going  to  ask  Mr.  Bonilla  to  take  the  Chair.  I 
have  to  go  to  my  other  subcommittee. 

Mr.  Hoyer.  While  Mr.  Bonilla  is  taking  the  Chair,  I  want  to 
apologize  to  the  other  witnesses,  we  are  on  a  very  fast  track  on  a 
lot  of  issues,  and  all  of  your  testimony  is  very  important,  my  staff 
will  use  it,  as  will  the  other  Members,  but  I  regret  that  we  are  not 
able  to  be  in  two  or  three  committees  at  one  time. 

Thank  you,  Mr.  Chairman. 


Thursday,  February  2,  1995. 

WITNESS 

W.  ZEV  RYMER,  M.D.,  Ph.D.,  AMERICAN  ACADEMY  OF  PHYSICAL  MEDI- 
CINE AND  REHABILITATION,  AMERICAN  CONGRESS  OF  REHABILITA- 
TION MEDICINE,  AND  THE  ASSOCIATION  OF  ACADEMIC 
PHYSIATRISTS 

Mr.  BONILLA  [presiding].  Next  we  have  Dr.  Zev  Rymer  who  is 
here  representing  the  American  Academy  of  Physical  Medicine  and 
Rehabilitation,  the  American  Congress  of  Rehabilitation  Medicine, 
and  the  Association  of  Academic  Psychiatrists. 

Welcome. 

Dr.  Rymer.  Thank  you  very  much.  I  appreciate  this  opportunity 
to  present  on  behalf  of  the  three  organizations  which  you  men- 
tioned. 

I  want  to  touch  on  three  things  briefly:  First,  by  virtue  of  my  po- 
sition as  Research  Director  at  the  Rehabilitation  Institute  of  Chi- 
cago, which  is  a  large  academic  rehabilitation  hospital  in  the  City 
of  Chicago,  and  a  Northwestern  affiliate,  this  gives  a  particular 
perspective  on  the  issues  of  rehabilitation  research  which  I  wanted 
to  bring  to  this  committee.  And  I  want  to  devote  much  of  these 
brief  comments  to  dealing  with  especially  the  importance  of  the  rel- 
atively new  center  for  medical  rehabilitation  research  as  a  center- 
piece in  the  development  of  rehabilitation  research  in  our  field. 
And  I  wanted  to  give  a  couple  of  brief  illustrations  of  how  that  new 
center,  which  is  based  within  NIH,  has  influenced  the  way  in 
which  research  and  medical  care  operates  in  my  own  institution. 
And  finally,  I  wanted  to  touch  briefly  on  issues  of  cost-effectiveness 
and  benefits  that  arise  from  research  in  this  field. 

The  National  Center  for  Medical  Rehabilitation  Research,  as 
many  of  you  know,  is  relatively  new,  it  was  established  in  1990, 
and  it  is  small  in  size.  Its  budget  for  this  fiscal  year  is  in  the  order 
of  $15  million,  but  it  is  noteworthy,  because  it  is  the  only  entity 
within  the  National  Institutes  of  Health  which  is  devoted  primarily 
to  issues  of  disability. 

While  many  of  the  other  institutes  of  NIH  about  which  we  have 
heard  this  morning  do  extraordinary  work  in  the  prevention  and 
understanding  and  treatment  of  disease,  the  National  Center  is 
unique  in  that  it  concentrates  on  issues  of  functional  capacity,  eval- 
uation of  disability,  establishing  the  means  to  assess  outcomes  of 
various  rehabilitation  interventions,  and  ultimately  what  is  most 
important,  it  is  concerned  with  improvement  in  the  quality  of  life 
of  people  with  disability. 

Given  the  various  estimates  that  say  there  are  as  many  as  49 
million  people  in  the  U.S.  who  have  some  form  of  disability,  and 
given  that  most  of  us  at  some  point  in  our  lives  will  experience  a 
disabling  illness,  the  expenditure  of  this  relatively  modest  amount 
of  funds,  namely,  $15  million  a  year  is  a  relatively  small  amount 
in  support  of  this  large  endeavor. 

Just  to  illustrate  what  funding  from  this  new  center  has  done  in 
my  own  institution,  it  has  funded  a  physician  to  do  research  doing 
work  on  deciding  when  to  give  anticoagulant  drugs  to  people  who 
have  had  stroke  as  a  way  to  prevent  them  from  getting  thrombosis 
and  embolism  which  give  rise  to  illness  and  sometimes  to  death. 
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It  has  funded  an  engineer,  a  post-doctoral  engineer  to  develop  a 
novel  assistive  device  to  enhance  recovery  of  people  with  stroke. 
And  it  has  funded  exciting  new  research  by  some  graduate  stu- 
dents who  are  using  novel  robotic  devices  to  understand  how  much 
learning  capacity  remains  in  people  who  have  sustained  a  stroke 
which  has  given  rise  to  paralysis.  So  the  kinds  of  things  it  has  been 
able  to  support,  even  on  my  own  doorstep  have  been  enormously 
helpful. 

Finally,  and  perhaps  most  importantly  in  this  era,  academic  re- 
search such  as  that  funded  by  the  Center  for  Medical  Rehabilita- 
tion Research,  provides  the  tools  for  us  to  look  carefully  at  the  effi- 
cacy of  what  we  do.  In  our  own  institution,  roughly,  half  of  the  peo- 
ple that  we  treat  have  got  neurologic  injury,  and  many  of  the 
therapies  that  have  been  used  for  neurologic  injury  have  not  been 
fully  validated. 

The  availability  of  an  NIH-based  center  providing  funds  for  these 
kinds  of  studies,  has  already  allowed  us  to  begin  rigorous  evalua- 
tions of  the  things  that  we  do  to  treat  people  with  strokes  and  has 
helped  us  to  optimize  treatment  both  in  efficacy  and  in  cost,  and 
we  are  already  seeing  benefits  in  terms  of  rapid  discharge,  most 
often  to  home,  occasionally  for  people  with  stroke  back  to  their  pre- 
vious workplace,  but  most  of  all,  keeping  them  out  of  secondary 
medical  institutions  which  are  in  themselves  costly.  So  we  already 
see  and  anticipate  increasing  benefits  in  relation  to  the  cost-effec- 
tiveness of  rehabilitation,  driven  by  research  that  is  funded 
through  the  center  such  as  the  Centers  for  Medical  Rehabilitation 
Research. 

Thank  you. 

[The  prepared  statement  of  W.  Zev  Rymer,  M.D.,  follows:] 
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Distinguished  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Zev  Rymer  and  I  am  Director  of  Research  at  the  Rehabilitation  Institute  of 
Chicago.  I  am  testifying  on  behalf  of  the  American  Academy  of  Physical  Medicine  and 
Rehabilitation,  a  national  medical  specialty  society  representing  the  5000  physicians,  including 
residents,  who  specialize  in  physical  medicine  and  rehabilitation,  the  American  Congress  of 
Rehabilitation  Medicine,  a  national  multi-disciplinary  specialty  society,  and  the  Association  of 
Academic  Physiatrists,  a  national  medical  society  of  specialists  in  physical  medicine  and 
rehabilitation  who  work  with  hospitals  connected  with  academic  institutions. 

National  Center  for  Medical  Rehabilitation  Research  (NCMRR) 

The  National  Center  for  Medical  Rehabilitation  Research  (NCMRR)  was  created  in  1990 
as  part  of  the  National  Institute  on  Child  Health  and  Human  Development  (NICHD)  at  the 
National  Institutes  of  Health  (NTH).  The  National  Center  for  Medical  Rehabilitation  Research 
focuses  its  resources  on  all  aspects  of  rehabilitation  research,  particularly  the  functional  limitations 
of  persons  with  disabilities  and  chronic  illnesses.  While  most  of  NTH  focuses  on  preventing  and 
"curing"  diseases  and  disorders,  the  National  Center  for  Medical  Rehabilitation  Research  focuses 
its  resources  on  improving  rehabilitation  therapies,  devices,  and  medical  interventions  that  will 
enhance  the  ability  of  people  with  disabilities  to  function  in  society. 

The  National  Center  for  Medical  Rehabilitation  Research  has  the  potential  to  link  a  vision 
for  greater  independence  and  freedom  with  49  million  Americans  with  disabilities.  Relatively 
small  investments  in  rehabilitation  research  today  have  the  potential  to  pay  huge  dividends 
tomorrow.  The  economic  costs  of  dependency,  welfare,  and  nonproductivity  for  this  population 
cannot  be  understated.  NCMRR-supported  research  can  be  extremely  cost-effective,  leading  to 
far  more  reliance  on  the  individual  and  far  less  reliance  on  government.  In  terms  of  quality  of  life, 
NCMRR-supported  research  has  tremendous  potential  to  positively  affect  the  lives  of  people  with 
physical  disabilities 

Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts  across  all 
physical  disability  groups  and  spans  the  lifetime  of  a  person  with  a  disability.  This  research 
encompasses  the  wide  spectrum  of  disability,  from  the  pathophysiology  of  disabling  conditions 
through  societal  limitations,  which  are  often  the  most  formidable  obstacles  to  achieving  a  high 
quality  of  life.  There  are  seven  general  categories  of  medical  rehabilitation  research  supported  by 
the  NCMRR.  These  categories  include:  (1)  mobility,  (2)  behavioral  adaptation  to  disability, 
(3)  whole  body  systems'  response  to  disability,  (4)  assistive  technology  to  empower  people  with 
disabilities,  (5)  measurement,  assessment  and  epidemiology  of  rehabilitation  methods  and 
interventions,  (6)  treatment,  evaluation  and  outcomes  research,  and  (7)  the  training  of 
rehabilitation  researchers  and  scientists. 

In  the  first  four  years  of  operation,  the  National  Center  for  Medical  Rehabilitation 
Research  has  funded  grants  across  these  areas  of  research,  albeit  at  inadequate  levels  due  to 
funding  constraints.  Over  140  grants  have  been  awarded  throughout  this  time  with  an  emphasis 
on  training  of  rehabilitation  researchers  and  whole  body  systems'  response  to  disability. 
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Significant  funding  increases  are  necessary  to  address  important  medical  rehabilitation  research  in 
the  remaining  priority  areas  of  the  NCMRR's  research  plan,  mentioned  above. 

Despite  funding  limitations,  however,  some  progress  is  being  made.  The  NCMRR  has 
issued  a  number  of  Requests  For  Applications  (RFAs)  in  the  recent  past  including  an  RFA  entitled 
"Biomaterials  to  Restore  Function  in  Persons  with  Disabilities."  The  goal  of  the  RFA  was  to 
stimulate  high-risk,  exploratory  research  that  would  lead  to  the  development  of  novel  biomaterials 
for  medical  rehabilitation    A  number  of  conferences  and  workshops  have  also  recently  been 
convened  and  supported  by  the  NCMRR.  Conference  topics  have  included  neuroimaging  and 
medical  rehabilitation,  cognitive  and  behavioral  deficit  research  in  children  with  AIDS,  and 
research  issues  concerning  the  health  needs  of  women  living  with  physical  disabilities.  In  addition, 
the  NCMRR  supported  conferences  on  hip  joint  replacement  and  advances  in  medical 
rehabilitation  outcomes  research. 

NCMRR's  research  agenda  is  particularly  well-suited  to  the  Small  Business  Innovative 
Research  (SBER)  grant  mechanism.  Over  10%  of  NCMRR's  total  appropriations  have  funded 
these  types  of  grants.  Much  of  the  research  on  assistive  devices  for  people  with  disabilities,  such 
as  advances  in  orthotic  (orthopedic  braces)  and  prosthetic  (artificial  limbs)  devices,  takes  place 
through  these  SBIR  program.  Although  it  is  too  early  to  tell,  funding  of  assistive  technology 
through  SBIR  grants  will  likely  lead  to  readily  available  improvements  in  rehabilitation  methods 
and  devices  to  people  with  disabilities. 

Research  Centers  and  Other  Foregone  Opportunities 

NCMRR's  rehabilitation  research  plan  calls  for  the  creation  of  Centers  of  Excellence 
where  multidisciplinary  rehabilitation  research  would  take  place  that  cuts  across  all  aspects  of 
physical  disability.  Two  different  kinds  of  research  centers  have  been  contemplated  by  the 
NCMRR:  Comprehensive  Rehabilitation  Research  Centers  of  Excellence  (CRRCEs)  would  foster 
multidisciplinary  investigations  of  cross-cutting  issues  regarding  medical  interventions  and  health 
maintenance;  and  Rehabilitation  Core  Research  Centers  (RCRCs)  that  focus  on  improving  the 
useful  functioning  of  people  with  disabilities  through  the  provision  of  research  support  services  to 
individual  investigators  conducting  or  planning  research  on  topics  relevant  to  medical 
rehabilitation. 

The  NCMRR  research  plan  has  identified  several  important  areas  where  these  centers 
would  optimize  the  outcomes  of  rehabilitation  research.  Interdisciplinary  centers  have  been  used 
by  NTH  to  facilitate  the  pursuit  of  thematically  focused  research  spanning  many  scientific 
disciplines.  Centers  have  been  used  to  create  bridges  to  link  intervention  and  clinical  studies  with 
ongoing  research  activities,  to  expedite  achievement  of  research-based  improvements  in  the 
quality  of  care,  and  to  reduce  the  need  for  duplicate  study  samples  and  equipment.  Centers  have 
also  been  used  as  effective  resources  for  the  continuing  education  of  health  care  providers  and 
scientists. 
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To  date,  however,  funding  constraints  have  prevented  the  NCMRR  from  pursuing 
rehabilitation  research  Centers  of  Excellence.  In  fact,  NCMRR's  limited  funding  throughout  its 
first  four  years  of  operation  has  created  numerous  foregone  opportunities  in  priority  areas  of 
rehabilitation  research.  The  NCMRR  Advisory  Board  has  recently  identified  over  $30 
million  worth  of  identifiable  and  realistic  research  opportunities  that  will  not  be  able  to  be 
funded  in  Fiscal  Year  1995  alone.  In  total,  this  represents  94  research  grants  that  may  have 
significantly  improved  the  lives  of  people  with  disabilities.  These  foregone  research  opportunities 
include  traumatic  head  injury  and  cognitive  retraining,  the  study  of  pain  and  disability,  functional 
assessments  of  musculoskeletal  disorders,  medical  rehabilitation  outcomes  research,  fatigue  and 
disability,  and  obstetrical  and  gynecological  management  of  women  with  disabilities. 

Clinical  trials  concerning  new  and  improved  orthotic  and  prosthetic  devices  to  assist 
people  with  disabilities  and  clinical  trials  involving  bowl  and  bladder  management  for  persons  with 
spinal  cord  injuries  will  also  remain  unfunded  until  significant  appropriation  increases  occur. 
Finally,  high  quality,  Small  Business  Innovative  Research  grant  applications  continue  to  pour  into 
the  NCMRR  with  very  little  chance  of  ultimately  being  funded. 

Appropriations  Request  for  NCMRR 

NICHD  devoted  $600  thousand  to  rehabilitation  research  training  grants  in  Fiscal  Year 

1991  to  be  administered  by  the  NCMRR.  NCMRR's  first  full  fiscal  year  of  appropriations  was 

1992  with  an  initial  $7.5  million  appropriation.  The  appropriation  for  Fiscal  Year  1993  was  raised 
to  $9.9  million.  Fiscal  Year  1994  witnessed  the  most  significant  increase  for  the  NCMRR  at 
$14.2  million,  a  40%  increase  in  appropriations  over  the  previous  year.  This  increase  significantly 
enhanced  the  momentum  of  the  NCMRR  throughout  the  rehabilitation  research  community. 
Unfortunately,  Fiscal  Year  1995  resulted  in  a  budget  of  approximately  $15  million  dollars,  a 
modest  increase  over  the  previous  year. 

Of  this  $15  million  figure,  $10.8  million  has  already  been  committed  to  funding  existing 
research  projects,  leaving  $4.2  million  for  Fiscal  Year  1995  research  activities.  This  represents 
approximately  nine  investigator-initiated  (RO-1)  grants,  six  career  and  training  awards,  four  Small 
Business  Innovative  Research  grants,  one  reviewed  program  project  award  (PO-1)  and  the 
funding  of  an  adolescent  health  study.  Aside  from  the  financial  infeasibility  of  funding  research 
centers  of  excellence,  a  whole  host  of  rehabilitation  research  applications  will  not  be  able  to  be 
funded  with  the  current  FY  1995  budget. 

The  initial  NIH  discussions  concerning  the  creation  of  the  NCMRR  contemplated  a 
$30  million  budget  by  Fiscal  Year  1995.  Yet,  the  current  budget  represents  just  half  of  that 
figure.  Because  of  the  cost  effective  potential  of  medical  rehabilitation  research  and  the 
intense  interest  generated  throughout  the  country  concerning  these  research  topics,  we 
recommend  a  Fiscal  Year  1996  appropriation  for  the  National  Center  for  Medical 
Rehabilitation  Research  of  $25  million,  an  increase  of  $10  million  over  FY  1995  levels.  In 
addition,  because  applied  rehabilitation  research  has  the  potential  to  quickly  yield  tangible 
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improvements  in  rehabilitation  treatments  for  people  with  physical  disabilities,  and  small 
businesses  are  often  the  laboratories  for  this  type  of  research,  we  recommend  the  commitment  of 
a  disproportionate  share  of  NUTs  set-aside  SBIR  funds  to  support  NCMRR  research. 

National  Institute  on  Disability  and  Rehabilitation  Research  (NIDRR) 

The  National  Institute  on  Disability  and  Rehabilitation  Research  focuses  on  research  to 
improve  the  delivery  of  the  broad  range  of  rehabilitation  services  including  vocational 
rehabilitation  and  independent  living.  NIDRR's  budget  for  199S  is  S70  million.  This  is 
approximately  3%  higher  than  the  1994  budget.  However,  the  entire  increase  in  1995  was 
earmarked  for  the  model  spinal  injury  program.  The  National  Institute  on  Disability  and 
Rehabilitation  Research  budget  since  1993  has  increased  only  $3  million  or  less  than  5%  over  3 
years  if  a  flat  budget  were  adopted  for  1996. 

The  Rehabilitation  Research  and  Training  Center  program  has  been  flat  funded  since  1993 
at  $25  million.  The  number  of  centers  has  increased  from  44  to  48  in  that  period.  In  addition,  in 
1992,  the  Congress  enacted  major  amendments  to  the  Rehabilitation  Act  of  1973  which  expanded 
the  functions  of  Rehabilitation  Research  and  Training  Centers.  Those  amendments,  which  were 
bipartisan,  as  has  been  the  case  of  the  rehabilitation  program  since  its  creation,  establish  these 
centers  as  national  and  regional  resources  to  provide  information  and  assistance  to  consumers  and 
service  providers.  In  particular,  the  amendments  added  a  technical  assistance  component  to  the 
research  and  training  functions.  The  amendments  also  reflected  a  commitment  to  stable  support 
for  research  and  training  centers  over  a  five-year  period  and  to  annual  growth,  such  as  the 
National  Institutes  of  Health's  centers  receive,  in  order  to  have  an  ability  to  consistently  provide 
service  at  the  same  levels  as  in  prior  years. 

We  would  urge  that  the  research  and  training  center  program,  which  has  been  at 
the  same  funding  level  for  three  years,  be  increased  by  at  least  $5  million. 

We  would  like  to  stress  the  importance  of  the  National  Institute  on  Disability  and 
Rehabilitation  Research  and  its  research  and  training  programs  to  improve  rehabilitation  services. 
NIDRR  currently  provides  this  national  leadership.  Rehabilitation  services  are  comprehensive  and 
include  job  training  and  placement,  medical  care  and  technology,  and  psychological  and  social   . 
services.  Research  on  service  delivery  in  all  of  these  areas  and  on  their  integration  is  imperative  to 
meeting  the  needs  of  people  with  disabilities. 

We  need  to  have  national  leadership  in  areas  such  as  research,  demonstrations  and 
professional  training  regarding  vocational  rehabilitation  services  and  independent  living  services. 
There  has  been  much  discussion  recently  regarding  the  consolidation  of  the  Rehabilitation  Act 
programs  with  manpower  training  programs  generally.  While  the  state-federal  vocational 
rehabilitation  program  has  job  placement  as  its  goal,  like  manpower  programs,  it  requires  the 
application  of  very  specialized  counseling,  technology,  and  social  and  health  services.  It  also 
focuses  on  a  very  special  population  with  special  needs  and  very  high  unemployment.  There  is  a 
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need  for  national  leadership  focused  specially  on  this  population  and  a  need  for  a  national 
research,  demonstration  and  training  effort.  We  believe  the  existing  program,  75-years-old,  has 
been  effective  and  should  not  be  "fixed"  if  not  in  need  of  repair. 

Thank  you  for  your  attention  and  this  opportunity  to  testify. 
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Mr.  Bonilla.  Thank  you,  doctor. 

I  think  every  Member  on  this  committee  would  agree  that  your 
work  is  very  important,  and  we  appreciate  what  you  do  for  folks 
out  there  with  the  disabilities  that  suddenly  find  themselves  strug- 
gling when  they  may  not  have  anticipated  that  before.  We  appre- 
ciate you  being  here  today. 

Dr.  RYMER.  Thank  you. 


Thursday,  February  2,  1995. 

WITNESS 

AL  BOTHE,  JR.,  M.D.,  AMERICAN  SOCIETY  OF  CLINICAL  NUTRITION 
AND  AMERICAN  SOCIETY  FOP  PARENTERAL  AND  ENTERAL  NUTRI- 
TION 

Mr.  Bonilla.  Next,  we  have  Dr.  Al  Bothe  with  the  American  So- 
ciety of  Clinical  Nutrition  and  the  American  Society  for  Parenteral 
and  Enteral  Nutrition. 

Dr.  Bothe. 

Dr.  BOTHE.  Thank  you,  Mr.  Chairman. 

My  name  is  Al  Bothe,  I  am  from  the  New  England  Deaconess 
Hospital  in  Boston,  and  also  the  Harvard  Medical  School.  I  am  tes- 
tifying today,  as  you  mentioned,  on  behalf  of  the  American  Society 
for  Parenteral  Nutrition  and  American  Society  of  Clinical  Nutri- 
tion. Together  the  memberships  of  these  societies  include  10,000 
health  professionals,  with  representatives  in  nearly  every  medical 
school  in  the  country  and  major  academic  health  center,  as  well  as 
hundreds  of  hospitals. 

The  groups  are  committed  to  the  science  of  nutrition  and  to 
bringing  to  the  American  public  improved  nutritional  practices  for 
disease  prevention,  dietary  management  of  other  diseases,  and  spe- 
cial systems  of  nutritional  support  required  during  severe  illness. 
I  would  like  to  comment  on  the  nutrition-related  research  programs 
at  the  NIH. 

In  1990  then  director  Bernadine  Healy  initiated  a  strategic  plan- 
ning process  at  NIH,  and  one  of  the  major  priorities  of  her  plan 
was  the  bionutrition  initiative.  She  has  testified  before  Congress 
that  the  goal  of  this  was  to  apply  the  critical  sciences  and  new 
technologies  of  basic  biology  to  nutrition  research  questions. 

This  bionutrition  initiative  has  been  reinforced  by  this  sub- 
committee in  its  fiscal  year  1994  and  1995  appropriations  bill  re- 
ports. In  fiscal  year  1993,  NIH  expended  only  3.5  percent  of  its  en- 
tire budget  on  nutrition  and  nutrition-related  research.  The  levels 
for  fiscal  year  1995  are  still  only  3.5  percent.  This  really  does  not 
reflect  the  importance  of  nutrition-related  research  to  the  preven- 
tion, the  management,  and  the  potential  health  care  cost  contain- 
ment of  most  major  diet-related  diseases. 

A  few  recent  events  demonstrate  the  significance  of  nutrition  re- 
search. Recently,  it  has  been  reported  from  Rockefeller  University, 
the  identification  and  cloning  of  a  gene  causing  severe  obesity  in 
mice  and  that  humans  have  a  similar  gene. 

The  findings  from  the  National  Institute  of  Child  Health  and  De- 
velopment on  the  dramatic  reduction  in  low-birth-weight  infants 
because  of  improved  nutritional  services,  the  major  report  from  the 
Institute  of  Medicine  on  the  need  for  expanded  research  in  nutri- 
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tion  and  the  food  sciences,  and  recently  the  formation  by  Dr.  Koop, 
the  former  Surgeon  General,  of  Shape  Up  America,  an  organization 
whose  purpose  is  to  publicize  and  educate  about  the  significance  of 
diet,  nutrition,  and  exercise  in  disease  prevention. 

We  acknowledge  the  emphasis  on  nutrition  research  at  the  Fed- 
eral level.  We  see  the  funding  in  1995  of  the  multi-institute  initia- 
tive on  nutrition  modulation  and  cell  integrity,  the  NCI  program 
regarding  nutrition  and  cancer  prevention,  the  Heart,  Lung  and 
Blood  Institute  program  on  gene  nutrient  interaction  for  congenital 
heart  defects,  and  the  initiative  at  the  National  Institute  of  Aging 
regarding  malnutrition  and  frailty  in  older  Americans. 

Nevertheless,  we  think  there  are  still  major  opportunities  in  nu- 
trition research  that  our  organization  has  identified  three  prior- 
ities— critical  care  and  nutrition,  nutrition  and  the  aging  process, 
and  obesity  research.  The  1992  NIH  amendments  focused  attention 
on  critical  care  and  nutrition,  a  task  force  was  established  to  over- 
see this  area  of  research,  understanding  that  feeding  critically  ill 
patients  improves  their  recovery  by  reversing  starvation.  We  urge 
the  subcommittee  to  place  more  emphasis  on  this  area. 

In  1993,  the  Nutrition  Surveillance  Project  noted  the  alarming 
degree  of  malnutrition  among  the  elderly  for  a  variety  of  reasons. 
There  is  evidence  accumulating  about  the  impaired  recovery  of  frail 
elderly  patients  who  are  hospitalized  for  a  variety  of  other  prob- 
lems, and  we  encourage  more  studies  in  these  interactions. 

Then  the  third  area  of  our  priorities  acknowledges  the  rec- 
ommendations of  the  National  Task  Force  on  Prevention  and  Treat- 
ment of  Obesity.  The  task  force  recently  showed  data  indicating  a 
30  percent  increase  in  the  prevalence  of  obesity  of  adult  Americans 
in  the  past  decade.  That  represents  over  50  million  Americans,  and 
over  50  percent  of  some  minority  groups  are  overweight. 

The  task  force  recommended,  and  we  endorse  expanding  obesity 
research  from  its  current  $34  million  base  by  $7  million  a  year.  So 
we  propose  three  efforts:  First,  that  the  subcommittee  reaffirm  its 
support  for  the  bionutrition  initiative;  second,  consistent  with  the 
Institute  of  Medicine  report,  we  recommend  a  $50  million  increase 
in  the  bionutrition  research  that  is  already  under  way  at  NIH;  and 
third,  we  think  special  focus  and  priority  should  be  given  to  the 
three  areas  I  mentioned,  nutrition  and  critical  care,  nutrition  and 
aging,  and  obesity  research. 

Finally,  the  House  committee  report  accompanying  the  fiscal 
year  1995  appropriations  bill,  urged  the  NIDDK  and  the  NCI  to 
focus  more  of  their  current  resources  on  clinical  nutritional  re- 
search. We  urge  the  subcommittee  to  review  this  issue  and  assist 
us  in  ensuring  that  resources  from  these  Institutes  focus  heavily  on 
clinical  care. 

Thank  you,  Mr.  Chairman. 

[The  prepared  statement  of  Albert  Bothe,  Jr.,  M.D.,  follows:] 
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Dear  Mr.  Chairman 


My  name  is  Albert  Bothe,  Jr.   I  am  at  the  New  England  Deaconess  Hospital  in 
Boston,  and  I  am  on  the  Harvard  Medical  School  faculty.   I  am  also  Chair  of  the 
Public  Policy  Committee,  and  past-President  of  the  American  Society  for  Parenteral 
and  Enteral  Nutrition  (A.S.P.E.N.).   I  am  testifying  today  on  behalf  of  A.S.P.E.N. 
and  the  American  Society  for  Clinical  Nutrition.   A.S.P.E.N.  is  a  professional  and 
scientific  organization  committed  to  promoting  quality  patient  care,  education,  and 
research  in  the  field  of  nutrition  and  metabolic  support.    ASCN  is  a  scientific  society 
for  clinical  nutritionists  in  medicine  and  the  health  sciences. 

The  memberships  of  these  societies  include  approximately  10,000  health 
professionals  with  representatives  in  nearly  every  medical  school  and  major  academic 
health  care  center,  as  well  as  hundreds  of  hospitals  in  the  United  States.  We  are 
devoted  to  the  science  of  nutrition  and  to  bringing  the  fruits  of  that  science  to  the 
American  public  in  the  form  of  improved  nutritional  practices  for  disease  prevention, 
dietary  management  of  disease,  and  special  systems  of  nutritional  support  required 
during  severe  illness. 

My  testimony  today  is  on  the  National  Institutes  of  Health  budget  and  its 
nutrition  related  research  programs. 
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In  1990-1992,  Director  of  the  National  Institutes  of  Health  Bernadine  Healy, 
M.D.,  initiated  a  strategic  planning  process  for  NIH.    One  of  the  major  priorities  of 
her  plan  was  the  bionutrition  initiative.   She  testified  on  this  initiative  and  other  issues 
shortly  before  she  left  NIH  in  1993.   The  bionutrition  initiative  has  been  reenforced 
by  this  Subcommittee  in  both  the  fiscal  year  1994  and  fiscal  year  1995  appropriations 
bill  reports. 

In  fiscal  year  1993,  the  last  year  data  is  available,  NIH  expended  only  3.5%  of 
its  entire  budget  on  all  nutrition  and  nutrition  related  research.   The  levels  in  fiscal 
year  1994  and,  according  to  our  estimate,  in  1995  are  still  only  3.5%  of  the  NIH 
budget.  This  does  not  reflect  the  importance  of  nutrition  related  research  to  the 
prevention,  management  and  potential  health  care  cost-containment  of  most  major  diet- 
related  diseases. 


Importance  of  Nutrition  Research 

Recent  events  have  dramatically  symbolized  the  significance  of  nutrition 
research.   Within  a  short  time  period,  the  following  occurred: 


•  The  report  in  the  journal  Nature  and  the  popular  press  of  the  discovery  by  Dr. 
Friedman  and  colleagues  at  Rockefeller  University  in  New  York  of  the 
identification  and  cloning  of  a  gene  causing  severe  hereditary  obesity  in  mice 
and  that  humans  have  a  similar  gene  --  a  major  breakthrough. 

•  The  issuance  of  a  major  report  by  the  Institute  of  Medicine  on  the  need  for 
expanded  research  on  nutrition  and  food  sciences. 

•  The  formation  by  Dr.  C.  Everett  Koop,  former  Surgeon  General,  of  Shape  Up 
America,  a  new  health  organization  whose  purpose  is  to  publicize  and  educate 
about  the  significance  of  diet,  nutrition,  and  exercise  in  disease  prevention. 


Recent  Developments  and  Opportunities  in  Nutrition  Research 

•  Identification  and  cloning  of  obesity  gene 

•  Funding  during  1995  of  multi-Institute  Initiative  regarding  nutrient  modulation 
of  cell  integrity 


•  Findings  from  the  NICHD  research  on  dramatic  reduction  in  low  birth  weight 
babies  from  improved  nutritional  services 

•  National  Cancer  Institute  program  project  initiatives  regarding  nutrition  and 
cancer  prevention 

•  A  major  NHLBI  program  regarding  the  relationship  of  gene-nutrient  interactive 
and  congenital  heart  defects 

•  A  major  initiative  announced  by  NIA  regarding  malnutrition  and  frailty  in  older 
people 

Most  of  these  initiatives  require  expanded  federal  funding  for  their  expansion. 

Priorities 

We  believe  that  there  are  major  opportunities  in  nutrition  research.    We  have 
identified  three  priority  areas  among  the  many  areas  of  nutrition  investment:  critical 
care  and  nutrition,  nutrition  and  the  aging  process,  and  obesity  research.   Let  me 
discuss  each  of  these  areas. 
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Nutrition  and  Critical  Care 

The  1992  National  Institutes  of  Health  amendments  called  for  a  focus  on  trauma 
and  critical  care  research  and  on  the  role  of  nutrition  regarding  critical  care.  An  NIH 
Task  Force  was  established  to  oversee  this  area  of  research  activity. 

Feeding  critically  ill  patients  improves  their  health  by  reversing  starvation  and 
by  supporting  the  metabolic  response  to  injury  and  infection.  Recent  research  has 
defined  an  important  role  for  certain  nutrients  which  limit  the  harmful  effects  of 
inflammation,  injury,  and  infection.  Because  these  nutrients  have  major  effects  on  the 
body's  natural  defense  mechanisms,  studying  their  role  in  diseases  such  as  AIDS, 
cancer,   and  trauma  represent  important  strategies  in  bringing  basic  research  findings 
to  clinical  reality.  We  urge  the  Subcommittee  to  place  an  emphasis  on  research  related 
to  the  role  of  nutrition  in  critical  care. 
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Aging  and  Nutrition 

In  1993,  the  Nutrition  Surveillance  Project  issued  a  paper  indicating  the 
alarming  degree  of  malnutrition  among  the  elderly.    Recently,  evidence  has 
accumulated  as  to  the  critical  role  of  nutrition  in  enhancing  recovery  for  frail,  elderly 
patients  who  are  hospitalized  with  a  variety  of  conditions  including  hip  fractures  and 
stroke.   The  focus  of  research  in  this  area  should  be  on  malnutrition  and  its  effects  on 
the  frail  elderly  and  on  nutrition  interventions  with  hospitalized  aged  patients  to 
enhance  recovery. 

Obesity 

In  the  journal  Obesity  Research.  November  1994,  the  recommendations  of  the 
National  Task  Force  on  Prevention  and  Treatment  of  Obesity  were  issued.  The  Task 
Force  published  data  that  show  the  prevalence  of  obesity  having  increased  by  30%  in 
adults  during  the  past  decade.  Over  SO  million  Americans  are  obese.  Over  50%  of 
some  minorities  are  overweight.  The  Task  Force  recommended,  and  we  endorse, 
expanding  obesity  research  from  its  $34  million  base  in  1995  to  $68  million  over  5 
years  or  about  $7  million  a  year. 
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Proposal 

First,  we  would  urge  the  Subcommittee  to  reaffirm  its  support  for  the 
bionutrition  initiative  identified  in  Director  Healy's  Strategic  Plan  and  the  House 
Report  on  the  Appropriations  bill  for  fiscal  year  1995. 

Second,  consistent  with  the  Institute  of  Medicine  report,  we  recommend  a 
$50  million  increase  in  the  bionutrition  research  area  which  relates  to  basic  and 
clinical  research. 

Third,  we  think  special  focus  and  priority  should  be  given  to  nutrition  and 
critical  care,  nutrition  and  the  aging  process  and  obesity  research  including  a 
$7  million  increase. 

Finally,  the  House  Committee  Report  accompanying  the  fiscal  year  1995  bill 
urged  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  and  the 
National  Cancer  Institute  to  focus  more  of  their  resources  on  clinical  nutrition 
research.    We  urge  the  Subcommittee  to  review  this  issue  and  assist  us  in  assuring  that 
resources  from  these  Institutes  focus  heavily  on  clinical  care. 

Thank  you  Mr.  Chairman  and  members  of  the  Subcommittee.   I  am  available 
for  any  questions  you  may  have. 
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Mr.  Bonilla.  Thank  you,  doctor,  for  being  with  us  today. 

I  sometimes  wonder  why  it  seems  like  during  the  1980s,  every- 
one was  listening  to  all  the  good  advice  that  you  were  putting  out 
about  better  nutrition  and  now  it  seems  like  from  what  I  am  read- 
ing, just  as  a  layman,  from  some  of  the  new  numbers  that  are  com- 
ing in,  that  people  are  either  choosing  to  ignore  good  nutritional 
advice  or  they  are  just  not  listening. 

Dr.  Bothe.  I  think,  as  some  of  the  previous  speakers  mentioned, 
is  a  skepticism  about  the  information  coming  from  the  scientific 
community.  There  is  concerns  about  the  science  literacy  of  the 
American  public  and  whether  they  can  appreciate  the  information 
coming  from  the  science  establishment,  and  it  is  always  hard  to 
motivate  people  to  do  things  in  their  best  interest  when  they  have 
other  forces  that  might  be  more  pleasurable. 

Mr.  Bonilla.  Thank  you,  doctor,  for  being  with  us  today. 


Thursday,  February  2,  1995. 

WITNESS 

PRISCILLA  CICCARIELLO,   COALITION   FOR  HERITABLE   DISORDERS 
OF  CONNECTIVE  TISSUE 

Mr.  Bonilla.  Next  we  have  Priscilla  Ciccariello  for  the  Coalition 
for  Heritable  Disorders  of  Connective  Tissue. 

Good  morning. 

Ms.  Ciccariello.  Mr.  Bonilla  and  Members  of  the  subcommittee, 
I  want  to  thank  you  for  the  opportunity  to  provide  testimony  re- 
garding the  budget  of  the  National  Institute  of  Health  and  the  Na- 
tional Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases, 
NIAMS.  It  is  an  honor  and  a  privilege  to  be  able  to  speak  to  you 
today  on  behalf  of  the  members  of  the  Coalition  for  Heritable  Dis- 
orders of  Connective  Tissue,  over  one  million  people  who  suffer 
from  one  of  over  200  disorders  of  connective  tissue. 

These  over  200  disorders  of  connective  tissue  are  relatively  un- 
known by  name.  Chondrodysplasia,  ectodermal  dysplasia,  Ehlers- 
Danlos,  Epidermolysis  Bullosa,  Marfan  Syndrome,  Osteogenesis 
Imperfecta,  Pseudoxanthoma  Elasticum,  to  name  some  of  the  more 
familiar.  These  disorders  are  often  lethal,  almost  always  handi- 
capping and  painful.  Because  they  are  genetic,  families  can  be  dev- 
astated, with  several  affected  members  in  each  generation,  a 
grandparent,  a  parent,  a  child. 

I  am  also  honored  to  be  here  to  speak  as  an  individual  on  behalf 
of  my  own  family,  who  suffered  from  one  of  these  connective  dis- 
orders, Marfan  syndrome.  My  family's  experience  is  similar  to 
many  thousands  of  families.  My  son  died  of  acute  aortic  dissection 
at  23  years  of  age  25  years  ago.  My  husband  died  after  having  five 
open-heart  surgeries  over  a  period  of  15  years. 

I  have  two  sons  who  have  had  open-heart  surgery  several  times, 
and  one  who  has  suffered  from  severe  Marfan-related  strokes.  Two 
of  my  wonderful  grandchildren  are  also  being  treated  for  this  dis- 
order. The  progress  and  research  on  Marfan  syndrome  is  impres- 
sive; lifesaving  open-heart  surgery,  first  developed  in  the  1950s, 
beta  blocker  therapy  in  the  1970s  to  lessen  cardiovascular  com- 
plications, and  the  remarkable  molecular  findings  in  the   1990s, 
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which  identified  the  culprit  or  component  of  connective  tissue 
fibrillin  and  has  improved  the  possibilities  of  accurate  and  timely 
diagnosis. 

Your  committee  has  been  directly  responsible  in  support  of  much 
of  this  impressive  research  over  the  past  20  years.  Your  role  is  crit- 
ical. The  growing  awareness  of  these  disorders  and  the  impact  they 
have  in  terms  of  human  suffering  and  financial  debilitation  has 
been  sparked  in  part  by  the  voluntary  health  organizations,  and 
has  helped  to  demonstrate  the  vital  need  for  research  on  this  rel- 
atively unknown  body  of  disorders. 

The  research  advances  provided  through  your  financial  support 
to  the  National  Institutes  of  Health,  specifically  NIAMS,  has 
changed  the  dismal  picture  to  one  of  optimism.  We  stand  on  the 
crest  of  extraordinary  molecular  findings  that  can  be  turned  into 
practical  lifesaving  therapies.  These  research  findings  have  pro- 
vided hope  to  hundreds  of  thousands  of  people  and  families. 

In  response  to  your  directives  of  1989,  the  Workshop  on  Heri- 
table Disorders  of  Connective  Tissue  was  held  in  1990,  sponsored 
by  NIAMS  and  the  National  Institute  of  Child  Health  and  Develop- 
ment, held  at  the  National  Institutes  of  Health.  More  than  40  par- 
ticipants shared  their  research,  and  this  resulted  in  publishing  re- 
search perspectives  in  heritable  disorders  of  connective  tissue.  This 
conference  provided  the  directives  for  future  research. 

Your  continued  support  over  the  past  five  years  has  now  led  to 
the  upcoming  workshop  on  these  disorders  which  will  be  held  in 
April  1995.  Stunning  molecular  findings  of  the  past  five  years  will 
be  put  into  the  context  of  current  and  future  research  directives, 
enabling  researchers  to  share  and  prevent  costly  duplication  of  re- 
sources. The  critical  in-depth  research  necessary  on  these  complex, 
rare  disorders  has  already  and  will  in  the  future  provide  a  wealth 
of  knowledge  of  connective  tissue  which  will  benefit  all  of  the  more 
common  connective  tissue  disorders  and  provide  a  benchmark  for 
all  future  research. 

The  Coalition  of  Heritable  Disorders  of  Connective  Tissue  is  also 
a  member  of  the  NIAMS  Coalition,  which  includes  some  40  organi- 
zations. We  respectfully  urge  Congress  to  invest  in  conquering  crip- 
pling and  chronic  and  often  fatal  diseases  by  providing  a  budget  of 
$271  million  for  the  National  Institute  of  Arthritis,  Musculoskeletal 
and  Skin  Diseases  as  recommended  by  the  Professional  Judgment 
Board  of  NIAMS. 

This  amount  would  allow  for  a  30  percent  increase  rate  in  grant 
funding,  and  will  support  additional  meritorious,  approved  research 
grants,  provide  more  research  training  and  career  development  for 
future  investigators,  conduct  urgently  needed  new  clinical  trials 
and  expand  the  intramural  and  extramural  research  programs  now 
under  way. 

The  role  of  the  voluntary  health  organizations  and  the  member 
organizations  of  the  Coalition  of  Heritable  Disorders  of  Connective 
Tissue  continues.  We  continue  to  provide  current  information  on 
these  specific  disorders  for  individuals  and  their  families.  We  pro- 
vide support  for  the  devastated  family  unit  in  finding  available  re- 
sources, and  above  all,  we  support  research  which  provides  hope  for 
these  families,  but  nothing  can  equal  federally  supported  research 
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and  research  grants  through  the  National  Institutes  of  Health  for 
the  ultimate  solution  of  these  rare  disorders. 

Your  recognition  of  this  need  in  the  past  and  at  this  critical  time 
in  the  present,  has  been  essential.  We  thank  you  for  this,  and  we 
thank  you  for  your  continued  support. 

[The  prepared  statement  of  Priscilla  Ciccariello  follows:] 
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TESTIMONY  FOR  THE  UNITED  STATES  HOUSE  OF  REPRESENTATIVES 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES  APPROPRIATIONS 


Mr.  Porter  and  members  of  the  Subcommittee,  the  members  of  the  Coalition  for 
Heritable  Disorders  of  Connective  Tissue  (CHDCT)  thank  you  for  the  opportunity 
to  provide  testimony  regarding  the  budget  of  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS). 

I  am  Priscilla  Ciccariello,  Chairperson  of  the  National  Marfan  Foundation  which  is 
a  charter  member  organization  of  the  Coalition  for  Heritable  Disorders  of 
Connective  Tissue  (CHDCT).  The  Coalition  is  an  umbrella  group  which 
represents  more  than  one  half  million  Americans  affected  by  heritable  disorders 
of  connective  tissue.  There  are  more  than  200  such  disorders  which  include 
names  most  of  us  have  never  heard  of  unless  or  until  a  family  member  is 
diagnosed  with  one  -  names  such  as  Ectodermal  Dysplasias,  Ehlers-Danlos 
Syndrome,  Epidermolysis  Bullosa,  Osteogenesis  Imperfecta,  Pseudoxanthoma 
Elasticum,  the  Chondrodystrophies,  and  Marfan  Syndrome,  to  name  some  of  the 
more  common  ones. 

The  CHDCT  was  founded  in  1988  in  order  to  bring  about  greater  awareness  and 
understanding  of  this  body  of  disorders  in  the  medical  professions  and  the  public 
at  large;  to  encourage  teaching  in  the  schools  training  health  practitioners  that 
will  help  them  to  identify,  diagnose,  and  treat  the  various  heritable  connective 
tissue  disorders;  and,  to  foster  and  support  research. 

My  husband  and  son  died  from  the  Marfan  syndrome  -  one  of  these  disorders  - 
and  I  have  two  other  sons  who  have  required  open-heart  surgery  to  extend  their 
lives,  as  well  as  two  affected  grandchildren.  The  Marfan  syndrome  affects  many 
organ  systems,  including  skeleton,  lungs,  eyes  and  the  heart  and  blood  vessels. 
This  disorder  affects  both  men  and  women  of  any  race  or  ethnic  group. 
Everyone  with  Marfan  syndrome  is  affected  a  bit  differently,  but  it  is  a  disabling 
and  life-threatening  condition. 

Approximately  40,000  Americans  are  affected  by  Marfan  syndrome,  but 
diagnosis  is  difficult,  since  up  to  now  there  is  no  simple,  accurate  test. 

In  1991,  the  gene  and  protein  that  are  defective  in  the  Marfan  syndrome  were 
first  identified.  It  was  determined  that  a  protein  called  fibrillin,  a  component  of  the 
body's  connective  tissue,  is  structurally  and  functionally  deficient  in  affected 
individuals,  allowing  normal  stresses  such  as  blood  pressure  to  weaken  various 
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structures  of  the  body  over  time.  The  impact  of  this  knowledge  has  been 
tremendous  and  immediate. 

First,  we  can  now  use  molecular  methods  to  diagnose  people  before  they  show 
any  signs  of  Marfan  syndrome.  In  this  way,  medical  therapies  can  be  used 
presumptively,  and  therefore  with  greater  therapeutic  benefit. 

Second,  many  individuals  who  are  at  risk  for  Marfan  syndrome  because  of  an 
affected  family  member  can  be  told  that  they  are  definitively  unaffected,  relieving 
tremendous  psychosocial  and  financial  burdens. 

Third,  we  are  beginning  to  understand  how  this  mutated  gene  causes  Marfan 
syndrome.  Such  information  is  sure  to  find  diagnostic  and  prognostic 
significance. 

Finally,  we  are  learning  that  mutations  in  this  same  gene  can  lead  to  other 
disorders  which  impose  an  even  greater  public  health  burden.  For  example, 
some  people  can  have  aortic  aneurysm  without  the  eye  and  skeletal  findings,  a 
disorder  which  accounts  for  up  to  2%  of  all  deaths  in  industrialized  countries. 

The  greatest  challenge  and  rewards  lie  in  front  of  us.  It  is  hoped  that  a  firm 
understanding  of  Marfan  syndrome  and  its  cause,  and  the  development  of 
relevant  animal  models,  will  allow  us  to  devise  novel  strategies  for  the  prevention 
and  cure  of  this  and  related  disorders  of  connective  tissue. 

Similar  exciting  advances  have  been  made  in  Dystrophic  Epidermolysis  Bullosa. 
Mutations  have  been  identified  in  several  families,  identifying  the  mutations  of  a 
specific  collagen  in  Dominant  Dystrophic  EB.  DNA-based  prenatal  diagnosis  can 
save  the  lives  of  babies  affected  with  EB  by  preparing  the  obstetric  delivery 
team.  Much  of  the  research  that  paved  the  way  for  these  and  other  advances 
has  been  supported  by  the  Committee. 

Ehlers-Danlos  is  a  group  of  disorders  affecting  the  connective  tissue, 
characterized  by  soft,  hyperextensible  skin,  and  joint  laxity.  Manifestations  are 
generally  found  in  the  skin,  joints,  and  circulatory  system,  but  the  degree  of 
severity  varies  from  type  to  type  of  EDS.  In  some  forms,  researchers  have 
detected  the  specific  gene  defect  and  the  resulting  molecular  alteration  has  been 
determined.  Researchers  are  able  to  use  that  knowledge  to  understand  how  the 
gene  abnormality  results  in  an  abnormal  protein  which  then  results  in  the  cause 
of  EDS. 


Osteogenesis  Imperfecta  (01)  is  characterized  by  bones  that  break  easily,  often 
from  little  or  no  apparent  cause.  Most  form6  of  01  are  the  result  of  imperfectly 
formed  bone  collagen,  the  consequence  of  a  genetic  defect.  Biochemical 
research  centers  around  the  use  of  hormones  or  other  chemical  agents  intended 
to  strengthen  the  bone.  Molecular  research  is  directed  toward  determining  the 
causes  for  the  abnormal  formation  of  collagen    Gene  therapy's  goal  is  to  bring 
about  a  biochemical  change  in  the  process  of  making  collagen. 

Pseudoxanthoma  Elasticum  affects  all  the  elastic  fibers  of  the  body.  One  of  the 
complications  is  the  loss  of  central  vision  in  the  eyes.  Research  has  focused  on 
the  elastic  tissue  and  its  role  in  the  connective  tissue. 

Ectodermal  Dysplasias  are  a  group  of  over  150  genetic  disorders  Identified  by 
abnormalities  In  two  of  more  derivatives  of  the  ectoderm.  Researchers  have 
localized  the  genetic  abnormalities  of  X-llnked  hypohidrotic  ectodermal  dysplasia 
to  a  specific  region  on  the  X  chromosome  and  can  now  predict  the  probability 
that  a  female  is  a  carrier  of  the  syndrome  through  DNA  analysis. 

Many  exciting  discoveries  have  been  occurring  in  the  Chondrodysplasias.  After 
years,  the  gene  has  been  identified  for  achondroplasia  -  one  of  the  most 
common  forms  of  dwarfism.  This  condition,  caused  by  a  gene  mutation  early  in 
fetal  development,  occurs  in  one  of  every  20,000  births.  Following  upon  this 
discovery  was  the  identification  of  the  gene  mutation  for  dystrophic  dwarfism,  a 
recessive  form.  Additional  positive  research  Is  being  directed  toward  the  goal  of 
alleviating  orthopaedic,  neurological  and  respiratory/pulmonary  conditions  which 
can  be  lethal  and  have  only  partially  effective  surgical  interventions. 

The  advances  in  genetic  research  to  date  bring  hope  to  the  many  individuals  and 
families  affected  by  heritable  disorders  of  connective  tissue.  Yet  more  dollars 
are  needed  to  continue  the  momentum  necessary  to  understand  these  complex 
disorders  and  to  translate  molecular  findings  into  practical  therapies. 

Last  year  this  Committee  recommended  the  sponsorship  of  a  Workshop  on 
Heritable  Disorders  of  Connective  Tissue  as  a  follow-up  to  an  earlier  workshop 
held  several  years  ago.  This  workshop  will  be  critical  in  helping  to  translate 
current  basic  research  findings  into  practical  clinical  investigations,  will  serve  as 
a  forum  for  scientists  involved  in  connective  tissue  research,  and  will  also  enable 
the  participants  to  focus  on  and  recommend  the  best  directions  for  future 
studies.  It  will  promote  collaborations  in  the  best  interests  of  science  and 
humanity. 


We  believe  strongly  that  collaborations  and  research  will  find  the  answers  to 
Marfan  syndrome  and  other  heritable  disorders  of  connective  tissue,  making  a 
vital  difference  in  lives  -  maybe  not  of  my  sons  -  but  certainly  In  the  lives  of  my 
grandchildren  and  In  the  lives  of  the  thousands  of  families  affected  with  these 
disorders. 

The  Coalition  of  Heritable  Disorders  of  Connective  Tissue  is  also  a  member  of 
the  NIAMS  Coalition  which  Includes  some  40  organizations.  In  endorsing  the 
recommendations  of  the  NIAMS  Coalition,  we  respectfully  urge  Congress  to 
invest  in  conquering  crippling,  chronic  and  sometimes  fatal  diseases  by  providing 
a  budget  of  $271  million  for  the  National  Institute  of  Arthritis,  Musculoskeletal  and 
Skin  Diseases,  as  recommended  in  the  Professional  Judgment  Budget  of 
NIAMS.  This  amount  would  allow  for  a  30%  success  rate  in  grant  funding.  This 
will  support  more  meritorious  approved  research  grants,  provide  more  research 
training  and  career  development  for  future  investigators,  conduct  urgently 
needed  new  clinical  trials,  and  expand  the  intramural  and  extramural  research 
programs  now  underway. 

Without  this  Investment  In  essential  research,  the  economic  burden  to  this 
country  will  increase  over  its  already  staggering  costs.  For  example,  the 
diseases  which  fall  within  the  realm  of  the  National  Institute  for  Arthritis 
Musculoskeletal  and  Skin  Diseases  cost  this  country  more  than  $100  Billion  per 
year;  are  the  most  common  causes  of  chronic  illness  in  the  U.S.;  are  the  leading 
cause  of  time  lost  from  work;  are  the  most  common  causes  of  Social  Security 
disability;  and,  account  for  20%  of  homebound  individuals. 

Many  of  these  disorders,  although  incurable,  are  treatable.  We  stand  on  the 
edge  of  an  extraordinary  time.  The  discoveries  of  the  past  few  years  provide  a 
promise  that  is  breathtaking  to  people  such  as  myself,  who  lived  with  Marfan 
syndrome  for  the  past  25  years  before  the  molecular  breakthroughs  we  speak  of 
today. 

Research  will  lead  to  treatments  and  preventions  that  will  stop  this  tragic 
economic  and  social  drainage  of  money  and  spirit  and  will  permit  thousands  of 
children  and  adults  to  realize  their  full  potential  as  Americans.  The  American 
dream,  for  those  with  genetic  disorders,  can  be  attainable  if  we  support  the  high 
quality  of  research  that  is  currently  underway. 

All  the  member  organizations  of  the  Coalition  for  Heritable  Disorders  of 
Connective  Tissue  and  the  patients  and  families  they  represent,  join  me  in 
thanking  this  Committee  and  Congress  for  continuing  support  of  research  on 
heritable  disorders  of  connective  tissue. 
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Mr.  Bonilla.  Thank  you  for  being  with  us  this  morning,  Ms. 
Ciccariello.  We  appreciate  the  information  you  are  providing. 

Thank  you. 

Ms.  Pelosi.  I  might  add,  Mr.  Chairman,  if  I  may,  thank  you  so 
much  for  your  courage  in  coming  forth  and  sharing  your  history  of 
your  family  with  us  as  well  as  the  work  that  you  have  done  to  ad- 
vance this  cause. 

As  a  mother  myself,  I  am  just  amazed  at  how  you  have  coped 
with  this  and  how  you  have  had  the  courage  to  help,  hopefully, 
your  sons  and  grandchildren,  but  also  others  as  well,  so  we  are  all 
grateful  to  you. 

Ms.  Ciccariello.  Thank  you  for  those  comments. 

I  want  to  say  the  advocacy  that  I  am  able  to  do  and  the  privilege 
of  being  able  to  work  with  you  on  this  has  enabled  my  life  to  have 
meaning  and  improve  our  status. 

Mr.  Bonilla.  Thank  you,  Ms.  Pelosi. 

Ms.  Pelosi.  Thank  you,  Mr.  Chairman. 


Thursday,  February  2,  1995. 

WITNESS 
ANTHONY  COLE,  HAYMARKET  HOUSE 

Mr.  Bonilla.  Next  we  have  Mr.  Anthony  Cole  with  Haymarket 
House. 

Mr.  Cole.  Good  morning  to  the  subcommittee. 

I  want  to  thank  Mr.  Bonilla  for  providing  us  the  opportunity  to 
appear  before  your  subcommittee  this  morning. 

My  name  is  Anthony  Cole,  I  am  the  Deputy  Executive  Director 
of  Haymarket  House.  As  you  may  or  may  not  know,  Haymarket 
House  is  a  comprehensive  substance  abuse  treatment  center  on  the 
near  west  side  of  Chicago.  We  were  founded  in  1975  by  Monsignor 
Ignatius  McDermott. 

During  the  past  20  years,  we  have  served  the  drug  abuse  treat- 
ment needs  of  individuals  throughout  the  Chicago  metropolitan 
area.  We  have  developed  several  unique  programs  to  address  the 
needs  of  high-risk  females  and  high-risk  youth  of  drug  abusing  par- 
ents. In  fact,  over  300  drug-free  babies  have  been  born  as  a  result 
of  Haymarket  House's  efforts. 

Haymarket  currently  offers  comprehensive  and  integrated  treat- 
ment services  on  the  average  of  10,000  clients  annually.  We  are  the 
third  largest  drug  treatment  center  in  the  State  of  Illinois. 

I  appear  today  to  provide  Haymarket  House  perspective  on  Fed- 
eral policy  regarding  prevention  and  treatment  of  drug  abuse.  I  will 
also  provide  a  status  reported  on  Haymarket's  ongoing  efforts  to  be 
innovative  and  effective  in  our  programming. 

The  estimated  cost  of  drug  abuse  to  our  society  is  $165  billion 
annually.  Drug  abuse  is  related  to  the  AIDS  epidemic,  to  crime, 
and  to  violence,  to  unemployment,  and  to  homelessness. 

In  1992,  Congress  asked  the  Office  of  Technology  Assessment  to 
identify  the  root  causes  of  drug  abuse.  The  OTA  report  released 
last  September  concluded  there  are  no  universal  root  causes  of 
drug  abuse.  The  OTA,  however,  identified  three  sets  of  necessary 
preconditions  for  drug  abuse.  These  include:  number  one,  genetic 
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factors,  number  two,  availability,  and  number  three,  use  and  tran- 
sition to  abuse  and  dependency. 

Federal  policy  should  address  all  three  of  the  preconditions  to 
drug  abuse  identified  by  OTA.  Federal  policy  to  curb  drug  abuse 
should  focus  on  prevention  and  treatment  resources  on  individuals 
genetically  predisposed  to  become  users  and  on  drug  users  on  the 
path  to  become  abusers. 

Drug  abuse  prevention  and  treatment  helps  drug  abusers  become 
productive  members  of  society.  Drug  abuse  prevention  and  treat- 
ment is  highly  cost-effective.  From  1992  to  1994,  the  State  of  Cali- 
fornia conducted  a  comprehensive  analysis  of  its  drug  abuse  pre- 
vention and  treatment  system.  It  concluded  that  for  every  $1.00  in- 
vested in  treatment  the  California  taxpayers  received  $7.00  in  sav- 
ings. 

The  experience  in  California  is  not  isolated.  Public  interest  and 
prevention  in  treatment  does  yield  quantifiable  savings  to  society. 
In  order  to  become  even  more  cost-effective  with  limited  public  re- 
sources, the  treatment  community  needs  to  develop  what  is  called 
a  continuum  of  care.  This  continuum  is  the  integration  of  drug 
abuse  prevention,  drug  abuse  treatment  with  health  care  services, 
day  care,  parent  training,  vocational  education  and  job  placement. 

This  integration  of  services  will  help  treatment  centers  like 
Haymarket  House  to  improve  their  prevention  and  treatment  serv- 
ices and  consequently  increase  the  rate  of  savings  to  taxpayers. 
This  continuum  of  care  will  enable  the  treatment  community  to 
help  more  addicts  to  become  productive  members  of  society  more 
quickly. 

In  order  for  prevention  and  treatment  agencies  to  develop  a  con- 
tinuum of  care,  Federal  Executive  Branch  agencies  involved  in 
drug  abuse  treatment  and  related  services  must  improve  their  co- 
ordination. There  is  currently  insufficient  collaboration  between 
NIDA,  CSAP,  the  Center  for  Substance  Abuse  Prevention,  CSAT, 
the  Center  for  Substance  Abuse  Treatment,  and  CDCP.  We  urge 
this  committee  to  require  greater  coordination  among  these  agen- 
cies. 

In  addition,  the  Federal  Government  needs  to  target  its  limited 
prevention  and  treatment  resources  toward  high-risk  populations, 
such  as  pregnant  women  and  the  children  of  drug-abusing  parents. 
What  the  OTA  report  recommends  Haymarket  and  many  other  cen- 
ters are  already  doing  and  need  to  do  more  of.  The  treatment  com- 
munity needs  continued  Federal  support  to  help  meet  the  over- 
whelming demand  for  services.  We  have  over  400  people  on  our 
waiting  list  at  Haymarket  House,  we  receive  over  200  calls  a  day. 

Nationwide,  there  are  an  estimated  100,000  people  on  waiting 
lists  for  publicly  funded  drug  treatment.  As  the  treatment  commu- 
nity works  to  adapt  to  the  reality  of  reduced  Federal  resources,  we 
ask  Congress  to  require  executive  branch  agencies  to  better  coordi- 
nate the  programs  and  to  allow  local  treatment  centers  such  as 
Haymarket  House  to  become  more  innovative  in  their  use  of  Fed- 
eral dollars. 

We  request  that  you  help  us  create  a  continuum  of  care  for  indi- 
viduals with  drug  abuse  problems  so  those  individuals  can  address 
their  problems  more  quickly  and  more  completely.  Haymarket 
House  appreciates  the  opportunity  to  be  represented  here  today. 


Thank  you  very  much,  Mr.  Porter. 

[The  prepared  statement  of  Anthony  Cole  follows:] 
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Thank  you,  Chairman  Porter,  for  providing  me  with  the  opportunity  to  appear  before 
your  Subcommittee  this  morning. 

My  name  is  Anthony  Cole  and  I  am  Deputy  Executive  Director  of  Haymarket  House. 
As  you  know,  Haymarket  House  is  a  comprehensive  substance  abuse  treatment  center 
on  the  Near  West  Side  of  Chicago.  We  were  founded  in  1975  by  Monsignor  Ignatius 
McDermott,  to  whom  we  all  fondly  refer  as  "Father  Mac."  During  the  past  twenty  years 
we  have  served  the  drug  abuse  treatment  needs  of  individuals  throughout  the  Chicago 
metropolitan  area.  We  have  developed  several  unique  programs  to  address  the  needs 
of  high-risk  females  and  the  high  risk  youth  of  drug  abusing  parents.  Haymarket 
currently  offers  comprehensive  and  integrated  treatment  services  to  an  average  of  10,000 
clients  annually.  We  are  the  third  largest  drug  abuse  treatment  center  in  the  State  of 
Illinois. 

I  appear  today  to  provide  Haymarket's  perspective  on  federal  policy  regarding  the 
prevention  and  treatment  of  drug  abuse.  I  will  also  provide  a  status  report  on 
Haymarket's  ongoing  efforts  to  be  innovative  and  effective  in  our  programming. 

The  estimated  cost  of  drug  abuse  to  our  society  is  $165  billion  annually.  Drug  abuse  is 
related  to  the  AIDs  epidemic,  to  crime  and  to  violence,  to  unemployment  and  to 
homelessness. 

In  1992,  Congress  asked  the  Office  of  Technology  Assessment  (OTA)  to  identify  the  root 
causes  of  drug  abuse.  The  OTA  report,  released  last  September,  concluded  that  there 
are  no  root  causes  of  drug  abuse  that  apply  universally.  OTA,  however,  identified 
three  sets  of  necessary  preconditions  for  drug  abuse.  These  include  (1)  genetic  factors, 
(2)  availability  and  (3)  use  and  transition  to  abuse  and  dependency. 

Federal  policy  should  address  all  three  of  the  preconditions  to  drug  abuse  identified  by 
OTA.  Unfortunately,  during  the  past  decade  federal  policy  has  concentrated 
predominately  on  preventing  availability  of  drugs  through  interdiction  and  sanctions. 
Future  federal  policy  to  curb  drug  abuse  should  focus  prevention  and  treatment 
resources  on  individuals  genetically  predisposed  to  become  users,  and  on  drug  users  on 
the  path  to  becoming  abusers. 

Drug  abuse  prevention  and  treatment,  properly  coordinated  and  properly  directed, 
works  to  help  drug  abusers  become  productive  members  of  society.  Drug  abuse 
prevention  and  treatment  is  highly  cost-effective.  From  1992  to  1994,  the  State  of 
California  conducted  a  comprehensive  .  nalysis  of  its  drug  abuse  prevention  and 
treatment  system.  It  concluded  that  for  every  dollar  invested  in  treatment  the  California 
taxpayer  received  $7  in  savings.  These  saving  were  to  be  found  from  a  decrease  in 
criminal  activities  and  a  decrease  in  hospitalizations.  Approximately  one  half  the  cost 
of  treating  drug  abuse  is  offset  within  one  year  by  the  subsequent  reductions  in  the  use 
of  medical  services  by  the  abuser  and  his/her  family. 
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The  experience  in  California  is  not  isolated.     Public  investment  in  prevention  and 

treatment  does  yield  quantifiable  savings  to  society.  Why,  then,  has  federal  policy 

considered  drug  abuse  prevention  and  treatment  a  lower  priority  than  reducing 
availability? 

The  drug  abuse  prevention  and  treatment  community  can  and  should  do  a  better  job 
serving  their  clients  using  the  limited  available  federal  resources.  In  order  to  do  a  better 
job,  however,  federal  policy  related  to  prevention  and  treatment  must  become  more 
coherent  and  better  coordinated. 

The  treatment  community  needs  to  develop  what  is  called  a  "continuum  of  care."  This 
"continuum"  is  the  integration  of  drug  abuse  prevention,  drug  abuse  treatment,  health 
services,  day  care,  parent  training,  vocational  education,  and  job  placement.  This 
integration  of  services  will  help  treatment  centers  like  Haymarket  to  improve  their 
prevention  and  treatment  services  and  consequently  to  increase  the  rate  of  savings  to 
taxpayers.  This  "continuum  of  care"  will  enable  the  treatment  community  to  help  more 
addicts  become  productive  members  of  society  more  quickly. 

In  order  for  prevention  and  treatment  agencies  to  develop  a  "continuum  of  care"  federal 
Executive  Branch  agencies  involved  in  drug  abuse  treatment  and  related  services  must 
improve  their  coordination.  There  is  currently  insufficient  collaboration  between  NIDA, 
CSAP,  CSAT  and  CDCP.  We  urge  this  Committee  to  encourage  greater  coordination 
among  these  agencies. 

In  addition,  the  federal  government  needs  to  target  its  limited  prevention  and  treatment 
resources  towards  high  risk  populations  such  as  pregnant  women  and  the  children  of 
drug  abusing  parents.  What  the  OTA  report  recommends,  Haymarket  and  many  other 
treatment  centers  are  already  doing. 

Nationwide  there  are  an  estimated  one  hundred  thousand  people  on  waiting  lists  for 
publicly  funded  drug  treatment.  Most  of  these  individuals  will  have  to  wait  up  to  six 
months  before  being  placed  in  a  program.  At  Haymarket  alone  we  have  a  waiting  list 
of  more  than  400  and  on  an  average  day  we  receive  over  200  calls  from  people  seeking 
treatment.  To  begin  to  establish  a  "continuum  of  care,"  Haymarket  has  formed  a 
"Waiting  Group"  program  as  a  safety  net  for  individuals  seeking  space  in  one  of  our 
programs.  This  "Waiting  Group"  program  is  an  example  of  a  local  innovation  which 
does  not  appear  to  fit  into  any  existing  federal  treatment  or  prevention  program  model. 

Haymarket  House  recognizes  that  this  Committee's  focus  will  be  on  getting  more  bang 
for  the  federal  buck.  The  treatment  community  must  view  this  new  focus  as  both  a 
challenge  and  an  opportunity. 
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The  treatment  community  needs  continued  federal  support  to  help  meet  the 
overwhelming  demand  for  services.  I  recognize,  Chairman  Porter,  that  this 
Subcommittee  cannot  shift  funds  from  interdiction  to  pay  for  treatment.  I  also  recognize 
that  this  Subcommittee  receives  no  credit  or  benefit  from  savings  to  the  Medicaid 
program  resulting  from  increased  appropriations  for  treatment.      This  is  unfortunate. 

As  the  treatment  community  works  to  adapt  to  meet  the  challenges  of  the  reality  of 
reduced  federal  resources,  we  ask  that  Congress  require  executive  branch  agencies  to 
better  coordinate  their  programs  and  to  allow  local  treatment  centers  such  as  Haymarket 
House  to  be  more  innovative  in  their  use  of  federal  dollars.  We  request  that  you  help 
us  create  a  "continuum  of  care"  for  individuals  with  drug  abuse  problems  so  that  those 
individuals  can  address  their  problems  more  quickly  and  completely.  Those  problems 
include  drug  abuse,  family  disintegration,  lack  of  education  and  lack  of  employment 
opportunity.  The  "continuum  of  care"  requires  the  involvement  of  a  variety  of  federal 
agencies,  most  importantly  the  three  Departments  under  this  Si  'committee's 
jurisdiction. 

Haymarket  House  appreciates  the  opportunity  to  be  represented  here  today.  Thank  you. 
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Mr.  Porter  [presiding].  Mr.  Cole,  I  did  not  realize  you  were  com- 
ing in  today.  It  is  good  to  see  you.  I  very  much  enjoyed  my  visit 
to  Haymarket  House  last  October,  and  I  hope  you  will  send  my  re- 
gards to  Father  Mac. 

Mr.  Cole.  Certainly  will. 

Mr.  Porter.  I  have  a  question  for  you. 

Mr.  Cole.  Sure. 

Mr.  Porter.  When  I  was  there  visiting,  I  asked  your  executive 
director  what  the  definition  of  success  was,  and  he  said  that  the 
definition  of  success  is  when  an  individual  calls  seeking  services 
and  that  means  that  that  individual  recognizes  they  have  a  prob- 
lem. Is  that  generally  the  definition  of  success  out  there  in  all  other 
programs  or  is  that  unique  to  Haymarket  House? 

Mr.  Cole.  That  is  no  way  unique  to  Haymarket  House.  We  in 
the  treatment  profession  understand  that  the  denial  is  the  biggest 
problem  that  is  facing  people.  They  have  to  acknowledge  and  accept 
that  they  have  a  problem  before  they  can  begin  to  seek  out  help 
for  the  problem. 

I  want  to  speak  on  that  a  little  bit  more.  He  was  speaking  clearly 
in  human  terms.  Despite  all  my  discussion  about  return  on  invest- 
ment, this  is  a  very  human  business,  it  is  a  very  human  problem. 
Most  people  who  work  at  Haymarket  House  do  it  to  help  people 
with  problems,  not  to  save  money  for  society. 

In  my  judgment,  our  success  is  recognition  is  total  treatment  of 
the  individual's  problem.  Sometimes  the  problem  can't  be  com- 
pletely treated  without  family  counseling,  psychiatric  help,  job 
training,  and  employment.  Success,  in  my  opinion,  is  each  transi- 
tional step  an  individual  takes  to  get  off  of  drugs  and  become  a  pro- 
ductive member  of  society.  That  is  why  the  continuum  of  care,  es- 
pecially the  integration  of  health  service  in  treatment  is  so  critical. 

Mr.  Porter.  We  very  much  appreciate  your  coming  to  testify  this 
morning. 

Thank  you  for  your  good  testimony  and  again  send  my  regards 
to  Father  Mac,  if  you  will. 

Mr.  Cole.  Certainly.  Thank  you  very  much. 

Mr.  Porter.  Thank  you. 

I  understand  in  my  absence  that  we  had  Dr.  Rymer  from  the  Re- 
habilitation Institute.  I  am  sorry  I  missed  him.  This  is  Chicago  day 
before  the  subcommittee. 


Thursday,  February  2,  1995. 

witnesses 

ed  farmer  and  dan  larson,  pkr  foundation 

Mr.  Porter.  Our  next  witness  is  Ed  Farmer,  a  former 

Ms.  Pelosi.  Mr.  Chairman,  every  day  is  Chicago  day. 
Mr.  Porter.  I  am  glad  you  noted  that. 

Our  next  witness  is  Ed  Farmer,  a  former  all-star  pitcher  for  the 
Chicago  White  Sox.  He  is  here  to  testify  for  the  PKR  Foundation. 
And  Mr.  Farmer  it  is  good  to  welcome  you. 
Mr.  Farmer.  Hi,  Mr.  Chairman,  good  to  be  here. 
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Mr.  Larson.  Good  morning,  Mr.  Chairman,  Members  of  the  com- 
mittee. My  name  is  Dan  Larson.  It  is  my  privilege  to  serve  as  the 
President  of  the  Polycystic  Kidney  Research  Foundation. 

The  PKR  Foundation  is  the  only  organization  worldwide  solely 
devoted  to  supporting  programs  of  research  into  the  cause,  cure 
and  treatment  of  polycystic  kidney  disease.  Our  organization  rep- 
resents more  than  600,000  Americans  and  5  million  people  world- 
wide afflicted  with  this  disorder. 

Polycystic  kidney  disease  or  PKD,  as  it  is  more  commonly  called, 
is  the  most  prevalent  life-threatening  genetic  disease  in  the  United 
States.  It  is  two  times  more  common  than  multiple  sclerosis,  10 
times  more  common  than  sickle  cell  anemia,  15  times  more  com- 
mon than  cystic  fibrosis,  and  20  times  more  common  than  Hunting- 
ton's disease,  and  there  is  no  known  treatment  or  cure. 

PKD  is  not  selective.  It  strikes  both  children  at  birth,  which  is 
usually  fatal,  and  adults  in  the  prime  of  life,  both  male  and  female. 
If  you  have  PKD,  your  children  have  a  50  percent  chance  of  inher- 
iting it.  Disease  progression  generates  end-stage  renal  disease  in 
approximately  50  percent  of  all  PKD  patients,  requiring  either  dial- 
ysis or  a  kidney  transplant  to  survive. 

Each  year  in  the  United  States  more  than  1,000  people  die  di- 
rectly from  PKD,  and  in  excess  of  2,000  additional  cases  of  PKD 
result  from  it. 

Sitting  next  to  me  is  Ed  Farmer.  You  may  know  Ed  from  seeing 
him  pitch  as  an  all-star  Major  League  baseball  player  or  from  lis- 
tening to  him  on  radio  when  he  provides  color  commentary  during 
Chicago  White  Sox  games.  What  you  may  not  know  about  Ed  is 
both  he  and  his  eight  brothers  and  sisters  were  robbed  of  their 
mother's  life  when  she  died  of  polycystic  kidney  disease  at  age  39. 
Out  of  the  nine  children,  his  mother  gave  birth  to,  six  of  them  car- 
ried the  defective  gene.  As  a  result,  Ed  has  inherited  polycystic  kid- 
ney disease. 

Mr.  Farmer.  Well,  I  will  tell  you,  as  Dan  mentioned,  I  have 
PKD,  along  with  six  of  my  brothers  and  sisters.  You  may  find  it 
hard  to  believe  that  less  than  10  years  ago,  1988,  I  was  on  my 
deathbed  and  three  days  away  from  dying  of  polycystic  kidney  dis- 
ease. If  it  weren't  for  dialysis  and  kidney  transplantation,  I  would 
not  be  here  today  before  you  and  able  to  share  my  life  with  my  lov- 
ing wife  and  loving  daughter. 

What  Dan  and  I  want  to  convey  to  each  of  you  is  that  with  con- 
tinued support  of  the  National  Institutes  of  Health,  specifically 
through  the  National  Institute  of  Diabetes  and  Digestive  and  Kid- 
ney Disease,  we  will  conquer  PKD.  By  gaining  more  financial  sup- 
port for  the  NIDDK  and  PKD  research,  first  we  will  prevent  need- 
less deaths  like  that  of  my  mother.  Second,  we  will  prevent  the 
pain  and  suffering  of  hundreds  of  thousands  of  PKD  patients  in  the 
United  States,  and  millions  of  PKD  patients  worldwide.  And  third 
we  will  save  taxpayers  billions  of  dollars  the  Federal  Government 
now  spends  in  paying  for  the  care  of  PKD  patients  through  medi- 
care. 

We  hope  you  will  become  aware  of  the  disparaging  discrepancy 
between  how  much  money  the  Federal  Government  spends  reacting 
to  caring  for  people  with  this  disease  and  how  much  more  money 
needs  to  be  spent  proactively  seeking  a  cure  for  PKD. 
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Currently,  the  Federal  Government  spends  nearly  $1  billion  each 
year  on  medicare  dialysis,  transplantation,  and  related  treatments 
of  polycystic  kidney  disease.  However,  there  is  surprising  few  dol- 
lars spent  on  PKD  research. 

As  former  Surgeon  General  C.  Everett  Koop  has  said,  research 
costs  are  cheaper  than  treating  diseases.  Dan  and  I  strongly  agree 
with  Dr.  Koop.  We  hope  you  will,  too,  and  vote  to  support  increased 
funding  for  the  NIH  and  medical  research  into  the  cause,  cure,  and 
treatments  of  polycystic  kidney  disease. 

To  better  understand  PKD  and  the  magnitude  of  what  we  face, 
Dan  is  holding  up  a  picture  that  may  help.  You  are  looking  at  both 
a  normal  kidney,  a  human  kidney,  and  a  polycystic  kidney.  As  you 
can  see,  a  normal  kidney  is  about  the  size  of  one's  fist.  However, 
with  PKD  you  can  see  it  is  considerably  larger.  With  PKD  hun- 
dreds of  fluid-filled  cavities  or  cysts  form  in  kidneys.  This  disrupts 
the  kidney's  ability  to  perform  its  function  of  removing  toxins  from 
the  body.  The  liver,  heart,  brain,  colon,  pancreas,  and  abdomen 
may  also  be  affected,  aneurysms  can  form  in  strategic  blood  ves- 
sels. Polycystic  kidneys  can  grow  to  be  the  size  of  a  football  or  larg- 
er. 

My  brother  Danny  had  both  of  his  polycystic  kidneys  removed. 
They  weighed  12  pounds  each.  Some  PKD  kidneys  grow  to  be  more 
than  30  pounds.  In  fact,  the  largest  PKD  kidney  ever  removed  was 
32  pounds. 

Dialysis  and  transplantation  are  commonly  believed  to  be  effec- 
tive treatments,  and  they  are.  Although  it  is  true  they  are  thera- 
pies that  are  lifesaving,  they  are  certainly  not  the  cure,  and  many 
people  suffer  from  numerous  complications  associated  with  these 
treatments. 

We  are  delighted  to  report  that  the  scientific  community  is  now 
rapidly  moving  forward  toward  the  goal  of  discovering  a  treatment 
and  cure  for  PKD.  In  1994,  four  major  research  breakthroughs  oc- 
curred. Number  one,  experimental  treatments  with  drugs  have  pro- 
duced promising  results  in  halting  the  progression  of  PKD  in  lab- 
oratory animals.  Number  two,  the  gene  for  recessive  PKD  has  been 
isolated  to  chromosome  No.  6;  number  three,  a  PKR  Foundation 
supported  researcher  at  Albert  Einstein  College  of  Medicine  has 
uncovered  a  third  strain  of  PKD;  and  fourth,  most  importantly,  re- 
searchers have  identified  and  cloned  the  PKD-1  gene  that  is  re- 
sponsible for  90  percent  of  PKD  cases. 

The  discovery  and  characterization  of  the  PKD-1  gene  on  chro- 
mosome 16  has  revolutionized  the  study  of  this  disorder,  and  we 
have  taken  a  quantum  leap  forward  for  the  eventual  discovery  and 
cure.  We  thank  you  for  your  commitment  to  win  the  war  over  PKD 
and  urge  you  to  increase  the  support  of  NIDDK  of  the  NIH. 

We  would  now  like  to  respond  to  any  questions  you  may  have, 
Mr.  Chairman.  It  has  certainly  been  a  pleasure  to  be  here  today. 

[The  prepared  statement  of  the  PKR  Foundation  follows:] 
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PKR  Foundation  Statement 

10  a.m.  Presentation 

(Pan  Larson.  PKR  Foundation  President,  Mttaks;) 


Good  morning.   My  name  is  Dan  Larson.   I  am  President  of  the  Polycystic  Kidney 
Research  Foundation.   The  PKR  Foundation  is  the  only  otyap'^^^i  ggjdjade,  solely 
devoted  to  supporting  programs  of  research  into  the  cause,  cure  and  treatment  of  polycystic 
kidney  disease.  Our  organization  represents  more  than  600,000  Americans  and  five  million 
people  worldwide  afflicted  with  this  disorder. 

Polycystic  kidney  disease  or  ■PKD",  as  it  is  more  commonly  called,  is  the  most 
prevalent,  life-threatening  genetic  disease  in  the  United  States.  It  is  two  times  more  common 
than  multiple  sclerosis,  ten  times  more  common  than  sickle  cell  anemia,  fifteen  times  more 
common  than  cystic  fibrosis,  and  twenty  times  more  common  than  Huntington's  disease... and 
THERE  IS  NO  KNOWN  TREATMENT  OR  CURE! 

PKD  is  not  selective;  it  strikes  both  children  at  birth,  which  is  usually  fatal,  and 
adults  in  the  prime  of  life,  both  male  and  female.   If  you  have  PKD,  your  children  have  a 
fifty  percent  chance  of  inheriting  it  Disease  progression  generates  end-stage  renal  disease  in 
approximately  fifty  percent  of  all  PKD  patients,  requiring  either  dialysis  or  a  kidney 
transplant  to  survive.  Each  year  in  the  United  States,  more  than  one  thousand  people  die 
from  PKD  and  in  excess  of  2,000  additional  cases  of  kidney  failure  result  from  it. 

Sitting  next  to  me  is  Ed  Farmer.   You  may  know  Ed  from  seeing  him  pitch  as  an  All- 
Star,  major-league  baseball  player  or  from  listening  to  him  on  radio  when  he  provides  color 
commentary  during  Chicago  White  Sox  games.  What  you  may  not  know  about  Ed  is  that 
both  he  and  his  eight  brothers  and  sisters  were  robbed  of  their  mother's  life  when  she  died 
of  polycystic  kidney  disease  at  age  39.  Out  of  the  nine  children  his  mother  gave  birth  to,  six 
of  them  carry  the  defective  gene.  As  a  result,  Ed  has  inherited  Polycystic  Kidney  Disease. 
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(Ed  Farmer.  PKD  patient,  speaks:^ 

As  Dan  mentioned,  I  have  PKD  along  with  6  of  my  brothers  and  sisters.    You  may 
find  it  hard  to  believe  that  in  1988,  less  than  10  years  ago,  I  was  on  my  death  bed  and  3- 
days  away  from  dying  of  PKD.   If  it  weren't  for  dialysis  and  a  kidney  transplant,  I  would 
not  be  before  you  today  or  be  able  to  share  life  with  my  loving  wife  and  daughter. 

What  Dan  and  I  want  to  convey  to  each  of  you  is  that,  with  continued  support  of  the 
National  Institutes  of  Health,  specifically  through  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Disease,  we  will  conquer  PKD. 

By  gaining  more  financial  support  for  the  NIDDK  and  PKD  research: 

FIRST  -  we  will  prevent  needless  deaths,  like  that  of  my  mother; 

SECOND  -  we  will  prevent  the  pain  and  suffering  of  hundreds  of  thousands  of 
PKD  patients  in  the  United  States  and  the  millions  of  PKD  patients  around  the 
globe; 

AND  THIRD  -  we  will  save  taxpayers  billions  of  dollars  that  the  Federal 
Government  now  spends  in  paying  for  the  care  of  PKD  patients  through 
Medicare. 

We  hope  you  will  become  aware  of  the  disparaging  discrepancy  between  how  much 
money  the  Federal  Government  spends  reacting  to  caring  for  people  with  this  disease  and 
how  much  more  money  needs  to  be  spent  proactively  seeking  a  cure  for  PKD.   Currently, 
the  Federal  Government  spends  nearly  one  billion  dollars  each  year  on  Medicare  dialysis, 
transplantation,  and  related  treatments  of  polycystic  kidney  disease,  however  there  are 
surprisingly  few  dollars  spent  on  PKD  research. 

As  former  Surgeon  General  C.  Everett  Koop  has  said,  "Research  costs  are  cheaper 
than  treating  diseases."   Dan  and  I  strongly  agree  with  Dr.  Koop;  we  hope  you  will  too  and 
will  vote  to  support  increased  funding  for  the  NIH  and  medical  research  into  the  cause,  cure 
and  treatments  of  polycystic  kidney  disease. 

To  better  understand  PKD  and  the  magnitude  of  what  we  face,  the  picture  Dan  is 
holding  may  help: 
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You  are  looking  at  both  a  normal,  human  kidney  and  a  polycystic  kidney.   As  you 
can  see,  a  normal  kidney  is  about  the  size  of  a  person's  fist.   However,  with  PKD,  hundreds 
of  fluid  filled  cavities  or  cysts  form  in  the  kidneys.   This  disrupts  the  kidney's  ability  to 
perform  its  function  of  removing  toxins  from  the  body.   The  liver,  heart,  brain,  colon, 
pancreas  and  abdomen  may  also  be  affected  and  aneurysms  can  form  in  strategic  blood 
vessels. 

Polycystic  kidneys  can  grow  to  be  the  size  of  a  football  or  larger.  When  my  brother, 
Danny,  had  both  of  his  polycystic  kidneys  removed,  they  weighed  twelve  pounds  each;  some 
PKD  kidneys  grow  to  be  more  than  thirty  pounds  in  size! 

Dialysis  and  transplantation  are  commonly  believed  to  be  effective  treatments. 
Although  it  is  true  that  these  therapies  are  lifesaving,  they  certainly  are  not  curative,  and 
many  people  suffer  from  numerous  complications  associated  with  these  treatments. 

We  are  delighted  to  report  that  the  scientific  community  is  now  rapidly  moving 
toward  the  goal  of  discovering  a  treatment  and  cure  for  PKD.   In  1994,  four  major  research 
breakthroughs  occurred: 

1)  Experimental  treatments  with  drugs  have  produced  promising  results  in  halting 
the  progression  of  PKD  in  laboratory  animals. 

2)  The  gene  for  recessive  PKD  has  been  isolated  to  chromosome  6. 

3)  A  PKR  Foundation  supported  researcher  at  Albert  Einstein  College  of 
Medicine  has  uncovered  a  third  strain  of  PKD. 

4)  And  most  importantly,  researchers  have  identified  and  cloned  the  PKD-1 
gene  that  is  responsible  for  ninety  percent  of  all  PKD  cases. 

The  discovery  and  characterization  of  the  PKD-1  gene  on  chromosome  16  has 
revolutionized  the  study  of  this  disorder  and  has  taken  a  quantum  leap  forward  in  the 
eventual  discovery  of  a  cure. 

We  thank  you  for  your  commitment  to  win  the  war  over  PKD  and  urge  you  to 
increase  the  support  of  the  NIDDK  of  the  NIH.     We  would  now  like  to  respond  to  any 
questions  you  may  have  for  us... 


Board  of  Trustees 
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PORTRAIT  OF  A  SILENT  KILLER 

You  are  looking  at  a  kidney  which  has  been  attacked  by  POLYCYSTIC 
KIDNEY  DISEASE  and  one  that  is  normal  size. 

This  life-threatening  disease  is  silently  stalking  more  than  600,000  Americans 
at  this  very  moment.  If  you  think  it  is  frightening  to  look  at,  just  imagine  how 
its'  victims  must  feel.  This  genetically-inherited  abnormality  can  strike 
children  at  birth  (generally  fatal)  or  adults  in  the  prime  of  life,  without 
preference  to  race  or  gender.  It  develops  slowly,  forming  fluid-filled  cysts 
which  ultimately  destroy  otherwise  healthy  kidneys,  vital  life-supporting 
organs.   There  is  no  known  cure  or  efficacious  treatment. 


Ellis  D  Avner  > 


James  P  CaJvet  I 


Barbara  R  Cole  MD 

Washington  Univ. 
Gregory  Germino  MD 

Johns  Hopkins  Univ. 
Vicente  ETorres  MD 

Mayo  Clinic 
Patricia  D  Wilson  PhD 

Johns  Hopkins  Univ. 


Friends  Advisory  Board 

Gary  Krieger 


Although  over  one  billion  dollars  are  spent  annually  on  Medicare  for  dialysis, 
transplantation  and  related  treatments,  there  are  surprisingly  few  dollars  spent 
on  PKD  research.   Occurring  2  times  more  often  than  MS,  10  times  more 
often  than  Sickle  Cell  Anemia,  IS  times  more  often  than  Cystic  Fibrosis,  and 
20  times  more  often  than  Huntington's  Disease  -  PKD  affects  more  than  five 
million  people  worldwide.  As  the  largest  segment  of  our  population, 
(America's  "boomer  generation")  reaches  middle  age,  adult  PKD  could  reach 
colossal  proportions.   Skyrocketing  healthcare  costs  will  only  be  outweighed 
by  needless  suffering  and  loss. 

The  quickest,  most  "user  friendly"  method  of  conveying  the  nature  of  our 
mission  is  contained  in  the  following  five  "word  pictures",  a  layman's 
description  of  our  battle  with  polycystic  kidney  disease  (PKD). 


'WATER  BALLOONS  ami  CRABGRASS' 

This  is  what  we  are  up  against.  PKD,  the  most  common  life-threatening 
genetic  disease,  causes  water  balloon  type  cysts  to  grow  in  the  kidneys. 
Though  innocent  looking,  over  time  a  cyst  can  grow  to  the  size  of  an  egg  (or  a 
baseball)  and,  together  with  hundreds  of  likesize  cysts,  enlarge  a  kidney  to  the 
size  of  a  football  or  larger.  As  they  grow,  cysts  crowd  out  kidney  function 
and,  ultimately,  cause  the  kidney  to  fail. 


PKRFis  a  501(0(3).  f09)„)(  I)  public  chanty. 
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Treating  PKD  is  similar  to  treating  a  lawn  for  crabgrass;  a  person  can  dig  it  out,  spray  it,  or 
pre-emerge  a  chemical  to  prevent  it  With  PKD,  some  surgeons  have  been  able  to 
surgically  drain  cysts.  However,  mis  procedure  has  not  been  highly  effective  and  has  many 
risks. 

Currently,  studies  on  laboratory  animals  at  UCLA  have  shown  some  success  treating  PKD 
mice  with  Taxol,  the  equivalent  of  a  "spray"  to  stop  PKD.  Finally,  since  the  gene  for  PKD 
has  now  been  identified,  scientists  strongly  believe  that,  in  the  near  future,  a  therapy  can  be 
developed  to  be  "pre-emerged"  to  correct  the  genetic  defect  and  prevent  PKD  from  being 
expressed. 

"DJW.* 

In  June  of  1944,  D-Day  marked  the  "beginning  of  the  end"  of  World  War  II.   In  June  1994, 
the  war  with  PKD  had  its'  D-Day,  when  the  gene  that  causes  90%  of  PKD  was  identified. 
Researchers  truly  call  this  the  beginning  of  the  end.  Now  they  will  be  much  better  able  to 
study  the  proteins  expressed  by  the  PKD  gene  and  develop  methods  of  treating  and  curing 
this  disease. 

As  in  1944,  once  a  beachhead  was  established  on  D-Day,  what  won  the  day  (and  eventually 
the  war)  was  the  Allies'  ability  to  re-supply  more  arms  and  men  than  the  Third  Reich  could 
destroy.  However,  in  our  struggle  with  PKD,  the  "beachhead"  has  been  established,  but 
there  are  limited  resources  currently  available  to  mount  successful  attacks  on  PKD  through 
biomedical  research.  The  National  Institutes  of  Health  (NTH)  can  only  fund  12%  and  we  can 
only  fund  25%  of  the  cutting-edge  scientific  projects  we  receive. 

Current  and  future  generations  of  PKD  families  need  the  assurance  that  PKD  can  and  will  be 
conquered,  and  sooner... not  later.  But,  without  cultivating  new  resources,  victory  may  be 
too  late  for  many. 

"UNDERDOGS" 

The  PKR  Foundation  is  twelve  years  old,  but  still  too  few  people  know  about  PKD  and  the 
PKR  Foundation.  This,  in  spite  of  the  fact  that  there  are  some  600,000  Americans  with  this 
life-threatening  disease.   A  comparison  might  be  helpful. 

Multiple  Sclerosis  affects  about  250,000  Americans  -  half  that  of  PKD.  However,  the  MS 
Society  has  been  around  since  1946;  it  has  90  Chapters,  55  Branches,  more  than  a  thousand 
staff,  and  an  income  budget  of  $100  million  per  year. 

In  contrast,  the  PKR  Foundation  represents  twice  the  disease  prevalence  of  MS.   However, 
we  have  no  Chapters  or  Branches,  we  have  a  total  of  5.6  staff  (FTE),  and  a  budget  of 
$700,000.  Interestingly,  we  are  the  only  organization  worldwide  solely  devoted  to 
promoting  and  funding  PKD  research. 
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In  1993,  according  to  ROLL  CALL  magazine,  the  following  is  the  amount  of  money  mat 
was  spent  on  research  (per  affected  person)  on  some  well-known  diseases: 

AIDS  =         $783  Heart  Disease  -        $119 

Cancer  =       $305  Alzheimers  «  $  49 

MS-  $132  Parkinsons-  $28 

In  1993.  the  total  ment  on  research  fner  affected  person)  for  PKD  was  S8.33H   It's  easy 
to  see  that  we  are  fighting  an  uphill  battle. 

'CONVERSIONS' 

Though  not  evangelists,  we  are  wholeheartedly  committed  to  conversions.  We  convert 
ignorance  into  knowledge  through  our  professional  and  public  education  programs.   We 
convert  despair  into  hope  through  our  patient  education  seminars  and  communications.  We 
convert  isolation  into  community  through  our  Friends  Program... volunteer  groups  around  the 
U.S.  who  reach  out  to  PKD  patients  and  their  families.  We  convert  ideas  into  reality 
through  the  research  we  fund,  and  we  convert  small  dollars  into  large  dollars  by  funding 
starter  grants  and  by  working  with  Congress  to  intensify  funding  for  the  National  Institutes  of 
Health,  in  support  of  PKD  research. 

'SHOE  LEATHER' 

The  PKR  Foundation  offers  interested  individuals  the  opportunity  to  be  a  part  of  the  PKD 
solution.  They  can  transfer  their  interest  into  action  in  a  number  of  ways.  People  can 
organize  a  Friends  Group,  helping  the  Foundation  gain  awareness  and  promote  patient 
education,  support  and  membership.  They  can  lobby  Congress...  write,  call  or  visit  their 
Congressional  Representatives  about  the  importance  of  PKD  research.  They  can  become  a 
Member  and  support  the  PKRF  mission.  They  can  help  us  get  the  word  out  by 
encouraging  media  contacts  they  know  to  help  convey  our  mission.  Or,  they  can  help  us  by 
providing  linkage  to  a  potential  source  of  research  or  educational  funding. 

We  are  collectively  committed  to  conquering  mis  disease  and  have  found  our  efforts  to  be 
more  successful  when  pooling  our  time,  talents,  and  resources. 


1-800-PKD-CURE  (1-800-753-2873) 
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PORTRAIT  OF  PKR  FOUNDATION 


Our  co-founder,  Joseph  H.  Bruening,  was  reading  THE  KANSAS  CITY  STAR  one  morning  in 
1981  when  be  saw  an  article  he  couldn't  believe,  ft  was  an  interview  with  a  doctor,  Jared 
Grantham,  MD,  at  the  University  of  Kansas  Medical  Center  about  polycystic  kidney  disease 
(PKD). 

Joe's  wife,  Allene,  was  diagnosed  with  PKD  in  1977,  and  mis  was  the  first  time  either  of 
them  had  ever  seen  an  article  about  PKD!  After  reading  the  article,  Joe  decided  to  contact 
Dr.  Grantham  to  see  what  else  they  could  learn  from  him  about  PKD. 

During  lunch,  Joe  asked,  "Isn't  there  something  that  we  can  do  to  get  some  research  started 
and  find  out  more  about  the  thing  that  Allene  has  come  down  with?"  Dr.  Grantham 
answered,  "Well,  you  could  start  a  research  foundation  and  raise  some  money  to  do  some 
studies  in  polycystic  kidney  disease..." 

On  August  20,  1982,  the  Polycystic  Kidney  Research  Foundation  was  incorporated  as  a  not- 
for-profit  research  foundation.  Allene  died  in  September  1989,  but  the  legacy  of  her  life  and 
the  Foundation  go  on.  Allene  always  said  mat  she  knew  the  riddles  would  be  solved  before 
she  died.  But,  in  time,  they  would  be  solved  through  research,  and  others  with  PKD  could 
then  have  hope. 

PKR  Foundation  Progress  Report  1994 

1994  has  been  the  most  memorable  year  so  far  in  our  fight  against  polycystic  kidney  disease 
(PKD).  What  follows  is  a  summary  of  the  momentous  advances  we've  made  against  PKD 
these  past  twelve  months: 

Research  Advances 

■    Four  major  PD  research  breakthroughs: 

Experimental  treatments  with  drugs  have  produced  promising 
results  in  halting  the  progression  of  PKD  in  laboratory  animals. 
The  gene  for  Recessive  PKD  has  been  isolated  to  Chromosome  6. 
A  PKRF-supported  Researcher  at  Albert  Einstein  College  of 
Medicine  uncovered  a  third  strain  of  PKD. 
-      MOST  IMPORTANTLY,  researchers  have  identified  and  cloned  the  PKD-1 
gene  -  the  gene  responsible  for  90%  of  PKD! 
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■   In  conceit  with  the  National  Institutes  of  Health  (NIH),  we  have  coordinated  two 
special  international  PKD  scientific  meetings  and  are  scheduling  another  for  March 
1995. 


■  The  PKR  Foundation  now  sponsors  the  development  of  an  International  Gene 
Mutation  Registry,  a  vital  component  of  genetic  investigation  that  will  avoid 
duplication  of  effort  and  accelerate  research  breakthroughs. 

NtpfarototY  Hotel 

■  The  opening  message  at  this  year's  American  Society  of  Nephrology  Conference 
(before  7,000  doctors)  was  devoted  to  PKD  and  the  exciting  PKD- 1  genetic 
breakthrough.  PKD  is  currently  the  "hot  science"  in  Nephrology  circles. 

The  mission  and  activities  of  the  PKR  Foundation  are  validated  by  these  (and  many  other) 
developments.  We  have  significantly  grown;  we  are  now  positioned  to  "win  the  war"  with 
polycystic  kidney  disease. 

However,  we  need  continued  support  from  Congress,  our  many  members,  other  interested 
individuals,  and  corporations/foundations  in  order  to  help  determine  the  cause,  improve 
clinical  treatments,  and  discover  a  cure  for  polycystic  kidney  disease. 
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Mr.  Porter.  We  appreciate  your  being  here  today. 

Was  the  discovery  of  the  gene  in  both  cases  through  the  human 
genome  project  at  NIH?  In  other  words,  was  this  part  of  the  map- 
ping of  the  genetic  system? 

Mr.  Larson.  No,  it  was  not.  It  was  done  in  collaboration  with  a 
gentleman  who  was  here  last  year,  Dr.  Greg  Gimino  from  Johns 
Hopkins  University,  who  worked  with  the  European  consortium  on 
PKD,  Dr.  Peter  Harris  of  Oxford  University.  It  is  a  collaborative  ef- 
fort, and  is  one  of  the  good  times  when  people  worked  together  to 
find  something  out  together. 

Mr.  Porter.  Clearly,  this  disease  is  genetic? 

Mr.  Larson.  Yes,  sir. 

Mr.  Porter.  And  the  chance  of  finding  in  the  future  and  replac- 
ing the  defective  gene  so  that  people  don't  suffer  the  disease  is 
probably  very  hopeful,  and  we  can  continue  the  progress  that  has 
been  made. 

Mr.  Larson.  That  is  correct. 

Mr.  Porter.  Let  me  thank  both  of  you  for  coming  to  testify. 

Mr.  Larson,  I  didn't  have  your  name  on  our  list.  I  am  sorry  I  did 
not  announce  you  when  you  both  came  to  the  table. 

I  would  also  say  that  you  have  a  twin  in  the  Congress.  If  you 
pick  up  the  pictorial  directory  of  the  Congress  and  look  at  Louisi- 
ana, you  will  see  a  fellow  named  Jim  McCrery,  you  and  he  look  a 
great  deal  alike. 

Mr.  Larson.  I  am  sorry  for  him. 

Mr.  Porter.  No,  it  was  meant  as  a  compliment. 

Thank  you  both  very  much. 


Thursday,  February  2,  1995. 

WITNESS 
CHUCK  KUEHN,  CITIES  ADVOCATING  EMERGENCY  AIDS  REIJEF 

Mr.  Porter.  Chuck  Kuehn,  Cities  Advocating  Emergency  AIDS 
Relief. 

Mr.  Kuehn.  Mr.  Chairman,  Members  of  the  subcommittee,  I  am 
Chuck  Kuehn,  Executive  Director  of  the  Tampa  AIDS  Network.  I 
am  here  representing  Cities  Advocating  Emergency  AIDS  Relief,  a 
coalition  of  planning  councils  established  under  Title  I  of  the  Ryan 
White  Care  Act. 

Title  I  programs  provide  care  in  the  42  metropolitan  areas  most 
heavily  impacted  by  the  AIDS  epidemic.  In  fiscal  year  1996,  the 
CAEAR  Coalition  seeks  an  additional  $109  million.  This  increase 
is  desperately  needed  for  the  17  new  Title  I  communities  without 
reducing  funding  to  the  existing  recipients. 

It  is  also  required  to  respond  to  the  relentlessly  expanding  case- 
loads within  the  original  epicenters  and  in  new  communities.  The 
impact  of  AIDS  on  America  is  just  beginning.  AIDS  first  struck  the 
gay  community.  It  is  now  spreading  fastest  among  nondrug  using 
heterosexuals.  AIDS  is  the  leading  cause  of  death  for  Americans 
age  25  to  44. 

One  of  every  two  new  HIV  infections  occurs  in  people  under  25. 
AIDS  is  the  third  leading  killer  of  children.  AIDS  is  on  the  rise  and 
increase  among  communities  of  color.  More  than  400,000  cases  of 
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AIDS  have  been  reported.  More  than  243,000  individuals  have 
died.  More  than  100  Americans  die  every  day,  1  every  15  minutes. 

Diagnosed  cases  of  AIDS  are  only  the  tip  of  the  iceberg,  as  more 
than  1  million  Americans  are  infected  with  HIV.  Five  years  ago,  16 
American  metropolitan  areas  were  eligible  under  Title  I.  Three 
years  ago,  the  number  rose  to  18;  two  years  ago,  there  were  25;  last 
year,  34;  this  year,  42. 

By  next  year  perhaps  as  many  as  59  communities  will  qualify 
under  Title  I.  Eight  of  the  13  members  of  this  subcommittee  rep- 
resent communities  expected  to  receive  funding  under  Title  I  of  the 
Ryan  White  Care  Act  in  1996.  Seven  represent  current  Title  I 
areas — Chicago,  Tampa,  St.  Petersburg,  San  Francisco,  San  Anto- 
nio, New  York,  Baltimore,  and  the  Maryland  suburbs.  One  other 
Member's  district  is  expected  to  become  eligible  in  fiscal  year  1996 
when  Cleveland  becomes  a  Title  I  area. 

The  Title  I  agenda  in  these  communities  is  locally  designed  and 
locally  driven.  The  Care  Act  requires  that  within  150  days  of  the 
President's  signature  on  an  appropriations  bill,  the  government 
must  disperse  all  Title  I  funds.  No  time-consuming  bureaucratic 
delays  are  allowed. 

The  volunteer  members  of  the  local  planning  councils,  not  the 
Federal  bureaucracy,  determines  the  needs  of  their  communities. 
The  Care  Act  is  a  model  of  efficiency.  An  Atlanta  study  showed 
that  people  with  AIDS  receiving  case  management  services  under 
Title  I,  had  46  percent  lower  hospitalization  costs  and  lived  66  per- 
cent longer. 

Prior  to  Ryan  White  funding  in  my  own  community  of  Tampa 
Bay,  Florida,  people  living  with  AIDS  were  tying  up  emergency 
rooms  and  hospital  beds  due  to  frequent  hospitalizations.  Through 
Title  I,  we  were  able  to  provide  case  management,  hospice  and 
home  health  care  services,  helping  people  remain  in  their  own 
homes  and  thus  reduce  the  cost  of  their  care. 

Prior  to  Ryan  White  funding,  our  local  health  departments  had 
four  to  six  week  waiting  periods.  With  Ryan  White  funding,  we  re- 
duced waiting  periods  to  as  little  as  one  week.  Ryan  White  funding 
allows  our  community  to  provide  medications  and  tuberculosis 
monitoring,  reducing  cost  to  the  State  and  to  the  Federal  medicaid 
programs.  We  provide  services  to  parents  who  have  an  HIV-in- 
fected child,  and  we  are  creating  adoption  programs  for  the  grow- 
ing number  of  children  orphaned  by  AIDS. 

As  talk  in  Washington  centers  around  local  control  in  reducing 
bureaucracy,  the  Ryan  White  Care  Act  is  moving  from  Washing- 
ton's good  intentions  to  Tampa  Bay's  real  needs.  Staffed  with  com- 
munity volunteers,  our  planning  council  has  developed  a  com- 
prehensive blueprint  as  to  how  our  community  will  take  care  of 
people  with  AIDS.  A  shortfall  in  Federal  funding  will  mean  Ameri- 
cans who  could  remain  healthy  and  working  instead  will  become  ill, 
will  cost  the  Nation  millions  of  dollars  in  unnecessary  hospitaliza- 
tions. 

For  far  less  money,  we  can  fund  the  outpatient  and  support  serv- 
ices provided  by  Title  I  of  the  Care  Act.  By  any  measure,  Title  I 
is  a  national  bargain.  The  United  States  responds  to  national  dis- 
asters all  the  time — forest  fires,  earthquakes,  hurricanes  and 
floods.  It  is  part  of  what  we  agree,  Americans  agree  the  role  of  gov- 
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ernment  is.  In  times  of  crisis,  Americans  respond.  AIDS  continues 
to  be  a  public  health  crisis.  Even  if  further  transmission  of  HIV 
were  to  halt  today,  the  alarming  public  health  disaster  would  con- 
tinue to  unfold  well  into  the  next  century. 

The  AIDS  epidemic  in  America  has  unleashed  a  tidal  wave  of 
health  care  needs.  That  tidal  wave  could  sweep  under  the  Nation's 
major  public  health  systems  which  provide  care  to  over  100  million 
citizens.  We  must  use  solutions  of  the  Ryan  White  Care  Act  as 
communities  and  as  a  Congress  and  as  a  Nation  to  confront  this 
deadly  disease  and  to  care  in  a  comprehensive  and  committed  way 
for  those  living  with  HIV  disease. 

I  want  to  especially  thank  Chairman  Porter  and  Ms.  Pelosi  and 
Mrs.  Lowey  for  your  longstanding  support  of  the  Care  Act  for  peo- 
ple with  AIDS. 

[The  prepared  statement  of  Chuck  Kuehn  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  I  am  Chuck  Kuehn,  the  Executive 
Director  of  the  Tampa  AIDS  Network  in  Tampa,  Florida.  I  am  here  today  representing 
Cities  Advocating  Emergency  AIDS  Relief  (CAEAR),  a  coalition  composed  of  members 
of  Planning  Councils  established  under  Title  I  of  the  Ryan  White  CARE  Act.  I  thank 
you  for  this  opportunity  to  testify  in  support  of  increased  funding  for  the  Ryan  White 
CARE  Act,  and  in  particular,  for  Title  I  of  the  Act. 

The  CAEAR  Coalition,  concerned  about  the  growing  AIDS  public  health  emergency, 
strongly  supports  a  triple-track  approach  to  the  battle  against  AIDS  consisting  of 
broad  access  to  comprehensive  HIV  care,  an  aggressive  prevention  outreach  effort 
and  an  accelerated  research  program. 

I  come  here  today  for  the  specific  purpose  of  appealing  to  you  for  a  renewed  and 
special  emphasis  on  funding  for  Title  I  of  the  Ryan  White  CARE  Act  to  respond  to  an 
ever-widening  AIDS  epidemic  and  ever-increasing  AIDS  caseloads.  Title  I  programs 
currently  provide  care  and  services  in  the  42  major  U.S.  metropolitan  areas  most 
heavily  impacted  by  the  AIDS  epidemic.  In  FY  96  the  number  of  Title  I  communities 
may  grow  by  17  to  as  many  as  59  American  metropolitan  areas. 

For  FY  96,  the  CAEAR  Coalition  seeks  an  additional  $109  million  over  the  FY  95 
appropriation  of  $356.5  million  for  Title  I.  This  would  bring  the  total  request  for  Title 
I  funding  in  FY  96  to  $465.5  million.  This  increase  in  funding  is  desperately  needed 
in  order  to  accommodate  the  estimated  1 7  newly  eligible  Title  I  communities  in  FY  96, 
without  reducing  funding  to  the  existing  Title  I  recipients.  It  is  also  required  to 
respond  to  the  rapidly  escalating  AIDS  caseloads  in  the  new  and  existing  Title  I 
communities.  A  $109  million  increase  in  Title  I  funding  over  the  FY  95  level  is  the 
absolute  minimum  necessary  to  avoid  a  reduction  in  services  to  people  with  HIV/AIDS 
in  the  estimated  59  communities  which  will  receive  Title  I  funding  in  FY  96. 

The  Title  I  communities  across  this  nation  are  struggling  to  meet  the  ever-evolving 
challenges  of  this  epidemic.  Despite  the  fact  that  AIDS  is  a  fifteen-year-old  epidemic, 
its  impact  on  America  is  just  beginning.  Though  AIDS  in  the  United  States  first  struck 
the  gay  community,  the  CDC  reported  last  year  that,  for  the  first  time,  AIDS  is 
spreading  fastest  among  non  drug-using  heterosexuals.  AIDS  is  the  leading  cause  of 
death  for  Americans  aged  25-44.  It  is  the  third  leading  killer  of  children.  One  of  every 
two  new  HIV  infections  occurs  in  people  under  25.  AIDS  is  on  an  alarming  and 
disproportionate  increase  among  communities  of  color. 

In  1989,  after  eight  years  of  accumulation,  the  nation's  AIDS  caseload  soared  past 
100,000  reported  cases.  In  November  1991,  only  two  years  later,  the  nation's  AIDS 
caseload  surpassed  200,000.  Less  than  two  years  after  that  milestone,  in  middle  of 
1993,  the  nation's  AIDS  caseload  edged  over  300,000  cases.  A  year  later,  the 
nation's  fourth  100,000  cases  had  been  reported  by  June  of  1994.    Though  it  took 
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eight  years  to  reach  the  nation's  first  100,000  cases,  80,000  new  cases  of  AIDS 
were  diagnosed  in  last  year  alone. 

Now,  more  than  400,000  cases  of  AIDS  have  been  reported  to  the  Centers  for 
Disease  Control  and  Prevention  and  more  than  243,000  Americans  have  died  of  the 
disease  --  three  times  the  number  of  Americans  who  died  in  the  Korean  and  Vietnam 
Wars  combined.  AIDS  takes  the  lives  of  more  than  one  hundred  Americans  every  day 
-  one  every  1 5  minutes  -  and  the  pace  is  accelerating.  Diagnosed  cases  of  AIDS  are 
only  the  tip  of  the  iceberg.  More  than  one  million  Americans  are  infected  with  the  HIV 
virus,  and  the  number  is  growing. 

When  the  CARE  Act  began  five  years  ago,  1 6  American  metropolitan  areas  had  AIDS 
caseloads  sufficient  to  be  designated  disaster  areas  under  Title  I.  Three  years  ago, 
the  number  rose  to  18.  Two  years  ago,  there  were  25;  last  year,  34;  this  year,  42. 
And  next  year,  perhaps  as  many  as  59  American  communities  will  qualify  for 
emergency  assistance  under  Title  I  of  the  Ryan  White  CARE  Act.  Of  the  thirteen 
Members  of  this  Subcommittee,  seven  represent  current  Title  I  metropolitan  areas: 
Chicago,  Tampa-St.  Petersburg,  San  Francisco,  San  Antonio,  New  York,  Baltimore 
and  Washington's  Maryland  suburbs.  One  other -Member's  district  is  expected  to 
become  eligible  for  funding  in  FY  96,  the  coming  fiscal  year,  when  Cleveland  becomes 
a  Title  I  area.  So,  eight  of  the  13  Members  of  this  Subcommittee  represent 
communities  which  will  receive  funding  under  Title  I  of  the  Ryan  White  CARE  Act  in 
FY  96. 

The  AIDS  epidemic  in  America  is  not  ending.  It  continues  a  relentless  expansion  both 
within  the  original  epicenters  and  outside  of  them  in  new  urban,  suburban  and  rural 
communities  across  America.  This  spiralling  growth  of  HIV  requires  a  continued 
increase  in  resources,  if  we  are  going  to  provide  care  for  the  Americans  living  with 
this  disease. 

Without  the  CARE  Act,  our  major  public  health  systems  would  collapse,  leaving  only 
the  very  privileged  with  access  to  treatments  which  billions  invested  in  research  have 
produced.  Instead,  the  CARE  Act  has  provided  a  model  of  efficiency,  and  has  been 
praised  by  federal  and  state  legislators,  Governors,  Mayors,  and  community  leaders 
alike  for  providing  vital  care  and  simultaneously  creating  imaginative  and  cost-effective 
solutions  to  the  AIDS  epidemic  in  our  nation's  communities. 

The  CARE  Act  requires  that  within  150  days  of  the  President's  signature  on  an 
appropriations  bill,  the  Federal  Government  must  have  disbursed  all  Title  I  funds.  No 
time-consuming,  bureaucratic  delays  are  allowed.  With  these  monies,  Title  I  Planning 
Councils  then  distribute  a  life  line  of  services  to  people  living  with  AIDS  in  their 
communities.  The  volunteer  members  of  the  local  Planning  Councils,  not  the  federal 
bureaucracy,  determine  and  prioritize  the  needs  of  their  communities  and  which 
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services  will  be  provided.  The  Title  I  agenda  in  American  communities  is  locally 
designed  and  driven. 

Planning  Councils  seek  not  to  create  new  systems  of  care,  but  to  make  the  existing 
systems  operate  more  efficiently,  relieving  the  burden  on  the  community's  overall 
public  health  infrastructure.  For  example,  an  Atlanta  Georgia  study  showed  people 
with  AIDS  receiving  case  management  services  under  Title  I  had  46%  lower 
hospitalization  costs  and  lived  66%  longer  than  people  with  AIDS  not  receiving  case- 
managed  care. 

Planning  Councils  direct  funding  to  AIDS  service  organizations  which  offer  testing, 
counseling  and  early  intervention  services  to  enhance  and  prolong  the  lives  of  persons 
with  HIV.  They  provide  case  management  and  increased  access  to  care,  arranging  for 
primary  medical  care,  dental  and  outpatient  care;  home  and  hospice  care;  housing  and 
nutrition  services;  nursing  and  prescription  drugs,  and  for  a  variety  of  other  services. 

In  my  own  community  of  Tampa  Bay,  Florida,  the  presence  of  Ryan  White  funding  has 
made  a  tremendous  impact  on  the  quality  of  life  for  persons  living  with  HIV/AIDS. 

Prior  to  Ryan  White  funding,  people  living  with  AIDS  suffering  with  poor  living 
conditions  were  tying  up  emergency  rooms  and  hospital  beds  due  to  frequent 
hospitalizations.  Through  Title  I  programs,  we  are  able  to  provide  case  management, 
decent  living  conditions,  hospice  and  home  health  care  services.  As  a  result,  we  can 
now  help  people  die  with  dignity,  in  their  own  homes,  and  thereby  reduce  the  overall 
cost  of  their  care. 

Prior  to  Ryan  White  funding,  our  local  health  departments  had  four  to  six  week  waiting 
periods  for  people  to  be  seen  for  ongoing  medical  care.  Our  publicly  funded  county 
hospital  emergency  room  had  become  the  on-call  physician  for  the  medically  indigent. 
With  Ryan  White  funding,  we  are  now  able  to  finance  ongoing  primary  care  in  our 
public  health  units  in  two  counties,  at  the  Veterans  Administration  Hospital  and  at  the 
University  of  South  Florida  clinics,  reducing  waiting  periods  to  as  little  as  one  to  two 
weeks. 

Ryan  White  funding  has  allowed  our  community  to  provide  life-  saving  and  life- 
extending  medications  to  individuals  with  AIDS  as  well  as  tuberculosis  monitoring, 
thus  reducing  the  overall  costs  and  burden  to  the  state  and  federal  Medicaid 
programs. 

With  Ryan  White  funding,  Tampa  Bay  also  has  a  model  pediatric  AIDS  demonstration 
project,  which  allows  our  community  to  provide  family-centered  case  management 
and  medical  care  to  over  225  women  and  children.  Such  services  are  an  absolute 
necessity  in  a  state  which  unfortunately  has  the  second  highest  incidence  of  pediatric 
AIDS  in  the  country.  Through  Title  I  funding,  we  are  able  to  provide  day  care,  respite 
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care  and  transportation  to  parents  who  may  have  an  HIV-infected  child  as  well  as  to 
families  with  one  or  two  parents  --  and  children  -  infected  with  this  disease.  We  are 
trying  to  maximize  the  use  of  Ryan  White  dollars  by  unique  collaborations  with  other 
federal  funding  sources  to  create  adoption  programs  for  the  growing  number  of 
children  orphaned  by  AIDS. 

The  overall  beauty  of  Ryan  White  CARE  Act  funding  in  the  Tampa  Bay  area  is  our 
ability  for  local  control.  Staffed  with  community  volunteers  and  people  with 
HIV/AIDS,  our  HIV  services  planning  council  has  developed  comprehensive  HIV/AIDS 
plans  which  are  a  blueprint  for  how  our  community  will  take  care  of  people  with  AIDS. 
Without  the  funding  provided  by  Ryan  White,  those  comprehensive  plans  are  only 
empty  promises  to  our  most  needy  citizens. 

As  talk  in  Washington  centers  around  local  control  and  reducing  bureaucracy,  the 
citizens  of  Tampa  are  taking  effective  action  through  the  Ryan  White  CARE  Act. 
Never  before  has  a  program  been  as  effective  in  moving  from  Washington's  good 
intentions  to  Tampa's  real  needs.  We  believe  the  Ryan  White  CARE  Act  is  a  model 
of  sound  and  effective  national  policy  with  a  healthy  dose  of  local  control.  The 
partnership  is  not  only  effective  -  it  is  life-saving. 

A  shortfall  in  federal  funding  for  AIDS  care  will  mean  the  denial  of  life-prolonging  care. 
Americans,  who  could  remain  healthy  and  working,  and  contributing  in  thousands  of 
ways  to  their  communities,  instead  will  become  ill.  They  will  add  to  the  growing 
number  of  Americans  in  our  already  overcrowded  hospital  emergency  rooms  and  will 
cost  the  nation  millions  of  dollars  in  unnecessary  hospitalizations. 

They  will  continue  a  trend  of  some  years  now,  in  which  AIDS  patients  have  required 
almost  20  percent  of  the  available  hospital  beds  in  Title  I  communities.  And  those 
hospitals  will  continue  to  see  an  average  loss  of  almost  $420  thousand  per  bed,  per 
year  on  AIDS  patients.  Without  Title  I  programs,  many  people  living  with  AIDS  delay 
care  until  it  is  an  emergency.  Emergency  room  care  and  acute  care  in  hospitals  are 
the  most  expensive  care  in  our  public  health  system.  And  that  care  is  often 
unreimbursed,  passed  along  in  the  form  of  ever-higher  prices  to  the  federal 
government  and  to  those  with  adequate  insurance. 

There  is  an  alternative.  For  far  less  money,  we  can  fund  the  outpatient  and  support 
services  provided  by  Title  I  of  the  Ryan  White  CARE  Act.  CARE  Act  programs, 
costing  relatively  few  dollars,  can  preserve  the  health  of  those  with  HIV  disease  and 
can  preserve  the  public  health  care  systems  in  our  major  metropolitan  areas.  By  any 
measure,  Title  I  is  a  national  bargain. 

Even  as  the  numbers  of  AIDS  diagnoses,  the  number  of  Title  I  communities,  the 
number  of  dead  have  all  continued  to  rise,  the  42  American  communities  receiving 
Title  I  assistance  this  year  have  continued  to  succeed  in  providing  streamlined  services 
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in  a  cost-effective  manner.  Despite  a  modest  increase  in  Title  I  funding  in  FY  95, 
eight  Title  I  communities  --  Atlanta,  Dallas,  Kansas  City,  Oakland,  Orlando,  Phoenix, 
Saint  Louis,  and  West  Palm  Beach  --  all  received  less  formula  funding  than  in  the 
previous  year.  In  FY  96,  the  number  of  communities  eligible  for  Title  I  assistance  may 
rise  to  as  high  as  59  and  will  contain  over  72  percent  of  the  nation's  AIDS  caseload. 
As  the  number  of  Title  I  cities  grows,  and  the  caseloads  spiral  upward,  the  federal 
response  must  grow  as  well. 

Heavily  reliant  on  all  titles  of  the  CARE  Act  to  provide  comprehensive  care  services 
to  people  with  HIV  in  our  communities,  the  CAEAR  Coalition  urges  the  Congress  to 
expand  funding  for  the  entire  Ryan  White  CARE  Act  beyond  the  President's  FY  1995 
budget  request.  We  support  increases  in  FY  95  funding  for  all  titles  of  the  CARE  Act  - 
-  Titles  I,  II,  lll(B)  and  IV  --  and  reiterate  our  longstanding  call  for  full  funding  of  the 
Ryan  White  CARE  Act  at  over  $880  million. 

We  are  now  in  the  final  year  of  the  original  authorization  of  the  CARE  Act.  The 
promise  made  by  Congress  in  1990,  and  signed  into  law  by  President  Bush,  has  never 
been  fulfilled.  By  passing  the  Ryan  White  CARE  Act,  Congress  recognized  that  the 
AIDS  epidemic  is  a  disaster,  national  in  scope,  emergency  in  nature,  requiring 
sufficient  resources  to  mount  a  comprehensive  assault  against  it.  Despite  the  urgency 
of  this  epidemic,  appropriations  have  lagged  far  behind  the  original  authorization. 

The  United  States  government  responds  to  national  disasters:  forest  fires, 
earthquakes,  hurricanes,  floods.  It  is  part  of  what  all  Americans  agree  is  the  role  of 
government.  In  times  of  crisis,  we  do  not  fold  our  tent  and  go  home.  The  AIDS 
disaster  in  America  continues  to  be  a  public  health  crisis,  and  that  crisis  continues  to 
demand  no  less  a  federal  response  than  any  other  national  disaster. 

We  must  act  now  to  care  for  the  sick,  to  defend  the  communities  ravaged  by  this 
disease,  to  protect  the  new  populations  of  Americans  at  risk  --  including  children  and 
teenagers,  and  to  relieve  the  pressure  on  our  nation's  major  public  health  systems. 
These  systems  must  be  preserved  and  protected.  They  provide  care  to  over  100 
million  American  citizens.  Even  if  further  transmission  of  the  HIV  virus  were  to  halt 
today,  an  alarming  public  health  disaster  would  continue  to  unfold  well  into  the  next 
century.  The  AIDS  epidemic  in  America  has  unleased  what  has  been  called  a  "tidal 
wave  of  health  care  needs."  That  tidal  wave  could  sweep  under  a  national  public 
health  system  currently  on  the  verge  of  collapse. 

The  Ryan  White  CARE  Act  offers  cost-effective  solutions  to  these  challenges;  like 
Ryan  White,  the  young  hemophiliac  for  which  the  Act  was  named,  it  offers  hope 
where  there  is  fear.  We  must  make  use  of  these  solutions.  We  must  seize  the 
offensive  as  communities,  as  a  Congress,  and  as  a  nation  to  confront  this  deadly 
disease  and  to  care,  in  a  comprehensive  and  committed  way,  for  those  living  with  it. 
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Mr.  PORTER.  Mr.  Kuehn,  we  very  much  appreciate  your  coming 
to  testify  today  and  providing  us  with  such  a  good  statement. 
Thank  you  for  being  here. 

Mrs.  Lowey.  Mr.  Chairman,  I,  too,  want  to  thank  you.  Certainly, 
in  Ms.  Pelosi's  State  and  mine,  there  have  been  extraordinary  in- 
creases in  the  number  of  AIDS  cases  across  all  parts  of  our  popu- 
lation. So  I  want  to  express  my  appreciation  to  you  and  all  the 
members  of  the  coalition  for  your  work  in  bringing  this  issue  to  the 
public  and  putting  it  on  the  front  burner  of  many  who  certainly  are 
along  the  whole  range  of  things  and  don't  understand  the  explosion 
in  cases  of  AIDS.  So  we  thank  you,  and  I  know  we  are  aware  and 
we  will  continue  to  work  and  do  what  we  can  to  end  this  scourge 
in  our  communities. 

Mr.  Porter.  Ms.  Pelosi. 

Ms.  Pelosi.  Thank  you  very  much,  Mr.  Chairman. 

I,  too,  want  to  join  in  commending  Mr.  Kuehn  for  his  testimony. 
I  particularly  am  pleased,  sad  as  the  story  is  to  tell,  that  you  laid 
out  why  Title  I  of  the  Ryan  White  Care  Act  can  serve  as  a  model 
for  how  we  care  for  others  in  our  society  beyond  the  AIDS  epi- 
demic. But  nonetheless,  it  is  very  important  for  us  to  have  on  the 
record  what  the  extent  of  the  problem  is  and  what  one  good  solu- 
tion this  Congress  came  up  with,  the  Ryan  White  Care  Act,  and, 
of  course,  the  importance  of  increasing  the  funding  for  Title  I,  as 
you  so  appropriately  stated  in  the  beginning  of  your  remarks.  And 
I  am  sad  to  say  the  number  of  cities  is  expanding,  and  therefore 
we  will  need  additional  funds  so  we  can  hold  harmless  the  cities 
that  have  been  affected  in  the  past,  without  neglecting  the  needs 
of  the  other  cities  that  are  coming  on  under  the  Title  I  guidelines. 

Again,  Mr.  Kuehn,  thank  you  so  much. 

Mr.  Kuehn.  Thank  you. 

Ms.  Pelosi.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you,  Ms.  Pelosi. 


Thursday,  February  2,  1995. 

WITNESS 

ALBERT  H.   OWENS,  JR.,   M.D.,  NATIONAL  COALITION  FOR  CANCER 
RESEARCH 

Mr.  Porter.  The  next  witness  is  Dr.  Albert  H.  Owens,  Jr.,  M.D., 
National  Coalition  for  Cancer  Research. 

Dr.  Owens. 

Dr.  Owens.  Mr.  Chairman,  we  thank  you  very  much  for  the  op- 
portunity to  testify. 

I  am  a  past  President  of  the  National  Coalition  of  Cancer  Re- 
search, and  I  happen  also  to  be  the  founding  Director  of  the  Johns 
Hopkins  Oncology  Center  in  Baltimore.  We  have  submitted  our 
written  testimony  and  perhaps  a  few  supplemental  comments  will 
be  helpful. 

First  of  all,  thank  you  very  much,  you  and  your  committee  Mem- 
bers, for  your  support  of  biomedical  research  and  cancer  research, 
in  particular.  You  may  remember  coming  to  Baltimore  four  or  five 
years  ago  to  address  the  Association  of  American  Cancer  Institutes. 

Mr.  Porter.  I  do. 
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Dr.  Owens.  And  you  certainly  will  remember  coming  to  the  kick- 
off  of  the  Coalition's  public  education  campaign  in  the  Russell  Cau- 
cus room  last  week.  Mr.  Hoyer  happened  to  participate  in  the  kick- 
off,  but  he  also  participated  in  the  opening  of  the  Oncology  Center 
in  Baltimore  several  years  ago,  so  we  thank  you  very  much  for  all 
of  your  steadfast  support. 

The  Coalition,  as  you  perhaps  know,  is  made  up  of  20-some  orga- 
nizations, representing  survivors  from  cancer,  representing  chil- 
dren and  families  with  childhood  cancer,  representing  organiza- 
tions that  are  involved  in  cancer  research,  physicians,  nurses  in- 
volved in  cancer  care,  and  it  is  a  rather  diverse  membership.  But 
despite  our  diversity,  I  think  there  is  a  firmly  held  unity,  and  the 
unity  of  purpose  is  that  we  are  determined  to  reawaken  in  America 
an  urgent  need  to  support  cancer  research  so  that  we  can  continue 
the  job  that  has  been  progressing. 

The  next  reflex  I  think  that  happens  is  to  remind  one  another 
of  the  human  cost  of  cancer:  One  in  three  will  be  affected;  one  in 
five  will  die;  it  will  be  the  leading  cause  of  death  amongst  Ameri- 
cans by  the  year  2000. 

There  is  an  economic  cost.  We  spend,  I  am  told,  over  $900  billion 
a  year  on  health  care,  and  a  very  sizable  portion  of  that  is  due  to 
cancer  and  its  complications.  I  think  we  submit  to  you  the  fact  that 
it  is  through  continued  research  that  comes  up  with  more  cures 
and  preventions  of  these  diseases  that  will  enable  us  to  signifi- 
cantly reduce  this. 

Now,  I  am  reminded  by  one  of  our  prior  witnesses  that  when  I 
was  a  younger  medical  student  than  I  am  now,  a  significant  por- 
tion of  our  hospitals  were  devoted  to  the  care  of  paralytic  polio- 
myelitis, and  there  were  large  units  of  iron  lung  patients.  We  have 
successfully  developed  a  vaccine.  As  you  know,  paralytic  polio- 
myelitis is  not  as  significant  a  medical  disease,  fortunately,  in  our 
era,  but  what  do  you  suppose  the  cost  burden  of  maintaining  iron 
lungs  would  be  if  there  had  been  no  polio  vaccine?  Just  a  thought. 

There  are  a  number  of  productive  lives  that  cancer  survivors 
lead.  Probably  8,000  or  more  children  this  year  will  be  cured.  They 
will  not  only  have  medical  costs  curtailed,  but  they  will  contribute. 

The  same  thing  can  be  said  about  young  men  with  testicular  can- 
cer or  lymphoma,  young  women  with  breast  cancer,  and  there  are 
8  million  survivors  now  in  our  society  that  result  from  the  fact  that 
we  have  had  very  successful  programs  of  cancer  research. 

What  may  not  be  as  obvious  is  the  relationship  between  cancer 
research  and  our  biotechnology  effort  in  this  country.  Cancer  re- 
searchers deal  with  all  of  the  basic  life  processes,  and  the  things 
that  go  awry  because  of  cancer,  and  in  doing  so,  they  have  come 
up  with  a  number  of  discoveries  and  inventions  that  form  a  very 
significant  portion  of  our  biotechnology  effort  in  this  country. 

I  am  told  that  the  enterprise  is  somewhere  around  a  $50  billion 
a  year  enterprise,  and  it  is  very  important  to  this  country  and  its 
worldwide  economic  competitiveness. 

Another  reflection.  I  came  here  with  some  colleagues  to  Congress 
a  few  years  ago  in  behalf  of  cancer  research,  and  before  we  were 
very  far  in  our  meeting,  we  were  lectured  to — you  people  are  irre- 
sponsible coming  here,  we  have  the  finest  biomedical  establishment 
in  the  world,  we  have  a  very  healthy  cancer  budget,  our  country 
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is  entering  an  economic  crisis,  we  need  to  survive.  Now,  I  know  all 
about  death  and  dying.  Tell  me  a  good  economic  reason  why  we 
should  increase  monies  for  cancer  research. 

Well,  needless  to  say,  I  had  my  breath  taken  away  by  this.  And 
by  the  time  it  came  around  for  me  to  speak,  I  said  I  really  wasn't 
quite  prepared.  But  in  1950,  you  probably  would  have  said  that  the 
American  automobile  industry  was  the  finest  in  the  world,  and  I, 
for  one,  didn't  think  that  the  biomedical  establishment  should  suf- 
fer a  similar  fate.  And  the  only  other  thing  I  could  think  of,  is  at 
the  moment,  we  were  purchasing  an  electron  microscope  for  our 
cancer  center,  and  being  as  prudent  as  we  could,  we  tried  to  get 
the  best  dollar  value  so  we  cast  our  net  widely.  We  had  a  number 
of  proposals,  we  evaluated  them,  and  the  two  finalists  gave  us  a 
choice  between  the  Japanese  model  and  the  German  model. 

I  told  this  Member  of  Congress  that  I  was  alarmed  that  there 
was  no  American  contender.  Now,  I  think  what  our  Coalition  would 
like  you  to  consider,  knowing  that  these  are  times  of  great  con- 
straint, is  a  10  percent  increment  in  the  budget  of  the  NCI.  I  don't 
think  that  is  irresponsible,  none  of  our  members  do. 

Over  the  past  15  years  in  real  spendable  dollars,  we  understand 
that  the  NIH  budget  has  increased  by  15  percent,  which  is  com- 
mendable, and  we  are  thankful  for  that  support,  but  looking  at  the 
Cancer  Institute's  budget,  it  has  increased  in  real  dollars  about  1 
percent.  I  think  we  need  to  reenergize  our  cancer  program. 

[The  prepared  statement  of  Dr.  Albert  H.  Owens,  Jr.  follows:] 
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Mr.  Chairman,  thank  you  for  the  opportunity  to  present  public  witness  testimony  on 
behalf  of  the  National  Coalition  for  Cancer  Research  (NCCR).  My  name  is  Dr.  Albert  Owens 
and  I  am  Former  Chairman  of  the  NCCR  and  Director  Emeritus  of  the  Johns  Hopkins  Cancer 
Center. 

Mr.  Chairman,  you  have  been  a  long  standing  and  wonderful  friend  of  biomedical 
research  and  cancer  research  in  particular.  We  would  like  to  thank  you  particularly  for  the 
inspirational  call  to  action  that  you  gave  at  last  week's  Congressional  Kick-off  reception  of  the 
NCCR's  public  education  campaign  in  the  Russell  Caucus  Room.  The  NCCR  has  appreciated 
the  opportunity  to  work  with  you  over  the  years  and  looks  forward  to  continuing  in  our  joint 
mission  to  support  cancer  research. 

I  would  like  to  take  a  few  moments  to  review  the  composition  and  mission  of  the  NCCR. 
The  NCCR  is  a  coalition  of  20  national  lay  and  professional  organizations  all  committed  to  the 
eradication  of  cancer.  Three  of  our  member  organizations,  including  the  American  Cancer 
Society,  the  Association  of  American  Cancer  Institutes,  and  the  American  Association  for  Cancer 
Research,  testified  before  this  Committee  last  week.  The  NCCR  represents  cancer  survivors  and 
their  families,  cancer  researchers,  physicians,  nurses,  other  health  professionals,  cancer  centers, 
and  over  2  million  volunteers  and  interested  citizens.  For  almost  10  years,  our  mission  has  been 
to  educate  the  public  and  Congress  about  the  need  for  increased  federal  support  for  the  National 
Cancer  Program.    It  is  as  part  of  this  mission  that  I  speak  before  you  today. 

NCCR  member  organizations  understand  that  this  Committee  has  a  mandate  to  reduce 
unnecessary  spending.  However,  we  are  here  to  remind  the  Committee  that  it  is  vitally 
important  —  and  economically  necessary,  given  the  rising  costs  of  health  care  -  to  find  ways  to 
prevent  and  cure  cancer. 

One  out  of  three  of  us  sitting  in  this  room  today  will  get  cancer.  One  out  of  five  of  us 
will  die  from  cancer.  In  the  five  minutes  that  has  been  allotted  for  this  testimony,  five  people 
will  die  from  cancer.  1.2  million  people  this  year,  including  11,000  children,  will  get  cancer. 
From  these  facts  alone,  and  there  are  many  more  that  I  could  provide  to  the  Committee,  it  is 
obvious  that  cancer  research  is  "necessary  spending." 

In  addition  to  the  tremendous  toll  on  human  lives  is  the  equally  persuasive  economic 
argument  for  cancer  research.  Total  direct  and  indirect  costs  of  cancer,  including  health  care 
costs  and  lost  worker  productivity,  exceed  $100  billion  annually.  Cancer  research,  however, 
saves  billions.    For  example, 

►  A  17-year  total  investment  of  $72  million  in  testicular  cancer  has  enabled  a  91  % 
cure  rate,  with  an  increased  annual  life  expectancy  of  40  years,  and  an  annual 
savings  of  $134-179  million. 
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►  A  15-year  total  investment  of  $14  million  in  developing  a  two-stage  procedure  in 
the  diagnosis  and  treatment  of  breast  cancer  has  resulted  in  an  annual  savings  of 
$526  million. 

►  A  12-year  total  investment  of  $13  million  in  developing  adjuvant  chemotherapy 
treatments  for  Duke's  C  colon  cancer  has  reduced  death  rates  from  recurrent 
colon  cancer  by  one  third  and  resulted  in  an  annual  savings  of  $215  million. 

►  Cancer  research  has  also  given  rise  to  the  biotechnology  industry,  which  the 
President's  Council  on  Competitiveness  estimated  will  be  a  $50  billion  per  year 
industry  by  the  year  2000.  The  U.S.  could  lose  its  preeminence  in  this  industry 
if  support  is  not  maintained. 

Please  note  that  biomedical  research  has  proved  its  economic  worth  before.  For  example, 
if  there  was  no  polio  vaccine,  this  nation  would  have  a  tremendous  annual  bill  for  "iron  lungs" 
and  other  costs  from  polio.  Clearly,  cancer  continues  to  take  an  incredible  toll  both  on  human 
lives  and  our  economy.  The  only  way  to  change  this  is  to  strengthen  our  ability  to  eradicate 
cancer  through  increased  federal  support  for  cancer  research. 

The  NCCR  recognizes  that  funds  are  severely  limited.  As  a  result,  we  have  carefully 
developed  the  following  position: 

*■  Our  ultimate  goal  is  to  fulfill  the  promise  of  cancer  research  and  achieve  the 
funding  level  recommended  in  the  NCI  Bypass  Budget. 

►  As  an  interim  measure,  the  NCCR  believes  that  parity  of  funding  with  that  of  the 
entire  NIH  is  a  top  priority.  Since  1980,  the  NIH  as  a  whole  has  enjoyed  a  15% 
increase  in  federal  funding  in  constant  dollars  compared  to  a  mere  1  %  increase 
for  the  NCI.  A  1%  increase  in  spending  power  over  the  past  15  years  for  a 
disease  which  will  be  the  number  one  killer  by  the  year  2000  is  unacceptable  and 
strictly  inhibits  our  ability  to  achieve  progress  against  cancer. 

►  Since  the  gap  between  the  15%  increase  for  NIH  and  the  1%  increase  for  NCI 
is  so  vast,  parity  with  the  NIH  will  be  difficult  to  achieve  overnight.  For  this 
reason,  the  NCCR  is  requesting  that  a  minimum  10%  increase  in  funding  be 
given  to  the  NCI  in  FY  1996  as  a  first  significant  step  towards  parity  with  the 
rest  of  the  NIH,  and  ultimately,  to  achieve  the  funding  level  recommended  by 
the  NCI  in  its  Bypass  Budget. 

It  is  worth  noting  that  a  10%  increase  for  the  NIH  for  FY  1996  is  consistent  with  nearly 
the  entire  cancer  and  biomedical  research  community  and  was  also  requested  by  the  nine 
societies  that  comprise  the  Federation  of  American  Societies  for  Experimental  Biology. 


Within  the  context  of  this  request  for  a  10%  increase  as  a  first  step  towards  parity,  the 
NCCR  supports  several  principles  for  the  use  of  these  funds: 

►  The  NCCR  concurs  with  Congress'  recommendation  of  last  year  to  support  a 
balanced  cancer  research  agenda,  one  which  includes  basic,  clinical,  translational, 
prevention,  control,  and  survivorship  research.  We  urge  that  this  emphasis  on 
balance  remain  a  core  component  of  your  1996  priorities. 

►  Within  this  balanced  approach,  there  should  be  flexibility  in  the  use  of  these  funds 
to  address  high  priority  initiatives  and  to  fund  quality  research  applications  and 
programs  rather  than  arbitrary  numerical  targets.  It  is  vital  that  we  not  let 
funding  constraints  destroy  the  quality  of  existing  and  future  research  initiatives. 

►  As  the  Congress  continues  to  debate  the  issue  of  unfunded  mandates,  we  urge  you 
to  apply  this  concept  to  research  as  well.  Earmarking  of  site-  and  gender-specific 
research  should  not  be  supported  unless  additional  funds  are  provided. 


When  the  National  Cancer  Act  was  signed  back  in  1971,  this  country  declared  the  War 
on  Cancer.  The  past  twenty  years  have  shown  that  the  National  Cancer  Program  has  been  a 
successful  investment  —  yielding  breathtaking  advances,  new  technologies,  treatments,  and 
prevention  methods. 

*■  Survival  rates  for  people  with  cancer  have  increased  from  33%  to  over  50%; 

►  Survival  rates  for  children  with  one  form  of  leukemia  have  increased  5  %  to  over 
70%; 

►  Survival  rates  for  men  with  prostate  cancer  have  increased  from  50%  to  78%. 

Because  of  the  National  Cancer  Program,  there  are  more  than  8  million  cancer  survivors 
today. 

Yet  the  casualties  of  cancer  continue  at  alarming  rates  and  they  will  continue  as  long  as 
cancer  research  is  underfunded.  Massive  cost-cutting  and  a  15%  reduction  in  NCI  staff  over 
the  next  few  years  have  already  compromised  the  NCI's  position  of  preeminence.  Continued 
budget  reductions,  downsizing,  and  low  staff  morale  will  only  perpetuate  the  threat  to  the 
continued  success  of  the  National  Cancer  Program  in  both  the  intramural  and  extramural 
programs.  Each  and  every  year  that  we  do  not  fund  cancer  research  to  its  fullest,  we  resign 
ourselves  to  missed  research  opportunities,  undiscovered  treatments,  and  untimely  deaths. 
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Mr.  Chairman  and  Members  of  the  Committee,  this  request  represents  the  views  of  a 
coalition  composed  of  diverse  groups  representing  a  wide  range  of  interests  and  concerns.  The 
common  denominator  among  us  all  is  our  determination  to  support  continued  progress  in  cancer 
research.  I  urge  you  to  consider  the  collective  voice  of  our  20  member  organizations  in 
support  of  a  10%  increase  for  the  NCI  for  FY  1996  as  you  begin  to  make  very  difficult 
decisions.  A  strong  cancer  research  program  is  an  investment  in  our  Nation,  our  families,  and 
our  future. 

Thank  you  for  your  consideration  of  our  request.  The  NCCR  looks  forward  to  working 
with  the  Committee  in  the  future  to  strengthen  the  National  Cancer  Program. 
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MONDAY,  JANUARY  30,  1995 


By  DANIEL  S.  GREENBERG 


Washington. 

The  war  on  cancer  started  out 
nearly  25  years  ago  as  a 
damn-lhe-costs.  blank-check 
crusade  blessed  by  a  fearful  public 
and  supportive  politicians.  Today  It's 
writhing  under  money  shortages.  In- 
discriminate chopping  of  govern- 
ment research  staffs,  tangles  of  red 
tape  and  dismal  morale.  What  began 
as  a  noble.  If  unrealistic,  campaign 
has  slumped  Into  a  sad  example  of 
dlsinven  ting  government. 

It's  hard  to  believe,  but  cancer  re- 
search Is  so  strapped  for  money  that 
government  physicians  and  scien- 
tists have  been  unable  to  obtain 
travel  funds  to  bring  seriously  111  pa- 
tients to  their  hospital  wards  for  ex- 
perimental treatments.  Even  when 
travel  problems  are  overcome,  the 
opportunities  for  research  are  re- 
stricted by  massive  cost-cutting  re- 
ductions In  the  number  of  beds 
available  for  use  In  the  experimental 
hospital  on  the  campus  of  the  Na- 
tional Institutes  of  Health. 

The  bed  count  stands  at  416.  but 
for  financial  reasons  only  about  half 
are  actually  In  use.  And  largely  be- 
cause of  the  frustrations  of  working 
for  government,  the  leadership  of  the 
federal  cancer  establishment  is  rid- 
dled with  voluntary  vacancies,  with 
more  to  come.  Meanwhile,  the  agen- 
cy Is  under  orders  to  cut  Its  staff  by 
15  percent  over  the  next  few  years. 

Too  much  was  expected  too  soon 
from  efforts  to  enlarge  scientific  un- 
derstanding of  the  grim  biology  of 
cancer.  Nonetheless,  money  did  buy 
some  progress  In  prevention,  diagno- 
sis and  treatment  As  a  result  of  the 
broadened  knowledge  of  cancer  ac- 
quired over  the  past  quarter-century, 
the  scientific  base  exists  for  rapidly 
making  further  progress,  particu- 
larly In  the  development  of  drugs  de- 
signed at  the  molecular  level  to  pin- 
point and  destroy  cancer  cells.  But. 
with  cancer  deaths  still  rising,  gloom 
hangs  over  the  scientific  and  medical 
headquarters  of  the  cancer  program, 
the  National  Cancer  Institute. 

Its  home  base,  the  National  Insti- 
tutes of  Health.  Is  experiencing  gen- 
eral fiscal  and  administrative  trau- 
ma. But  the  severest  case  seems  to 
have  hit  the  cancer  Institute,  the 
largest  of  all  the  Institutes. 

Along  with  most  other  parts  of 
the  federal  establishment,  the  can- 
cer institute  has  been  compelled  to 
yield  to  the  great  god  of  deficit  reduc- 
tion. The  annual  budget  which  fi- 
nances research  In  the  Institute's 
own  laboratories  and  in  universities 
and  hospitals,  currently  stands  at  a 
plump-looking  $  1 .9  billion.  In  recent 
years,  however,  the  budget  has  not 
only  lagged  behind  inflation,  but 
large  amounts  have  been  channeled 
into  AIDS  research 

Money  for  cancer  research  Is  so 


Cancer  research  is  so 

strapped/or  money  that 

government  physicians 

and  scientists  have  been 

unable  to  obtain  travel 

Junds  to  bring  seriously 

ill  patients  to  their 

hospital  wards. 


tight  that  two  years  ago.  Sen.  Tom 
Harkln.  D-Iowa,  a  fervent  champion 
of  the  National  Cancer  Institute,  deft- 
ly diverted  $220  million  from  the 
U.S.  Army  and  applied  It  to  breast- 
cancer  research.  With  the  Pentagon 
now  on  the  alert  the  chances  of  an 
encore  are  nil. 

The  National  Institutes  of  Health 
was  long  regarded  as  the  world's 
pre-eminent  biomedical  research  In- 
stitution. Top  scientists  from  the 
U.S.  and  abroad  were  proud  to  spend 
their  careers  in  laboratories  on  its 


The  working  atmosphere  there 
combined  the  Intellectual  Independ- 
ence of  the  academic  world  with  am- 
ple and  durable  financial  support 
and  a  minimum  of  bureaucratic  en- 


That's  no  longer  the  case,  as  re- 
flected in  a  steady  and  growing 
stream  of  departures  to  academic 
centers  and  biotechnology  firms. 
Substantially  higher  salaries  and 
benefits  In  the  non-government  sec- 
tor account  for  some  of  this  traffic. 
But  Increasingly,  departing  scien- 
tists say  that  the  agency  has  under- 
gone changes  that  have  diminished 
Its  attractiveness  as  a  place  to  con- 
duct research. 

Speaking  recently  to  a  committee 
of  academic  and  industrial  scientists 
appointed  to  study  the  problems  of 


programs.  Bruce  Chabner,  Director 
of  the  Institute's  Cancer  Treatment 
Division,  told  why  he's  leaving. 

The  development  of  cancer  drugs, 
which  Involves  collaboration  be- 
tween the  National  Cancer  Institute 
and  Industry,  has  become  frustrat- 
tngry  entangled  in  restrictive  regula- 
tions, he  sail  He  will  move  to  Mas- 
sachusetts General  Hospital,  which 
Is  affiliated  with  Harvard  University. 
"I  frankly  think  I  can  work  better 
with  Industry  In  an  academic  set- 
ting."  Dr.  Chabner  said. 

As  the  Democratic  White  House 
and  the  Republican  Congress  com- 
pete at  chopping  down  government, 
the  public  should  be  aware  that  a 
long-ago  commitment  known  as  the 
war  on  cancer  Is  one  of  the  victims  of 
this  Indiscriminate  mayhem. 

Daniel  S.  Green  berg  is  a  syndicated 
columnist  specializing  in  the  poli- 
tics of  science  and  health. 
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Mr.  Porter.  Dr.  Owens,  we  very  much  appreciate  having  you 
here,  it  is  good  to  see  you. 

I  have  said  to  other  panels  that  testimony  that  witnesses  give  re- 
garding biomedical  research  is  not  given  in  a  vacuum  to  the  sub- 
committee, that  all  of  us  have  contact  with  serious  disease  in  one 
way  or  another.  The  example  of  polio,  my  father  was  a  victim  of 
infantile  paralysis  and  wore  a  brace  on  his  leg  all  of  his  life.  I  have 
one  of  my  staffers  at  home  who  has  been  on  my  staff  since  I  was 
elected  to  Congress,  who  is  now  gravely  ill  with  cancer.  It  is,  all 
of  us  know,  a  terrible  disease.  And  all  I  can  say  at  the  bottom  line, 
is  we  will  do  our  very  best  to  provide  the  kinds  of  resources  that 
are  needed  to  make  progress. 

Dr.  Owens.  Good.  Thank  you  for  your  support. 

You  may  or  may  not  have  seen  Mr.  Daniel  Greenberg's  column 
in  the  Sun  papers  on  this  past  Monday,  and  he  remarks  on 
downsizing  of  government.  He  also  remarks  on  the  leadership  crisis 
in  the  National  Cancer  Institute  with  a  number  of  their  senior 
leaders  leaving. 

He  also  remarks  that  the  brightest  and  best  of  the  young  people 
no  longer  find  it  a  favorite  place  to  go  to.  And  again,  I  think  in 
terms  of  the  future,  that  is  the  kind  of  reenergizing  that  we  really 
need. 

Mr.  Porter.  We  would  be  happy  to  receive  that  for  the  record, 
but  I  would  also  like  copies  so  that  I  might  read  it  personally. 

Thank  you  very  much  for  your  testimony  today. 

Mrs.  LOWEY.  Mr.  Chairman. 

Mr.  Porter.  Yes,  Mrs.  Lowey. 

Mrs.  LOWEY.  Dr.  Owens,  I,  too,  want  to  thank  you  for  your  testi- 
mony. And  I  share  my  Chairman's  commitment  to  investments  in 
health  research,  in  particular  cancer  research. 

Could  you  give  us  an  idea  of  the  numbers  of  grant  applications 
that  are  submitted  each  year  and  the  numbers  that  are  rejected 
each  year? 

Dr.  OWENS.  I  cannot  really  do  that  in  numbers,  but  I  can  tell  you 
that  of  the  numbers  that  are  submitted  and  are  approved  by  peer 
review,  that  funding  for  several  years  now  has  been  running  some- 
where between  12,  15,  16  percent.  It  continues  to  be  low,  but  I  wish 
I  could  give  you  another  number,  which  I  have  seen,  which  is  more 
alarming  in  a  sense  the  numbers  of  new  applications  received  have 
been  dropping  off  in  the  past  year  at  a  very  significant  rate. 

Mrs.  LOWEY.  That  is  the  point  of  grave  concern  to  me,  that  with- 
out the  encouragement  of  government  those  who  might  make  their 
life's  work  science,  are  going  to  find  it  more  difficult  to  find  cures, 
and  I  am  very  pleased  that  you  mentioned  the  economic  argument 
because  certainly  in  one  area  which  I  know  too  well,  breast  cancer, 
when  you  look  at  the  46,000  lives  that  are  lost  each  year,  it  is  fami- 
lies, it  is  not  just  the  woman,  it  is  the  entire  family. 

So  I  want  to  thank  you  for  your  efforts,  and  we  look  forward  to 
continuing  to  work  with  you  and  supporting  you. 

Dr.  Owens.  Thank  you  very  much. 

Mr.  Porter.  Thank  you,  Mrs.  Lowey,  thank  you,  Dr.  Owens. 
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Thursday,  February  2,  1995. 

WITNESS 
ALAN  G.  KRAUT,  Ph.D.,  AMERICAN  PSYCHOLOGICAL  SOCIETY 

Mr.  Porter.  Alan  G.  Kraut,  Ph.D.,  American  Psychological  Soci- 
ety. 

Dr.  Kraut.  Congresswoman  Lowey,  it  is  40,000  applications  total 
at  NIH,  I  think  was  last  year's,  and  out  of  that  some  5,000  to  6,000 
are  funded,  of  the  new  grants,  that  includes  new  grants  and  com- 
peting renewals,  but  that  is  the  range. 

Mrs.  LOWEY.  Thank  you  very  much. 

Dr.  Kraut.  I  am  Alan  Kraut,  Executive  Director  of  the  American 
Psychological  Society,  and  I  am  here  today  not  to  ask  for  more 
money  for  our  research,  well  at  least  not  for  much  more,  but  to  ask 
for  your  continued  support  of  behavioral  science  at  NIH. 

The  American  Psychological  Society  was  established  only  six 
years  ago  to  represent  the  science  of  psychology.  Our  15,000-plus 
members  are  scientists  in  areas  ranging  from  basic  brain  processes, 
to  applied  research  in  disease  prevention,  to  the  study  of  organiza- 
tional issues  related  to  health.  They  include  members  of  the  Na- 
tional Academy  of  Sciences,  Nobel  Prize  winners,  and  distinguished 
researchers  from  leading  universities  working  in  an  array  of  spe- 
cialties. 

Psychobiologists  and  behavioral  neuroscientists  study  the  rela- 
tionships between  brain  and  behavior.  Health  psychologists  study 
the  interactions  between  health  and  behavior.  Developmental  psy- 
chologists study  physical,  emotional,  and  cognitive  development 
with  an  emphasis  on  the  beginning  and  end  of  the  lifespan.  Social 
psychologists  look  at  the  behavior  of  individuals  and  groups. 

You  will  find  psychologists  conducting  research  on  hearing  and 
vision,  learning  and  remembering,  decision-making,  heart  disease, 
stroke,  mental  illness,  disease  prevention,  and  AIDS,  just  to  name 
a  few.  The  common  thread  is  behavior,  whether  at  the  level  of  a 
single  organ,  an  individual  or  the  behavior  of  groups  and  organiza- 
tions. 

I  am  delighted  to  report  to  you  today  that  our  discipline  has  be- 
come more  mainstream  throughout  the  Federal  research  establish- 
ment. In  the  last  year  alone,  major  proposals  have  been  developed 
to  expand  behavioral  science  research  and  training.  One  example 
is  the  National  Science  Foundation  which  has  embraced  as  its  own 
the  Human  Capital  Initiative,  a  research  agenda  developed  by  the 
behavioral  science  community  that  ties  basic  behavioral  science  re- 
search to  issues  of  national  concern  such  as  health,  literacy,  vio- 
lence, substance  abuse,  aging,  and  productivity  in  the  workplace. 

But  at  NIH  specifically,  we  are  seeing  encouraging  signs  on  the 
status  of  behavioral  research.  NIH  Director  Harold  Varmus  is  on 
the  verge  of  selecting  from  a  group  of  impressive  candidates  a  Di- 
rector of  the  Office  of  Behavioral  and  Social  Science  Research.  This 
office  is  authorized  in  order  to  expand  NIH's  portfolio  of  research 
on  some  of  the  Nation's  most  serious  public  health  problems  which 
have  behavior  at  their  core:  violence,  teen  pregnancy,  heart  and 
lung  diseases,  injuries  and  accidents  due  to  alcohol  and  drug  abuse, 
the  transmission  of  disease  through  risky  sexual  behaviors,  even 
more  common  issues  such  as  getting  patients  to  take  prescribed 
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medicine,  or  convincing  parents  to  bring  in  their  kids  for  vaccina- 
tions, or  convincing  women  to  come  in  for  mammograms. 

Virtually  every  National  Institute  has  a  behavioral  science  com- 
ponent. The  NIH  Behavioral  Science  Office  would  link  those  pro- 
grams in  ways  that  would  minimize  unnecessary  duplication  and 
would  identify  promising  areas  of  behavioral  research  that  should 
be  pursued. 

I  also  bring  good  news  from  specific  NIH  Institutes,  the  National 
Institute  of  Mental  Health  has  just  endorsed  a  blueprint  for  behav- 
ioral science  research,  similar  to  other  plans  that  have  shaped  the 
Institute's  programs  in  neuroscience,  schizophrenia  and  child  and 
mental  health  disorders. 

I  have  a  copy  with  me  today.  The  report  will  soon  be  sent  to  Con- 
gress. We  ask  this  committee  to  support  NIMH's  recommendations 
for  grants  in  training  in  behavioral  science. 

We  are  also  asking  for  your  support  for  NIMH's  hugely  success- 
ful grant  program  for  young  investigators  in  behavioral  science 
known  as  B/START.  We  ask  that  you  concur  in  the  NIMH  Acting 
Director's  goal  of  doubling  funding  for  B/START  by  appropriating 
$2.5  million  for  the  program  in  fiscal  year  1996,  still  a  modest  sum. 

I  commend  this  program  to  others  at  NIH  interested  in  attract- 
ing young  investigators.  It  has  worked  and  I  have  raised  this  issue 
with  several  directors  of  NIH. 

The  National  Institute  on  Drug  Abuse  is  also  in  the  process  of 
expanding  its  support  for  behavioral  science,  particularly  on  mech- 
anisms underlying  craving  for  drugs.  We  strongly  urge  the  commit- 
tee to  support  efforts  to  bring  the  full  power  of  behavioral  science 
to  bear  on  drug  abuse  and  addiction. 

Finally,  the  National  Academy  of  Sciences  has  recommended  an 
increase  in  NIH  research  training  awards  in  the  behavioral 
sciences  in  1996.  The  recent  Academy  report  on  the  state  of  science 
training  concludes  that  there  is  now  increasing  recognition  that 
many  of  the  worst  problems  facing  this  country  are  primarily  be- 
havioral in  character  and  that  these  sciences  possess  important  in- 
formation to  address  those  problems.  We  ask  that  you  encourage 
NIH  to  implement  the  Academy's  recommendations. 

[The  prepared  statement  of  Alan  G.  Kraut,  Ph.D.  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee:   I  am  Alan  Kraut,  Executive  Director  of 
the  American  Psychological  Society.  Thank  you  for  the  opportunity  to  appear  before  you 
today  to  discuss  the  FY  96  appropriations  for  psychological  and  behavioral  science 
research  at  the  National  Institutes  of  Health. 

APS  was  established  to  represent  the  science  of  psychology.  Our  15,000-plus 
members  are  research  scientists  working  in  areas  ranging  from  basic  brain  research  to 
applied  research  in  the  prevention  of  disease,  to  study  of  organizational  issues  related  to 
health.  They  include  members  of  the  National  Academy  of  Sciences,  Nobel  prize 
winners,  and  distinguished  researchers  from  leading  universities  working  in  an  array  of 
specialties.   For  example,  psychobiologists  and  behavioral  neuroscientists  study  the 
relationships  between  the  brain  and  behavior,  much  of  it  NIH-funded.   Health 
psychologists  study  the  interactions  between  health  and  behavior.  Developmental 
psychologists  study  physical,  emotional,  and  cognitive  development,  with  special  emphasis 
on  the  beginning  and  end  of  the  lifespan.  Social  psychologists  look  at  the  behavior  of 
individuals  and  groups.  You  will  find  psychologists  conducting  research  on  hearing  and 
vision,  learning  and  remembering,  decision  making,  heart  disease,  stroke,  mental  illness, 
disease  prevention,  and  AIDS,  just  to  name  a  few.  The  common  thread  is  behavior, 
whether  at  the  level  of  a  single  organ,  an  individual,  or  the  behavior  of  groups  and 
organizations. 

As  your  colleagues  in  the  Senate  described  it  in  last  year's  report,  our  research 
includes  "health  and  behavior,  personality  research,  social  and  developmental  psychology 
across  the  lifespan,  thinking  and  cognitive  science,  treatment  effectiveness, 
psychopathology,  and  the  biological  bases  of  behavior."  (S.  Rpt.  103-143,  p.  126)  I  am 
here  today  to  ask  you  to  support  continued  funding  of  just  this  kind  of  research  at  NIH. 

I  am  delighted  to  report  to  you  that  our  discipline  has  become  more  mainstream 
in  the  federal  research  establishment.  In  the  last  year  alone,  there  has  been  enormous 
momentum  for  behavioral  science  research  from  institutions  that  have  traditionally  been 
bastions  of  biomedical  and  physical  science;  several  major  proposals  have  been 
developed  to  expand  behavioral  research.  In  one  of  its  regularly  scheduled  reports  to 
Congress  on  the  state  of  science  training,  the  National  Academy  of  Sciences 
recommended  a  large  increase  in  NIH  National  Research  Service  Awards  for  behavioral 
scientists  (while  holding  biomedical  awards  to  1993  levels).  The  National  Institute  of 
Mental  Health  is  sending  to  Congress  a  national  plan  to  significantly  increase  basic 
behavioral  research  on  mental  health  and  mental  illness,  and  also  wants  to  double  its 
support  of  young  investigators  in  behavioral  research.  The  National  Institute  on  Drug 
Abuse  is  refraining  its  portfolio  to  include  major  new  initiatives  in  behavioral  research. 
And  the  National  Science  Foundation  has  embraced,  as  its  own,  the  "Human  Capital 
Initiative,"  a  research  agenda  developed  by  the  behavioral  science  community  that  ties 
behavioral  science  to  issues  of  national  concern,  such  as  health,  literacy,  violence, 
substance  abuse,  aging,  and  productivity  in  the  workplace. 

At  NIH  as  a  whole,  we  also  are  seeing  encouraging  signs  that  the  status  of 
behavioral  research  is  improving.  NIH  is  on  the  verge  of  selecting  from  a  group  of 
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impressive  candidates  a  director  of  the  Office  of  Behavioral  and  Social  Science  Research. 
That  Office,  which  I  will  discuss  later  in  detail,  was  authorized  by  Congress  as  a 
mechanism  to  identify  the  current  levels  of  NIH  support  for  behavioral  research,  and  to 
develop  a  plan  for  significantly  expanding  that  area  of  research. 

The  relationship  between  health  and  behavior  has  been  amply  documented  in 
numerous  reports  by  the  Institute  of  Medicine,  the  NAS,  and  Department  of  Health  and 
Human  Services.  These  include  the  IOM's  report  "Health  and  Behavior:  Frontiers  of 
Research  in  the  Behavioral  Sciences,"(1982);  NAS's  "The  Behavioral  and  Social  Sciences: 
Achievements  and  Opportunities";  the  Surgeon  General's  "Healthy  People"  report  (1979) 
and  the  series  of  related  reports  that  followed  it,  including  "Promoting  Health/Preventing 
Disease:   Objectives  for  the  Nation"  (1980)  and  "Healthy  People  2000"  (1990).  Together, 
they  document  that  as  much  as  50  percent  of  mortality  from  the  leading  causes  of  death 
is  due  to  behavior,  and  that  7  out  of  10  of  the  leading  causes  of  death  are  in  large  part 
behavioral  in  nature. 

Let  me  describe  just  one  example  of  the  need  for  behavioral  research:  The  CDC 
has  just  reported  that  AIDS  is  the  number  one  killer  of  people  between  the  ages  of  25 
and  44  in  this  country.  This  increase  in  AIDS  deaths  happened  at  the  same  time  that 
Congress  has  in  good  faith  made  an  enormous  annual  investment  in  NIH  AIDS  research, 
which  is  overwhelmingly  and  narrowly  biomedical.   Clearly,  this  current  approach  isn't 
working.     It's  not  a  matter  of  stopping  biological  research  on  AIDS.   But  until  a  vaccine 
is  developed  —  and  even  the  most  optimistic  estimates  indicate  that  won't  happen  for 
many  years  ~  we  could  be  doing  a  great  deal  more  to  address  the  transmission  of  AIDS, 
which  fundamentally  is  a  behavioral  issue. 

Behavioral  research  also  has  the  potential  to  address  other  major  health  problems 
confronting  the  nation.  There  are  signs  that  NIH  is  recognizing  this  fact.  As  I  said 
earlier,  individual  Institutes  at  NIH  are  planning  major  expansions  of  their  behavioral 
science  portfolios,  and  the  pending  appointment  of  a  director  of  the  behavioral  science 
office  is  particularly  encouraging.   We  are  asking  for  this  Committee  to  assist  in  this 
effort  by  sending  the  strongest  possible  message  of  support  for  behavioral  science  to 
NIH.  Specifically,  we  request  that  you: 

-  Preserve  existing  levels  of  behavioral  research  at  all  Institutes  in  FY  96;  and 

-  Direct  NIH  to  develop  a  plan,  by  next  year's  appropriations  hearings,  for 
expanding  its  behavioral  science  research  portfolio  commensurate  with  the  role  of 
behavioral  factors  in  causing  and  curing  diseases  and  public  health  problems. 

These  steps  would  signal  that  behavioral  and  social  science  are  a  priority,  and  would 
provide  a  measure  of  stability  for  all  NIH  behavioral  science  programs.  In  addition,  we 
ask  your  favorable  consideration  of  the  recommendations  for  specific  programs  outlined 
below. 
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OFFICE  OF  BEHAVIORAL  AND  SOCIAL  SCIENCE  RESEARCH 

This  is  the  third  appropriations  cycle  in  which  I  have  appeared  before  this 
Committee  and  your  counterparts  in  the  Senate  to  request  your  support  for  the  Office  of 
Behavioral  and  Social  Science  Research  (OBSSR),  with  the  Office  of  the  Director  of 
NIH.  The  OBSSR  was  authorized  in  1993  in  order  to  expand  NIH's  portfolio  of 
research  on  some  of  the  nation's  most  serious  public  health  problems  which  are 
behavioral  at  their  core:  a  partial  list  of  examples  includes  violence;  teen  pregnancy; 
heart  and  lung  diseases  that  come  from  smoking;  injuries  and  accidents  that  occur 
because  of  alcohol  and  drug  abuse;  and  the  transmission  of  disease  through  risky  sexual 
behaviors.  Virtually  every  one  of  the  National  Institutes  has  a  behavioral  science 
component.  The  OBSSR  would  link  those  programs  in  ways  that  would  minimize 
unnecessary  duplication  of  efforts  and  would  identify  promising  areas  of  behavioral 
research  that  should  be  pursued. 

The  Office  was  created  only  after  NIH  did  not  respond  to  Congress'  explicit  and 
repeated  interest  in  increasing  behavioral  research  at  NIH.  Last  year  I  described  for  you 
the  history  of  Congressional  actions  on  behavioral  research  at  NIH  and  some  background 
on  the  Office  and  its  mission.  Rather  than  reiterate  that  entire  history,  I  respectfully 
refer  you  to  the  record  of  last  year's  hearings. 

This  year,  I  bring  some  good  news.  As  I  mentioned  earlier,  a  director  for  the 
Office  will  be  chosen  soon,  and  he  or  she  will  be  able  to  begin  fulfilling  the  mission  of 
the  Office,  which  will  be  to  first  assess  the  current  levels  of  behavioral  science  at  NTH, 
and  then  identify  promising  areas  of  research  that  should  receive  increased  support. 

-  We  ask  that  this  Committee  send  the  strongest  possible  encouragement  for  the 
new  Office  by  providing  an  appropriation  of  $5  million  for  the  Office  in  FY  96. 


NIMH  PLAN  FOR  BASIC  BEHAVIORAL  SCIENCE  RESEARCH 

In  consultation  with  leading  experts  from  universities  throughout  the  country,  the 
National  Institute  on  Mental  Health  (NIMH)  has  now  completed  a  comprehensive 
assessment  of  behavioral  and  psychosocial  research  within  its  mission.  The  result  is 
"Basic  Behavioral  Science  Research  for  Mental  Health:  A  National  Investment,"  a 
national  plan  for  behavioral  science  research  similar  to  other  NIMH  plans  that  have 
shaped  the  Institute's  programs  in  schizophrenia,  child  and  adolescent  mental  disorders, 
and  neuroscience.  The  behavioral  science  report  documents  the  "striking  progress"  that 
has  been  made  in  understanding,  diagnosing,  treating  and  preventing  mental  disorders, 
and  it  outlines  specific  research  priorities  that  should  guide  NIMH  funding  in  behavioral 
science.  The  report  presents  multi-year  funding  recommendations  for  investigator- 
initiated  research  and  research  training,  plus  it  encourages  increased  collaboration 
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between  basic  and  clinical  researchers  in  order  to  strengthen  both  areas.  The  report  also 
calls  for  an  examination  of  how  the  NIMH  peer  review  system  will  be  affected  when  it  is 
merged  with  the  existing  NTH  system. 

The  report  was  recently  approved  by  the  NIMH  Advisory  Council  and  is  being 
forwarded  to  Congress  as  requested  in  last  year's  Appropriations  reports  from  both  the 
House  and  Senate.   For  FY  96,  we  ask  that  this  Committee: 

-  Examine  the  NIMH  plan  for  behavioral  science  research  and  lend  its  support  to 
the  recommendations  for  grants  and  training  increases. 

-  Direct  NIMH  to  report  back  to  Congress  by  January  31,  19%,  with  its  plans  for 
implementing  the  national  plan  for  behavioral  science  research  on  mental  health. 


NIMH  B/START  -  GRANTS  FOR  YOUNG  INVESTIGATORS 

In  FY  94,  after  several  years  of  Congressional  directives  to  reverse  the  decline  in 
support  for  young  behavioral  research  investigators,  NIMH  established  the  Behavioral 
Science  Track  Award  for  Rapid  Transition  (B/START)  program  to  encourage  new 
researchers  in  behavioral  science.  The  Institute's  Program  Announcement  stated  that  "at 
the  moment,  this  field  seems  to  be  at  serious  risk  of  having  an  insufficient  number  of 
researchers."  The  response  from  the  field  has  been  enormous:  NIMH  received  more 
than  150  B/START  applications  in  the  first  review  cycle  for  the  program,  plus  many 
more  throughout  the  year.   Unfortunately,  only  31  grants  could  be  awarded  for  FY  94, 
for  a  total  of  $1.12  million.  In  FY  95,  NIMH  plans  to  increase  this  to  at  least  $1.6 
million,  and  the  Acting  Director  of  NIMH  has  indicated  his  desire  to  double  the  funding 
for  B/START.  We  ask  the  Committee  to: 

-  Allow  NIMH  to  expand  the  B/START  program  by  appropriating  $2.5  million 
for  the  program  in  FY  96. 


NIDA  BEHAVIORAL  SCIENCE  PORTFOLIO 

Contrary  to  the  prevalent  view  that  drug  abuse  and  addiction  are  social  or  moral 
conditions,  drug  abuse  is  a  health  problem;  in  the  words  of  the  director  of  the  National 
Institute  on  Drug  Abuse  (NIDA),  it  is  "a  treatable  chronic  and  relapsing  disease"  as  well 
as  a  "preventable  behavior."  NIDA  is  in  the  process  of  expanding  its  support  of 
behavioral  science,  particularly  in  the  area  of  research  on  craving.  There  needs  to  be 
significantly  more  research  on  the  underlying  behavioral  and  biological  mechanisms  of 
craving  as  well  research  on  the  role  of  peer  pressure,  family  and  environmental  factors, 
and  other  issues  in  order  to  understand  why  and  how  substance  abuse  begins.  We 
strongly  urge  the  Committee  to: 
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-  Support  NIDA's  efforts  to  bring  the  full  power  of  science  to  bear  on  drug  abuse 
and  addiction  by  appropriating  adequate  funds  in  FY  96  to  allow  NIDA  to  expand 
its  portfolio  in  research  on  the  mechanisms  of  craving. 


NATIONAL  RESEARCH  TRAINING  AWARDS  -  NAS  RECOMMENDATIONS 

The  National  Academy  of  Sciences  (NAS)  has  recommended  a  significant  increase 
in  NRSA  awards  in  the  behavioral  sciences  in  1996  "on  the  basis  of  continuing  gains 
being  made  by  behavioral  scientists  in  areas  of  national  interest  and  on  anticipated 
demand  for  behavioral  research  relative  to  health  goals."  This  recommendation  was 
made  in  June  1994  in  a  report  to  the  Department  of  Health  and  Human  Services, 
entitled  "Meeting  the  Nation's  Needs  for  Biomedical  and  Behavioral  Scientists."  The 
report  also  recommended  to  keep  NRSA  awards  in  the  basic  biomedical  sciences  at  1993 
levels,  which  was  based  on  a  conclusion  that  there  is  an  adequate  supply  of  biomedical 
scientists. 

In  explaining  its  recommendation,  the  NAS  said  "there  is  now  increasing 
recognition  that  many  of  the  worst  problems  facing  this  country  are  primarily  behavioral 
in  character  and  that  these  sciences  possess  important  information  to  address  those 
problems."  The  report  also  noted  that  training  funds  have  been  disproportionately 
directed  to  research  on  the  biological  bases  of  behavior,  resulting  in  "less  attention  to 
research  training  in  the  behavioral  and  social  dimensions  of  physical  and  mental  health 
than  might  be  desired.   It  is  the  hope  of  the  [NAS]  committee  that  expanded  NRSA 
support  in  the  behavioral  sciences  in  the  coming  years  will  result  in  significant  growth  in 
the  number  of  awards  made  for  research  training  in  the  solution  of  social  problems 
related  to  the  health  and  well-being  of  all  Americans."  (emphasis  added) 

We  ask  that  this  Committee  give  its  full  support  to  the  NAS  findings  and  that  you: 

-  Direct  NTH  to  implement  the  recommendations  of  the  NAS  to  increase  the 
annual  number  of  NRSA  awards  for  research  training  in  the  behavioral  sciences 
from  1,069  to  1,450. 

Mr.  Chairman,  thank  you  again  for  the  opportunity  to  testify  on  the  urgent  need  for  an 
increase  in  behavioral  science  at  the  National'  Institutes  of  Health.  This  concludes  my 
statement,  and  I  would  be  pleased  to  answer  any  questions. 
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Mr.  Porter.  Mr.  Dickey. 

Mr.  DICKEY.  I  may  be  unfair  using  you  and  your  testimony  to  try 
to  get  a  point  across,  but  you  are  asking,  as  is  everybody  else,  for 
either  a  status  quo  or  an  increase.  I  would  like  to  ask  basic  ques- 
tions, do  you  understand  that  this  government  is  insolvent? 

Dr.  Kraut.  Yes,  sir.  I  tried  to  be  as  conservative  in  my  testi- 
mony, and  as  I  have  worked  with  coalitions  or  other  health-related 
groups,  I  think  everyone  sitting  around  the  table  I  have  been  sit- 
ting at  has  been  appreciative  of  the  financial  risks  facing  our  coun- 
try. 

Mr.  Dickey.  Do  you  know  why  we  are  insolvent,  or  your  opinion, 
why  we  are  spending  more  than  we  are  earning? 

Dr.  Kraut.  I  suppose  because  certain  programs  have  grown. 
There  has  been  not  enough  oversight  of  certain  spending,  that  we 
needed  to  restructure  some  of  the  ways  we  give  money  in  the  Unit- 
ed States. 

Mr.  Dickey.  It  seems  there  is  a  conspiracy  among  you  all.  My 
staff  tells  me  we  keep  asking  for  more  and  more,  and  I  am  sitting 
here  thinking  something  is  missing  in  this  deal.  If  you  didn't  have 
the  money  in  your  personal  budget,  you  would  have  to  cut  down 
on  something  that  you  were  doing  is  that  correct? 

Dr.  Kraut.  Yes. 

Mr.  Dickey.  I  hate  to  single  out  your  situation,  this  is  the  first 
time  I  have  really  tried  to  find  out  what  the  mentality  is  of  those 
of  you  who  are  asking  for  something,  but  if  we  were  going  to  cut 
25  percent  from  what  you  had  last  year,  what  you  suggest— do  you 
think  that  is  a  fair  question? 

Dr.  Kraut.  We  appreciate  that  there  are  tough  decisions  facing 
you  all,  and  as  I  have  talked  with  people  in  my  position,  other  col- 
leagues in  other  scientific  organizations,  we  feel  that  it  is  our  re- 
sponsibility to  give  you  our  best  judgment  about  where  opportuni- 
ties are  and  where  money  can  profitably  be  spent  on  these  areas. 

Mr.  Dickey.  Money  we  don't  have. 

Dr.  Kraut.  We  see  that  it  is  appropriately  your  job  to  decide 
what  among  priority  areas  within  the  Federal  Government  ought 
to  be  getting  increases,  decreases,  stay  the  same.  We  think  it  is  our 
job  to  present  you  our  expert  opinion  on  where  we  think  certain 
priorities  are.  I  appreciate  your  position. 

Mr.  DiCKEY.  Your  opinion  does  matter  but  what  you  are  leaving 
us  to  do,  is  to  cut  without  any  opinions  from  you  all.  I  don't  know 
what  is  going  on.  It  seems  to  me  that  you  should  be  helping  us 
come  to  the  assumption  we  are  spending  more  than  we  are  taking 
in,  therefore  somebody  has  to  suffer.  Can  you  offer  any  help  to  us 
or  are  we  to  operate  just  in  a  vacuum? 

Dr.  Kraut.  No,  sir.  Our  public  testimony  is  one  of  part  dialogue. 
I  have  been  involved  in  many  coalitions  that  meet  with  you  and 
your  staff  and  talk  in  more  specific  terms  about  where  programs 
are  in  relation  to  where  they  were  five  years  ago,  what  would  hap- 
pen if  they  were  cut  5,  10  or  15  percent. 

I  think  there  has  been  that  kind  of  dialogue,  and  I  would  wel- 
come being  a  part  of  those  discussions.  I  appreciate  your  point  that 
we  ought  to  be  included  in  discussions  when  hard  decisions  have 
to  be  made,  where  cuts  are  made,  certainly,  we  ought  to  be  in  the 
room  when  NIH,  for  example,  here  is  discussed.  I  appreciate  that. 
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Mr.  DlCKEY.  Have  you  offered  any  cuts  in  the  past  that  this  com- 
mittee has  not  accepted  in  past  years? 

Dr.  Kraut.  No,  sir. 

Mr.  Dickey.  Why  not? 

Dr.  Kraut.  We  have  talked  about  priority  areas  and  putting 
things  in  priority  levels,  so  in  that  sense,  we  have  said  this  area 
may  be  more  important  than  this  area.  We  work  with  Federal 
agencies  to  do  just  that.  This  report  has  listings  in  priority  area, 
number  1,  2  and  3.  So  in  some  sense,  there  is,  I  think,  a  legiti- 
mately responsible  attempt  to  try  and  create  some  priority  areas 
within  Federal  research  spending. 

Mr.  Dickey.  Thank  you. 

Mr.  Porter.  Ms.  Pelosi. 

Ms.  Pelosi.  Thank  you,  Mr.  Chairman. 

Thank  you  very  much  for  your  testimony. 

I  will  just  take  a  moment  in  dialogue  with  my  colleague,  Mr. 
Dickey,  whose  concerns  I  respect  and  whose  questions  I  think  are 
very  legitimate.  It  is  unfortunate,  Dr.  Kraut  is  the  one  you  are 
talking  to,  because  he  is  talking  about  involvement  and  money 
spent  on  changing  behavior  and  getting  mothers  to  get  their  chil- 
dren inoculated,  and  of  specific  practical  changes  in  behavior,  that 
not  only  helped  those  people  have  healthier  and  better  lives,  but 
also  save  us  money  at  the  Federal  level  in  terms  of  funding. 

This  is  all  about  prevention  and  investment  and,  ultimately,  in 
helping  to  reduce  our  deficits.  But  I  also  think  that  some  of  the 
questions  that  you  ask  are  appropriate,  not  only  to  Dr.  Kraut  but 
to  the  administration,  because  they  see  the  whole  picture.  I  believe 
people  like  Dr.  Kraut  have  a  moral  responsibility  to  say  what  in 
their  judgment  is  necessary. 

In  terms  of  the  finite  dollars  and  fiscal  constraints,  we  have  here 
what  is  realistic.  I  look  forward  to  this  dialogue  continuing  with 
the  administration  because  they  have  put  this  in  terms  of  possibili- 
ties, opportunity  for  research  and  also  opportunity  for  prevention. 
Because  as  much  as  we  talk  about  scientific  biomedical  research, 
and  we  are  committed  to  doing  everything  we  can,  especially  where 
there  is  the  most  scientific  opportunity,  we  will  have  to  go  beyond 
that. 

We  are  not  going  to  solve  cancer  just  in  the  laboratory  in  terms 
of  finding  a  cure  or  genetic  predisposition  to  it.  We  have  to  be  look- 
ing beyond  that  to  the  environment  causes  perhaps  of  cancer,  be- 
cause we  do  not  have  the  answer  and  we  have  to  prevent  many 
more  people  from  getting  it,  in  addition  to  hoping  to  find  a  cure  or 
a  disposition  for  a  person  to  have  it. 

We  have  to  recognize  the  different  roles  that  people  play  in  this, 
prevention,  professional  judgment  from  health  professionals  being 
important,  but  also  where  we  cut  and  how  we  give  priority  is,  I 
think,  a  process  that  will  continue  when  the  administration  wit- 
nesses come  forward. 

Mr.  Dickey.  Would  you  yield? 

What  I  am  getting  to  is  it  seems  like  as  far  as  the  Nation  is  con- 
cerned that  we  are  getting  to  some  point  where  we  can't  afford  to 
save  money  any  longer.  You  have  to  spend  money  sometimes  to 
save  it. 

Ms.  Pelosi.  That  is  right,  an  investment. 
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Mr.  Dickey.  If  we  keep  saying  yes,  we  are  not  going  to  be  able 
to  have  those  opportunities. 

Ms.  Pelosi.  It  is  a  privilege  that  we  have  to  be  able  to  make 
some  of  those  decisions.  The  government  takes  in  more  money  than 
we  spend,  except  for  interest  on  the  national  debt,  and  that  is  a 
discussion  for  another  day. 

Mr.  Dickey.  Yes. 

Thank  you. 


Thursday,  February  2,  1995. 

WITNESSES 

JIM  CABRERA  AND  JOE  JANNOTTA,  ASSOCIATION  OF  OUTPLACEMENT 
CONSULTING  FIRMS  INTERNATIONAL 

Mr.  Porter.  The  next  witnesses  are  Jim  Cabrera  and  Joe 
Jannotta,  the  Association  of  Outplacement  Consulting  Firms  Inter- 
national. 

Thank  you  for  being  with  us. 

Mr.  Jannotta.  Thank  you. 

Mr.  Cabrera.  Mr.  Chairman,  I  am  Jim  Cabrera  here  to  rep- 
resent the  Outplacement  Association,  accompanied  by  Joe  Jannotta 
from  Chicago,  who  also  represents  AOCFI.  We  are  one  of  the  third 
circle  up  there,  which  is  the  Department  of  Labor. 

We  have  heard  all  morning  health-related  research.  Personally, 
I  am  awed  by  what  goes  on  with  this  subcommittee  and  the  presen- 
tations by  the  research  people  and  the  good  work  they  do.  Being 
a  survivor  of  cancer  and  being  benefitted  by  the  research,  I  whole- 
heartedly support  what  can  be  done  in  that  regard. 

We  represent  an  industry  which  is  called  job  assistance.  We  are 
not  here  asking  for  money.  In  fact,  we  are  here  to  suggest  how  we 
might  help  your  committee  save  some  money. 

We  are  retained  by  corporations  who  in  the  course  of  downsizing 
or  economic  reduction,  find  it  necessary  to  displace  people.  They  re- 
tain us  to  move  that  person  or  a  group  of  people  to  a  newer  and 
better  job  within  a  reasonable  amount  of  time,  with  the  least 
amount  of  trauma. 

The  industry  didn't  exist  30  years  ago.  We  are  here  to  explain 
who  we  are  and  how  we  might  be  able  to  assist  you  in  that  regard. 

Together,  Mr.  Jannotta  and  I,  have  over  25  years  of  experience 
in  outplacement  consulting.  I  am  vice  chairman  of  the  largest  firm 
in  the  business  and  Joe  is  Executive  Vice  President  of  Jannotta, 
Bray,  located  in  Chicago,  and  together  we  have  163  offices  world- 
wide in  35  States. 

All  of  our  major  job  markets  in  the  U.S.  are  within  each  of  your 
districts.  We  represent  just  about  every  State  in  the  Union. 

Last  year,  our  industry,  privately  funded  by  corporations  or  non- 
profit institutions,  served  1,200,000  people,  at  an  average  cost  of 
$700  in  their  job  transition  process,  historically,  with  a  placement 
rate  of  about  90  percent. 

We  applaud  the  commitment  of  this  Appropriations  Committee, 
and  particularly  this  subcommittee,  to  examine  which  programs 
work  and  which  programs  do  not  work,  and  to  move  a  rescission 
bill  to  cut  funding  for  programs  that  don't  work.  It  seems  to  me, 
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there  is  plenty  of  need  for  money,  so  we  should  investigate  which 
don't  work  and  cut  them. 

Numerous  GAO  studies  have  documented  the  overlapping  and 
ineffective  job  training  and  dislocated  worker  assistance  programs, 
now  numbering  163,  which  exist  in  15  Departments  of  the  Federal 
Government,  one-third  in  the  Department  of  Labor.  Secretary 
Reich  testified  in  front  of  this  subcommittee  on  January  18th,  and 
said  it  was  crazy  to  have  163  programs  across  the  Federal  Govern- 
ment focused  on  the  same  purpose,  and  he  supported  cutting  pro- 
grams that  don't  work. 

These  programs  cost  U.S.  taxpayers  $25  billion  a  year,  $6  billion 
of  which  are  in  the  Labor  Department.  From  our  perspective  in  the 
private  sector,  they  do  not  work  well  at  all. 

Mr.  Chairman,  as  you  know,  on  January  18th,  the  Department 
of  Labor  released  a  booklet  entitled,  "What  is  Working  and  What 
is  Not."  I  believe  Secretary  Reich  gave  your  committee  this  book. 

One  of  the  programs  that  clearly  works  is  outplacement  consult- 
ing or  counseling  and  job  search  assistance,  which  Mr.  Jannotta 
and  myself  and  our  companies  are  involved  in.  In  fact,  the  Depart- 
ment of  Labor  said  they  work. 

What  the  study  documents  from  experiments  in  five  States  is 
that  the  government  benefit/cost  ratio  ranges  from  1.8  to  4.8,  with 
benefits  to  the  government,  including  reduced  number  of  weeks  in 
unemployment  and  increased  tax  revenues  for  those  returning  to 
work  more  quickly.  The  experiments  with  the  most  intensive  job 
search  assistance  yielded  the  highest  cost  ratio.  Job  search  assist- 
ance results  in  clients  finding  jobs  more  quickly  than  they  would 
otherwise,  staying  and  getting  off  the  welfare  roles  faster,  finding 
jobs  equal  to  or  better  than  what  they  had  before. 

You  don't  want  to  make  light  of  job  search.  If  you  are  unem- 
ployed, it  is  a  problem.  Even  though  we  talk  about  5.4  percent  un- 
employment, which  our  country  is  currently  witnessing,  it  is  still 
unemployment  for  those  who  are  part  of  that  5.4  percent,  and  they 
need  help. 

The  Department  of  Labor  cannot  tell  you  how  much  they  spent 
in  job  search  assistance.  Nevertheless,  information  in  the  Depart- 
ment's 1995  budget  justification  suggests  that  it  costs  the  U.S.  De- 
partment of  Labor  approximately  $4,200  to  place  a  dislocated  work- 
er in  a  job. 

This  data  showed  that  in  1992,  $527  million  was  spent  on  dis- 
located worker  programs,  serving  12,000  individuals,  with  126,000 
finding  jobs.  Those  numbers  aren't  very  impressive. 

Last  year,  the  outplacement  industry  served  1.2  million  Ameri- 
cans into  new  jobs,  at  an  average  cost  of  $700.  That  is  considerable 
service. 

Mr.  Chairman,  this  administration  and  the  Congress  has  talked 
repeatedly  about  partnerships  with  the  private  sector.  Repeated  ef- 
forts to  meet  with  the  Department  of  Labor  to  advance  a  job  place- 
ment partnership  has  led  nowhere.  Clearly,  we  should  not  dump 
billions  of  dollars  into  programs  that  don't  work. 

This  is  particularly  true  when  there  were  private  programs  that 
accomplish  the  same  purpose  and  these  programs  are  proven  to 
work.  The  Federal  Government  could  save  money  and  at  the  same 
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time  place  more  Americans  in  real  jobs  by  relying  on  the  private 
sector,  on  the  outplacement  firms. 

Mr.  Chairman,  there  has  never  been  a  better  time  or  opportunity 
to  make  significant  improvements  in  the  delivery,  while  at  the 
same  time,  saving  the  taxpayers  enormous  amounts  of  money  to  be 
utilized  in  other  areas. 

Mr.  Chairman,  and  Members  of  the  committee  we  applaud  your 
efforts  to  cut  programs  that  don't  work.  We  urge  that  you  look  at 
new  creative  ways  to  form  real  partnerships  with  the  private  sector 
and  the  Labor  Department.  The  legislative  authority  already  ex- 
ists. The  only  missing  ingredient  is  the  leadership  to  act. 

In  closing,  why  are  we  here  and  what  are  we  asking  for?  First, 
we  support  your  leadership  in  trying  to  cut  costs  of  programs  that 
don't  work.  We  specify  the  Department  of  Labor  where  there  is 
overlapping,  even  admitted  to  by  Mr.  Reich.  We  would  like  you  to 
help  direct  the  Labor  Department  in  working  more  closely  with  the 
private  sector,  who  has  proven  experience  over  30  years  in  job  as- 
sistance programs. 

We  would  welcome  the  opportunity  of  working  with  them.  We  are 
not  asking  for  funding  at  all.  We  are  asking  for  support  in  partner- 
ships and  trying  to  save  this  country  money,  so  money  can  be  uti- 
lized in  areas  that  might  be  more  effective  and  better  utilized.  Let 
the  private  sector  do  what  we  do  best  and  let  the  Labor  Depart- 
ment do  with  a  they  do  best. 

Thank  you. 

Mr.  Jannotta.  I  would  punctuate  a  couple  of  things.  We  do  ap- 
preciate, Mr.  Chairman,  what  your  committee  is  doing  and  the 
work,  the  effort  to  rescind  or  cutback  or  look  at  these  dollars. 

First  of  all,  the  private  placement  firms  have  played  a  unique 
role  as  American  industry  responding  to  global  competitive  pres- 
sures by  downsizing.  The  private  firms,  by  giving  assistance  to 
some  employees,  have  provided  an  important  human  safety  valve 
to  industry,  as  hundreds  of  thousands  of  individuals  have  been  put 
out  of  work.  I  think  it  is  to  American  industry's  credit  they  have 
stepped  forward  and  provided  services  to  these  people,  often  at  all 
levels. 

Secondly,  the  dollars  expended,  I  think  Jim  mentioned,  $700  mil- 
lion are  almost  all  spent  by  expenses  to  the  industry  and  are  not 
tax  dollars,  to  American  industry. 

Thirdly,  because  American  industry  foots  the  bill,  I  think  they 
want  a  dollar  in  return  for  a  dollar  spent.  They  look  for  efficiency 
as  well  as  effectiveness. 

When  my  firm  shut  down  a  plant  in  Detroit,  we  placed  98  per- 
cent of  the  workers  in  finding  another  job.  And  the  Labor  Depart- 
ment claims  its  programs  are  placing  at  the  rate  of  around  40  per- 
cent. 

I  have  to  say,  we  are  a  little  frustrated.  We  know  our  industry 
offers  an  important  labor  market  capability  but  so  far  efforts  to 
partner  with  the  Labor  Department  have  been  pushed  aside.  We 
can  envision  formation  of  a  partnership  between  industry  place- 
ment firms  and  government.  Government  would  provide  funds  and 
oversight  to  private  outplacement  services  that  would  be  offered 
only  to  the  neediest  of  industry  workers. 
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Most  outplacement  services  would  continue  to  be  contracted  for, 
as  they  are  now,  where  a  company  would  employ  us  to  assist  their 
workers.  I  think  there  are  significant  dollars,  and  in  the  words  of 
Senator  Dirksen,  we  are  talking  about  real  money  here. 

Thank  you. 

Mr.  Porter.  We  appreciate  your  coming  to  testify. 

We  heard  almost  all  biomedical  research  testimony  today  and  it 
is  good  to  have  some  of  the  other  departments  that  we  are  in,  and 
we  appreciate  the  message  that  you  have  brought  us  today. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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MR.  CHAIRMAN,  CONGRESSMAN  OBEY  AND  MEMBERS  OF 
THE  SUBCOMMITTEE.  MY  NAME  IS  JIM  CABRERA,  AND  I  AM 
HERE  TO  REPRESENT  THE  ASSOCIATION  OF  OUTPLACEMENT 
CONSULTING  FIRMS  INTERNATIONAL  (AOCFI).  I  AM 
ACCOMPANIED  BY  JOE  JANNOTTA  FROM  CHICAGO,  ILLINOIS 
WHO  IS  ALSO  REPRESENTING  AOCFI. 

TOGETHER  MR.  JANNOTTA  AND  I  HAVE  HAD  OVER  45  YEARS 
OF  EXPERIENCE  IN  THE  OUTPLACEMENT  CONSULTING  OR 
JOB  SEARCH  ASSISTANCE  BUSINESS.  I  AM  VICE  CHAIRMAN 
OF  THE  LARGEST  FIRM  IN  THE  FIELD  OF  OUTPLACEMENT 
CONSULTING.  MY  FIRM,  DRAKE  BEAM  MORTN,  INC.  HAS  163 
OFFICES  WORLDWIDE  INCLUDING  OFFICES  IN  35  STATES 
AND  ALL  MAJOR  JOB  MARKETS  IN  THE  U.S.  MR.  JANNOTTA 
IS  AN  EXECUTIVE  VICE  PRESIDENT  WITH  RIGHT,  JANNOTTA, 
BRAY,  INC.,  WHICH  IS  THE  NATION'S  SECOND  LARGEST 
OUTPLACEMENT  CONSULTING  FIRM.  OUR  MEMBER  FIRMS 
HAVE  332  OFFICES  ACROSS  THE  COUNTRY  IN  EVERY  MAJOR 
JOB  MARKET  IN  THE  U.S.  LAST  YEAR,  OUR  INDUSTRY,  WITH 
PRIVATE  FUNDING  ONLY,  PLACED  1,  200,000  PEOPLE  IN  JOBS 
AT  AN  AVERAGE  COST  OF  UNDER  $700.  THE  INDUSTRY  JOB 
PLACEMENT  RATE  IS  OVER  90%. 
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WE  APPLAUD  THE  COMMITMENT  OF  THE  HOUSE  APPROPRIATIONS  COMMITTEE 
AND  PARTICULARLY  THIS  SUBCOMMITTEE  TO  EXAMINE  WHICH  PROGRAMS 
WORK  AND  WHICH  PROGRAMS  DO  NOT  WORK  AND  TO  MOVE  A  RESCISSION  BILL 
TO  CUT  FUNDING  FOR  THOSE  PROGRAMS  THAT  DO  NOT  WORK.  THIS 
COMMITTEE  HAS  ALREADY  HELD  HEARINGS  AND  RECEIVED  TESTIMONY  FROM 
SECRETARY  REICH,  THE  GENERAL  ACCOUNTING  OFFICE  AND  OTHER  WITNESSES, 
SUGGESTING  THAT  THE  JOB  TRAINING  AND  DISLOCATED  WORKER  PROGRAMS 
IN  THE  DEPARTMENT  OF  LABOR  NEED  TO  BE  CONSOLIDATED,  RESTRUCTURED, 
AND  CUT. 

NUMEROUS  GAO  STUDIES  HAVE  DOCUMENTED  THE  OVERLAPPING,  AND 
INEFFECTIVE  JOB  TRAINING  AND  DISLOCATED  WORKER  ASSISTANCE 
PROGRAMS,  NOW  NUMBERING  163,  WHICH  EXIST  IN  15  DEPARTMENTS  OF  THE 
FEDERAL  GOVERNMENT.  1/3  OF  THESE  PROGRAMS  ARE  IN  THE  DEPARTMENT  OF 
LABOR.  SECRETARY  REICH  TESTIFIED  BEFORE  THIS  SUBCOMMITTEE  ON 
JANUARY  18  AND  SAID  THAT  IT  WAS  "CRAZY"  TO  HAVE  163  PROGRAMS  ACROSS 
THE  FEDERAL  GOVERNMENT  FOCUSED  ON  THE  SAME  PURPOSE  AND  HE 
SUPPORTED  CUTTING  PROGRAMS  THAT  "DON'T  WORK".  THESE  PROGRAMS  COST 
THE  U.S.  TAXPAYERS  $25  BILLION  A  YEAR.  FROM  OUR  PERSPECTIVE  IN  THE 
PRIVATE  SECTOR  THEY  DO  NOT  WORK  WELL  AT  ALL.  FROM  OUR  PERSPECTIVE 
IT  IS  OUTRAGEOUS  THAT  THE  FEDERAL  GOVERNMENT  DOESN'T  KNOW  HOW 
MANY  PEOPLE  ACTUALLY  RECEIVE  JOBS  FROM  THIS  $25  BILLION  ANNUAL 
EXPENDITURE. 
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MR.  CHAIRMAN,  AS  YOU  KNOW,  ON  JANUARY  18,  THE  DEPARTMENT  OF  LABOR 
RELEASED  A  BOOKLET  ENTITLED  "WHATS  WORKING  (AND  WHATS  NOT)."  ONE 
OF  THE  PROGRAMS  THAT  CLEARLY  WORKS  IS  OUTPLACEMENT  CONSULTING  OR 
JOB  SEARCH  ASSISTANCE.  MR.  JANNOTTA  AND  I  KNOW  THAT  JOB  SEARCH 
ASSISTANCE  WORKS  FROM  OUR  45  YEARS  OF  EXPERIENCE  IN  THE  INDUSTRY. 
THE  DEPARTMENT  OF  LABOR  KNOWS  THAT  JOB  SEARCH  ASSISTANCE  WORKS  AS 
THEY  DOCUMENT  AND  REPORT  THIS  FINDING  IN  "WHAT'S  WORKING  (AND 
WHAT'S  NOT)."  WHAT  THIS  STUDY  DOCUMENTS  FROM  EXPERIMENTS  IN  5 
STATES  IS  THAT  THE  GOVERNMENT  BENEFIT/COST  RATIOS  RANGE  FROM  1.8  TO 
4.8  WITH  THE  BENEFITS  TO  THE  GOVERNMENT  INCLUDING  REDUCED  NUMBER 
OF  WEEKS  ON  UNEMPLOYMENT  INSURANCE  PAYMENTS  AND  INCREASED  TAX 
REVENUE  FROM  THOSE  RETURNING  MORE  QUICKLY  TO  JOBS.  THE 
EXPERIMENTS  WITH  THE  MOST  INTENSIVE  JOB  SEARCH  ASSISTANCE  PROGRAMS 
YIELDED  THE  HIGHEST  BENEFIT/COST  RATIOS. 

JOB  SEARCH  ASSISTANCE  RESULTS  IN  CLIENTS  FINDING  JOBS  MORE  QUICKLY 
THAN  THEY  WOULD  OTHERWISE,  STAYING  OR  GETTING  OFF  THE  WELFARE 
ROLLS  FASTER,  AND  FINDING  JOBS  THAT  ARE  EQUAL  OR  BETTER  THAN  THE 
JOBS  FOUND  BY  NON-  PARTICIPANTS.  LABOR  DEPARTMENT  RESEARCH  SHOWS 
THIS  TO  BE  TRUE.  FROM  OUR  EXPERIENCE  IN  THE  INDUSTRY  WE  KNOW  THIS  TO 
BE  TRUE. 

MR.  CHAIRMAN,  THE  DEPARTMENT  OF  LABOR  CAN  NOT  TELL  YOU  HOW  MUCH 
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MONEY  IN  TOTAL  IS  SPENT  ONLY  FOR  JOB  SEARCH  ASSISTANCE. 
NEVERTHELESS,  INFORMATION  IN  THE  DEPARTMENTS  1995  BUDGET 
JUSTIFICATION  SUGGESTS  THAT  IT  COSTS  THE  U.S.  DEPARTMENT  OF  LABOR 
APPROXIMATELY  $4,200  TO  PLACE  A  DISLOCATED  WORKER  IN  A  JOB.  THIS 
DATA  SHOWED  THAT  IN  1992,  $527  MILLION  WAS  SPENT  ON  DISLOCATED 
WORKER  PROGRAMS  SERVING  312,000  INDIVIDUALS  WITH  ONLY  126,270  FINDING 
JOBS.  OTHER  INTERNAL  DEPARTMENT  DATA  WHICH  ATTEMPTS  TO  ELIMINATE 
TRAINING  FUNDS  AND  FOCUS  ONLY  ON  JOB  SEARCH  ASSISTANCE  ACTIVITIES, 
SHOWS  IT  COST  THE  DEPARTMENT  OF  LABOR  APPROXIMATELY  $2,335  TO  PLACE 
A  PERSON  IN  A  JOB. 

LAST  YEAR  THE  OUTPLACEMENT  CONSULTING  FIRM  INDUSTRY  PLACED  1.2 
MILLION  AMERICANS  IN  NEW  JOBS  AT  A  COST  OF  LESS  THAN  $700  PER  PERSON 
PLACED.  WE  HAVE  A  PLACEMENT  RATE  OF  OVER  90%  AND  THE  MAJORITY  OF 
PEOPLE  WE  WORK  WITH  ARE  BLUE  COLLAR  WORKERS.  AS  BEST  AS  CAN  BE 
DETERMINED  FROM  DEPARTMENT  OF  LABOR  DATA,  THEY  ARE  SPENDING  AT 
LEAST  3.5  TIMES  ...  AND  OFTEN  AS  HIGH  AS  6  TIMES...  WHAT  THE  PRIVATE 
SECTOR  SPENDS  TO  PLACE  A  PERSON  IN  A  NEW  JOB.  ACCORDING  TO 
DEPARTMENT  OF  LABOR  FIGURES,  THEIR  PLACEMENT  RATE  IS  40%.  OUR  RATE  IS 
IN  EXCESS  OF  90%. 

MR.  CHAIRMAN,  THIS  ADMINISTRATION  AND  THIS  CONGRESS  HAS  TALKED 
REPEATEDLY  ABOUT  PARTNERSHIPS  WITH  THE  PRIVATE  SECTOR.  OUR 
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REPEATED  EFFORTS  TO  MEET  WITH  THE  DEPARTMENT  OF  LABOR  TO  ADVANCE 
A  JOB  PLACEMENT  PARTNERSHIP  HAVE  LED  NOWHERE.  CLEARLY  WE  SHOULD 
NOT  DUMP  BILLIONS  OF  DOLLARS  INTO  PROGRAMS  THAT  DO  NOT  WORK.  THIS 
IS  PARTICULARLY  TRUE  WHEN  THERE  ARE  PRIVATE  PROGRAMS  THAT 
ACCOMPLISH  THIS  SAME  PURPOSE  AND  THESE  PROGRAMS  ARE  PROVEN  TO 
WORK.  THE  FEDERAL  GOVERNMENT  COULD  SAVE  MONEY  AND  AT  THE  SAME 
TIME  PLACE  MORE  AMERICANS  IN  REAL  JOBS  BY  RELYING  ON  THE  PRIVATE 
SECTOR...  BY  RELYING  ON  THE  OUTPLACEMENT  CONSULTING  FIRM  INDUSTRY. 

MR.  CHAIRMAN,  WITH  AN  UNEMPLOYMENT  RATE  OF  5.4%  APPROXIMATELY  80% 
OF  THESE  INDIVIDUALS  ARE  LONGER  TERM  UNEMPLOYED  WITH  POOR  SKILLS 
AND  POOR  JOB  PROSPECTS.  WE  BELIEVE  THE  FEDERAL  GOVERNMENT  SHOULD 
FOCUS  ITS  EFFORTS  AND  PROGRAMS  ON  THE  LONGER  TERM  UNEMPLOYED  AND 
LET  THE  PRIVATE  SECTOR,  LARGELY  AT  PRIVATE  EXPENSE,  PLACE  THE 
REMAINDER  OF  THE  UNEMPLOYED  IN  JOBS. 

MR.  CHAIRMAN,  THERE  HAS  NEVER  BEEN  A  BETTER  OPPORTUNITY  TO  MAKE 
SIGNIFICANT  IMPROVEMENTS  IN  THE  DELIVERY  OF  REEMPLOYMENT  SERVICES 
WHILE  AT  THE  SAME  TIME  SAVING  THE  TAXPAYER  ENORMOUS  AMOUNTS  OF 
MONEY.  THERE  HAS  NEVER  BEEN  A  BETTER  TIME  TO  RATIONALIZE  THE 
CONFUSING  MAZE  OF  FEDERAL  JOB  TRAINING/DISLOCATED  WORKER 
ASSISTANCE  PROGRAMS,  BY  REDUCING  THEIR  NUMBER,  REDUCING  THEIR  COST 
AND  RELYING  TO  A  GREATER  EXTENT  ON  THE  PRIVATE  SECTOR  TO  PLACE 
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DISLOCATED  WORKERS  IN  JOBS. 

MR.  CHAIRMAN,  MR.  OBEY  AND  MEMBERS  OF  THE  COMMITTEE,  WE  APPLAUD 
YOUR  EFFORTS  TO  CUT  PROGRAMS  THAT  DO  NOT  WORK.  WE  ALSO  URGE  YOU 
TO  LOOK  AT  INNOVATIVE  AND  CREATIVE  WAYS  TO  FORM  REAL  PARTNERSHIPS 
WITH  THE  PRIVATE  SECTOR  TO  HELP  AMERICANS  FIND  WORK  AND  MOVE  FROM 
JOB  TO  JOB  IN  TODAYS  VERY  FLUID  LABOR  MARKET.     THE  LEGISLATIVE 
AUTHORITY  ALREADY  EXISTS  TO  FORM  SUCH  PARTNERSHIPS.  THE  ONLY 
MISSING  INGREDIENT  IS  THE  LEADERSHIP  TO  ACT. 

THANK  YOU  VERY  MUCH  FOR  THE  OPPORTUNITY  TO  TESTIFY,  MR.  JANNOTTA 
AND  I  LOOK  FORWARD  TO  A  CONTINUING  DIALOGUE  WITH  THIS  COMMITTEE. 
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Thursday,  February  2,  1995. 

WITNESS 

CAROLE  LONG,  M.D.,  AMERICAN  SOCIETY  OF  TROPICAL  MEDICINE 
AND  HYGIENE 

Mr.  PORTER.  The  final  witness  is  Carole  Long,  M.D.,  American 
Society  of  Tropical  Medicine  and  Hygiene. 

Dr.  LONG.  Thank  you,  Mr.  Chairman  and  Members  of  the  com- 
mittee. I  regret  that  I  am  not  from  Illinois.  I  am  a  Professor  in 
Microbiology  and  Immunology  at  Hahnemann  University  in  Phila- 
delphia. I  am  also  here  as  President  of  the  American  Society  of 
Tropical  Medicine  and  Hygiene. 

I  would  like  to  speak  about  tropical  infectious  disease  and  infec- 
tious disease  in  general,  including  their  threat  to  and  extent  in  the 
United  States. 

First  of  all,  what  are  tropical  infectious  diseases?  Tropical  infec- 
tious diseases  are  major  public  health  problems  through  much  of 
the  world,  also.  Infectious  disease  all  told,  are  still  the  major  cause 
of  death  in  the  world,  and  tropical  infectious  diseases  are  respon- 
sible for  about  half  of  those  deaths. 

They  are  also  an  impediment  to  economic  progress  and  cause  un- 
told morbidity  and  mortality  and  economic  stagnation  in  many 
areas  of  the  world.  Of  the  tropical  infectious  diseases  of  this  cat- 
egory, the  World  Health  Organization  estimates  that  kind  of  classi- 
cal tropical  diseases,  including  malaria,  on  which  I  work,  schis- 
tosomiasis, account  for  about  half  a  billion  cases  annually.  Malaria 
alone  causes  the  deaths  of  a  million  children  in  Africa  every  year. 

These  figures  don't  include  the  numbers  of  people  worldwide  who 
are  infected  with  tuberculosis,  which  is  the  single  largest  cause  of 
death  in  the  world,  diarrheal  diseases,  yellow  fever,  cholera  and  a 
host  of  other  infectious  other  diseases  which  plague  most  of  the 
world. 

Many  of  us  in  the  United  States  think  that  infectious  disease  are 
problems  of  the  past  or  of  developing  nations,  but  nothing  could  be 
further  from  the  truth  in  this  regard.  Quietly  and  with  increasing 
incidence,  infectious  diseases,  including  tropical  infectious  diseases, 
are  appearing  or  reappearing  in  the  United  States,  and  we  have 
heard  about  that  this  morning. 

Over  the  past  two  decades,  the  United  States  has  witnessed 
newly-identified  infectious  diseases  such  as  HIV  and  the  AIDS  syn- 
drome, Lyme  disease,  Legionnaires'  disease,  and  hantavirus  pul- 
monary syndrome.  We  have  also  experienced  the  reemergence  of 
older  diseases  such  as  tuberculosis,  some  of  that  being  seriously 
drug  resistant,  the  increased  incidence  of  cholera  in  the  United 
States  which  is  prevalent  in  Latin  America.  Cryptosporidiosis, 
which  caused  the  largest  infectious  outbreak  in  the  United  States; 
400,000  people  in  Milwaukee  in  1993  alone.  E.coli,  which  has 
caused  a  number  of  deaths  and  has  gotten  a  lot  of  attention  in 
terms  of  handling  of  meat. 

Infectious  diseases  are  part  of  the  human  experience.  They  are 
not  a  thing  of  the  past.  They  are  part  of  human  experience.  Micro- 
organisms are  not  static.  They  do  not  sit  still.  Diseases  continue  to 
evolve  and  some  of  our  activities  impact. 
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For  example,  the  widespread  use  of  chloroquine  in  the  world  has 
led  to  the  emergence  of  drug-resistant  malaria.  When  the  United 
States  was  in  Vietnam  virtually  all  malaria  there  was  susceptible 
to  chloroquine,  and  now  virtually  all  those  cases  are  resistant  and 
there  are  very  few  drugs  in  the  pipeline  that  have  any  potential  to 
deal  with  malaria. 

So  it  is  no  longer  possible  to  separate  domestic  health  issues  for 
U.S.  citizens  from  international  health  problems  for  a  whole  vari- 
ety of  reasons:  because  our  citizens  travel,  because  of  large-scale 
migrations,  because  of  military  activities,  commerce,  tourism,  et 
cetera.  These  are  no  longer  separate  issues. 

The  European  economic  community  has  recognized  this  in  in- 
creasing support  for  tropical  infectious  disease.  What  are  we  doing 
to  combat  infectious  diseases?  Infectious  diseases  overall,  take  an 
enormous  toll  in  the  United  States.  They  account  for  25  percent  of 
visits  to  all  physicians  and  cost  about  $120  billion  annually,  di- 
rectly and  indirectly. 

What  are  we  doing  in  terms  of  preparedness  for  future  emerging 
infectious  diseases?  In  1991,  the  Institute  of  Medicine  convened  a 
panel  to  study  emerging  microbial  threats,  microorganisms  which 
may  impact  on  the  health  of  U.S.  citizens  and  found  that  the  key 
to  recognizing  these  new  or  reemerging  diseases  and  to  tracking 
them  is  surveillance,  which  we  cannot  do  without. 

Unfortunately,  this  has  been  spotty  in  the  past  because  it  has  de- 
pended on  voluntary  reporting  of  health  professionals  and  that  re- 
porting is  generally  incomplete,  so  our  public  health  infrastructure 
is  unprepared  to  confront  today's  emerging  infectious  disease  prob- 
lems. Therefore,  I  would  like  request — CDC  has  developed  a  report 
adding  concerns  of  their  own,  a  strategy  to  address  the  threat  of 
emerging  and  reemerging  diseases  with  emphasis  on  surveillance, 
applied  research  prevention  and  control.  We  are  delighted  that  this 
committee  saw  fit  to  include  language  in  its  1995  committee  report 
urging  CDC  to  make  implementation  of  comprehensive  planning 
priorities.  We  would  like  to  see  CDC  expand  its  surveillance  efforts 
in  1996,  and  we  urge  the  committee  to  provide  an  adequate  budget 
to  enable  CDC  to  proceed  with  this  plan. 

As  a  foundation  for  these  efforts,  the  National  Institutes  of  Al- 
lergy and  Infectious  Disease  at  NIH  is  the  fundamental  agency 
that  is  the  primary  supporter  of  basic  research  on  extramural  and 
university-based  research  on  tropical  infectious  disease,  primarily 
through  the  investigative  initiative  RO-1  mechanism;  95  percent  of 
these  grants  are  awarded  to  United  States  citizens  and  this  re- 
search is  very  applicable  towards  the  targeted  goals  of  the  Depart- 
ment of  Defense  and  AID  and  CDC. 

It  has  also  provided  many  fundamental  insights  which  turned 
out  to  be  relevant  to  AIDS  and  other  infectious  diseases,  and  this 
subcommittee  over  the  past  years  has  enabled  some  of  these  ad- 
vances. But  this  has  been  problematical  for  the  last  few  years  be- 
cause we  have  seen  a  drop  in  the  number  of  RO-1  grants  funded 
by  NIH  aide. 

In  the  past,  the  percent  of  grants  funded  was  approximately  25 
percent.  That  dropped  to  about  21  percent  of  grants  funded.  It  is 
now  for  the  last  several  cycles,  at  the  tenth  percentile. 
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I  chair  the  tropical  medicine  study  section.  Virtually  all  of  the 
grants  dealing  with  tropical  infectious  disease  come  through  our 
study  section.  Several  years  ago,  we  reviewed  80  to  90  grants  per 
cycle.  Now  the  number  is  50  grants  and  we  are  funding  10  percent 
of  those.  This  is  unfortunate,  especially  because  the  non-AIDS 
budget  within  the  NIAIC  has  taken  a  disproportionate  cut  of  year- 
end  budget  reconciliation  cuts,  so  that  virtually  all  those  cuts  have 
been  borne  by  the  non-NIAID  portion  of  NIAID,  including  tropical 
infectious  diseases.  So  the  consequence  of  this  is  this  10  percentile 
funding. 

We  used  to  be  funding  at  a  much  higher  proportion,  50  percent 
of  our  grants  are  now  resubmissions.  It  takes  on  average  2.5  sub- 
missions to  fund  a  single  RO-1  grant.  This  can  take  up  to  two 
years.  One  of  the  most  disturbing  aspects  is  the  dropping  number 
of  young  people  who  are  seeking  grants,  a  drop  of  more  than  50 
percent  of  young  investigators  under  the  age  of  36  who  are  submit- 
ting grants  to  NIH. 

We  recognize  the  many  difficult  choices  that  this  committee  must 
make.  However,  it  seems  that  we  cannot  afford  not  to  continue 
funding  research  programs  a  priority.  We  respectfully  request  a  6 
percent  increase  in  NIAID  in  the  1996  appropriation  based  on  peer 
review  and  the  peer  review  system. 

We  would  also  like  to  mention  the  Fogarty  International  Center 
which  places  its  emphasis  on  emerging  microbial  threats  to  health 
in  its  long-range  plan.  The  Fogarty  Center  coordinates  efforts  in 
this  priority  public  health  area  with  CDC  and  the  NIAID.  The 
Fogarty  Center  is  an  internationally  based  group  and  it  attempts 
to  establish  scientific  linkages  between  to  U.S.  research  institutions 
and  CDC  in  regions  of  the  world  where  new  infectious  diseases  are 
most  likely  to  occur  and  contribute  to  the  surveillance  efforts. 

We  encourage  you  to  provide  the  Fogarty  Center  with  the  re- 
sources to  launch  a  program  of  international  collaborations  directed 
at  new  and  emerging  infectious  diseases. 

Finally,  our  organization  was  an  original  sponsor  of  the  Medical 
Research  Fund  which  was  introduced  both  in  the  House  and  the 
Senate  last  year,  which  was  included  in  all  the  major  health  reform 
bills.  We  believe  that  this  is  an  important  new  introduction  and  we 
were  pleased  that  there  is  a  discussion  of  reintroducing  this  legisla- 
tion and  support  this  as  an  alternative  to  increasing  the  amount 
of  money  available  for  medical  research  through  non-Federal  Gov- 
ernment sources. 

I  thank  you  for  your  support  in  the  past  and  consideration  of  our 
concerns.  And  I  would  be  pleased  to  answer  any  questions  that  you 
might  have. 

[The  prepared  statement  of  Carole  Long,  M.D.,  follows:] 
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Statement  of  the  American  Society  of  Tropical  Medicine  and  Hygiene 


Good  Morning,  Mr.  Chairman  and  Members  of  the  Committee.  My  name  is  Dr.  Carole 
Long  and  I  am  Professor  of  Microbiology  and  Immunology  at  Hahnemann  University.  I  am  also 
honored  to  serve  as  President  of  the  American  Society  of  Tropical  Medicine  and  Hygiene 
(ASTMH)  and  am  pleased  to  present  public  witness  testimony  on  the  Society's  behalf.  ASTMH 
is  a  professional  society  of  more  than  2,600  researchers  and  practitioners  dedicated  to  the 
prevention,  detection,  and  treatment  of  tropical  infectious  diseases.  The  collective  expertise  of 
our  members  is  in  areas  of  basic  sciences  related  to  the  infections  that  are  important  worldwide, 
and  in  public  health,  epidemiology,  and  medicine. 

I  appear  before  you  today  to  request  your  support  for  programs  sponsored  by  the  National 
Institutes  of  Health,  specifically  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID)  and  the  Fogarty  International  Center  (FIC),  and  the  Centers  for  Disease  Control  and 
Prevention  (CDC).  ASTMH  is  very  appreciative  of  the  past  support  this  Committee  has 
provided  to  these  Public  Health  Service  agencies. 

Today,  I  would  like  to  spend  a  few  minutes  discussing  tropical  infectious  diseases, 
including  their  threat  to  and  extent  in  the  United  States,  and  some  of  the  efforts  and  shortfalls 
in  identifying  and  controlling  these  diseases. 


What  are  Tropical  Infectious  Diseases? 

Tropical  infectious  diseases  are  major  public  health  problems  and  pose  a  serious 
impediment  to  social  and  economic  progress  in  the  lesser  developed  countries  of  the  tropics, 
where  the  widespread  conditions  of  poverty,  inadequate  housing,  malnutrition,  contaminated  or 
inadequate  water  supply,  and  other  factors  only  help  to  exacerbate  and  perpetuate  the  spread  of 
disease.  Infectious  diseases  are  the  major  cause  of  death  in  the  world.  The  World  Health 
Organization  estimates  that  the  six  "classical"  tropical  diseases-malaria,  schistosomiasis, 
onchocerciasis  (river  blindness),  leishmaniasis,  Chagas  Disease,  and  leprosy-alone  affect  500 
million  persons,  or  approximately  two  out  of  10  of  the  2.5  billion  individuals  at  risk,  annually. 
Malaria  alone  affects  up  to  300  million  persons  annually,  and  accounts  for  1-2  million  deaths 
each  year  among  children  in  Africa  under  age  5.  These  figures. do  not  include  the  extremely 
high  morbidity  and  mortality  attributable  to  tuberculosis,  acute  respiratory  infections,  dengue 
fever,  yellow  fever,  cholera,  diarrheal  diseases,  measles,  and  a  host  of  other  infectious  ailments 
which  plague  the  developing  world.  Tropical  infectious  diseases  are  responsible  for 
approximately  one-half  of  all  deaths  in  the  tropical  areas  of  the  world. 

In  a  deceptively  quiet  manner  but  with  perceptibility  increasing  incidence,  infectious 
diseases,  including  tropical  infectious  diseases,  are  appearing  or  reappearing  in  the  United  States. 
Most  Americans  probably  consider  these  diseases  either  as  plagues  of  the  past  or  as  maladies 
solely  of  the  tropical  nations.    Nothing  could  be  further  from  the  truth. 
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Over  the  past  two  decades,  the  U.S.  has  witnessed  newly  identified  syndromes  and 
illnesses,  including  human  immunodeficiency  virus  (HIV)  and  acquired  immunodeficiency 
syndrome  (AIDS);  Lyme  disease,  Legionnaires'  disease;  and  hantavirus  pulmonary  syndrome. 
We  have  also  experienced  the  reemergence  of  established  diseases,  such  as  tuberculosis;  cholera; 
cryptosporidiosis,  which  caused  approximately  50  deaths  and  required  the  more  than  4,400 
hospitalizations  in  Milwaukee  in  1993;  and  E.coli  0157.H7,  which  caused  more  than  600 
infections  in  four  western  states  in  1993  and  caused  the  deaths  of  several  children.  Further, 
U.S.  troops  serving  in  the  Arab  Gulf  War  and  more  recently  in  Haiti  have  contracted  diseases 
heretofore  not  common  to  the  U.S.,  including  leishmaniasis  and  dengue  fever. 

There  is  no  single,  easy  answer  to  explain  the  emergence  and  reemergence  of  infectious 
diseases  in  the  U.S.,  but  certainly  the  decline  of  our  public  health  infrastructure  and  increased 
exposure  of  Americans  through  international  tourism  and  commerce,  immigration,  and  military 
activities  are  factors.  "Emergence"  may  be  due  to  the  introduction  of  well-identified  tropical 
diseases,  such  as  cholera,  imported  with  contaminated  fruits  and  vegetables  from  Latin  America; 
to  the  evolution  of  new  agents,  such  as  multidrug-resistant  tuberculosis:  to  the  recognition  of  an 
infection  that  may  have  been  present  but  that  had  gone  undetected,  which  public  health  officials 
believe  to  be  the  case  with  the  hantavirus  outbreak  which  was  first  identified  in  the  American 
Southwest  but  which  has  since  been  identified  in  other  regions  of  the  country;  or  to  the 
realization  that  an  established  disease  has  infectious  origin. 

The  number  of  cases  of  tuberculosis  in  the  U.S.  has  dramatically  increased  20%  between 
1985  and  1992,  and  many  of  the  new  cases  were  multidrug-resistant.  In  1992,  103  cases  of 
cholera  were  reported  in  the  U.S.,  more  than  any  year  since  CDC  began  reporting  cholera  in 
1961  (only  one  case  was  reported  in  1989).  Approximately  1,200  cases  of  malaria  have  been 
reported  in  the  U.S.  annually  during  the  1990's.  The  medical  cost  of  treating  malaria  in  the 
U.S.  is  approximately  $12,400  per  patient. 


What  Are  we  Doing  to  Combat  Infectious  Diseases? 

Despite  the  prevalence  and  costs  of  infectious  diseases  (they  account  for  25%  of  all  visits 
to  physicians  and  cost  an  estimated  $120  billion  annually  in  direct  and  indirect  costs),  our 
response  to  present  diseases  and  our  preparedness  for  future  emerging  or  reemerging  infections 
are  woefully  inadequate. 

In  1991,  the  Institute  of  Medicine  (IOM)  convened  a  19-member  committee  to  conduct 
a  study  of  emerging  microbial  threats  to  health  in  the  U.S.  Committee  expertise  included 
representatives  from  numerous  fields  of  interest,  including  epidemiology,  virology,  immunology, 
food  safety  microbiology,  public  health,  molecular  biology,  cell  biology,  parasitology,  and 
infectious  diseases,  among  others.  The  Committee's  charge  was  to  identify  significant  emerging 
infectious  diseases,  determine  what  should  be  done  to  deal  with  them,  and  recommend  how 
similar  future  threats  might  be  addressed  to  lessen  their  impact.  The  IOM  Committee  reported 
that  the  key  to  recognizing  new  or  reemerging  infectious  diseases,  and  to  tracking  the  prevalence 
of  established,  recognized  infectious  diseases,  is  surveillance.   The  Committee  found  that: 
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"A  well-designed  and  well-implemented  surveillance  program  can  provide  the 
means  to  detect  unusual  clusters  of  disease,  document  the  geographic  and 
demographic  spread  of  an  outbreak,  and  estimate  the  magnitude  of  the  problem. 
It  can  also  help  describe  the  natural  history  of  a  disease,  identify  factors 
responsible  for  emergence,  facilitate  laboratory  and  epidemiological  research,  and 
access  the  success  of  specific  intervention  efforts." 

Unfortunately,  our  public  health  infrastructure  is  insufficiently  prepared  to  confront 
today's  emerging  infectious  disease  problems.  As  the  CDC  stated  in  its  response  to  the  IOM 
committee's  recommendations,  "Addressing  Emerging  Infectious  Disease  Threats:  A  Prevention 
Strategy  for  the  United  States. 

"The  ability  to  detect  what  is  new  or  reemerging  depends  on  the  capacity  to 
identify  and  track  both  the  routine  and  the  unusual... Surveillance  systems  are  the 
most  important  tools  for  determining  which  infectious  diseases  are  emerging  or 
receding.'"  "domestic  surveillance  systems  for  most  infectious  diseases  are 
inadequate... Surveillance... depends  on  voluntary  collaboration  between  CDC  and 
state  and  local  health  departments,  which  depend  on  reporting  by  health  care 
professionals  of  a  limited  number  of  specific,  recognized  infectious  diseases. 
Reporting  is  generally  incomplete."  (emphasis  added).  Reasons  for  this  include 
a  lack  of  resources  in  clinical  laboratories,  the  burden  and  inconvenience  of 
reporting  to  an  overwhelmed  state  or  local  public  health  staff,  and  an  unawareness 
among  many  health  care  professionals  of  a  need  to  report. 


Request  for  Centers  for  Disease  Control  and  Prevention 

CDC  has  developed  a  strategy  to  address  the  threat  of  emerging  and  reemerging 
infectious  diseases,  in  a  four  point  strategy  that  focuses  on  surveillance,  applied  research, 
prevention  and  control,  and  infrastructure.  We  are  pleased  that  this  Committee  included 
language  in  its  1995  Committee  Report  which  urged  the  CDC  to  make  the  implementation  of 
this  comprehensive  plan  a  priority.  CDC  has  allocated  $6.7  million  to  the  comprehensive  plan 
in  1995.  Approximately  $5  million  will  be  used  to  fund  collaborative  projects  with  State  Health 
Departments  and  Schools  of  Public  Health.  An  additional  SI  million  will  be  used  for  CDC 
infrastructure  needs. 

In  continuation  of  the  implementation  of  its  comprehensive  plan,  CDC  plans  to  expand 
its  surveillance  efforts  in  up  to  10  states  in  1996.  We  urge  the  Committee  to  provide  adequate 
sums  in  1996  to  enable  CDC  to  proceed  with  this  plan. 


National  Institute  of  Allergy  and  Infectious  Diseases 

NIAID  is  the  primary  supporter  of  extramural,  university-based  research  on  tropical 
infectious  diseases,  primarily  through  traditional  investigator-initiated  research  grants  (ROls). 
More  than  95%  of  these  investigator-initiated  grants  are  awarded  to  U.S.  institutions.  This 
NIAID-supported  basic  research  is  critical  to  the  targeted  research  mandates  of  not  only  NIAID, 
but  also  of  the  CDC,  the  Department  of  Defense,  and  the  Agency  for  International  Development. 
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This  Subcommittee's  staunch  support  for  NIH  has  enabled  dramatic  advances  in  biology 
over  the  past  decade  and  created  unprecedented  opportunities  for  the  development  of  new 
diagnostics,  vaccines,  and  therapeutics  for  the  rapid  detection,  prevention  and  treatment  of 
infectious  diseases.  My  colleagues  and  I  are  deeply  concerned  that  many  of  these  promising 
opportunities,  all  of  which  represent  enormous  savings  in  future  health  care  costs,  will  not  be 
realized  due  to  fiscal  constraints  and  actual  decreases  in  funding  available  for  research  in 
infectious  diseases  other  than  HIV/AIDS. 

Recent  years  have  witnessed  a  precipitous  drop  in  the  number  of  investigator-initiated 
ROl  grants  funded  by  NIAID,  from  a  21  percentile  payline  (1  out  of  5  proposals  funded)  in 
1989  to  an  estimated  10%  (1  out  of  10  proposals  funded)  in  1995.  Protection  of  the  NIH's 
HIV/AIDS  budget  from  year-end  budget  reconciliation  cuts  distributed  among  all  Institutes  on 
the  basis  of  their  respective  total  (AIDS  and  non-AIDS)  budgets  in  recent  years  posed  an  unfair 
penalty  on  non-AIDS  research  efforts  of  Centers  and  Institutes  with  large  HIV/AIDS  portfolios, 
such  as  NIAID.  We  believe  this  Committee's  assistance  in  establishing  a  level  playing  field  in 
1996  is  crucial. 

Increased  and.  we  feel,  unrealistic  stiff  competition  for  research  funds  has  limited  or 
curtailed  the  potential  contributions  of  established  investigators  and  is  discouraging  young 
scientists  from  embarking  upon  a  research  career.  This  is  illustrated  by  the  steady  decline  in 
numbers  of  applications  tendered.  In  its  most  recent  quarterly  review  cycle,  the  NIAID  Tropical 
Medicine  and  Parasitology  Study  Section,  which  I  chair,  reviewed  only  49  R29  (training  grant) 
and  ROl  applications,  compared  to  approximately  85  grant  applications  per  cycle  several  years 
ago.  For  this  and  the  previous  two  cycles.  50%  of  our  proposals  (including  applications  from 
the  top  people  in  the  field)  were  resubmissions.  (It  is  not  uncommon  now  for  grants  to  be 
submitted  3  and  4  times  and,  on  the  average,  it  currently  takes  2.5  submissions  to  fund  a  grant.) 
The  situation  is  particularly  grim  for  young  and  untenured  university-based  scientists,  who  are 
less  likely  to  have  alternative  means  to  sustain  their  research  interests  during  the  NIH  review  and 
resubmission  process.  The  most  disturbing  finding  of  the  recent  IOM  study  Funding  of  Young 
Investigators  was  not  the  significant  drop  in  success  rates  of  proposals  submitted  by  investigators 
of  36  years  of  age  and  younger  over  the  past  decade,  but  rather  the  decline  in  the  number  of 
young  investigators  seeking  grants—a  drop  of  more  than  50%  (from  3040  to  1389)  submitted  by 
this  age  group  over  this  period.    NIH  is  considering  alternatives  to  respond  to  this  crisis. 

We  appreciate  the  challenging  deficit  environment  the  nation  is  faced  with  and  recognize 
the  many  critical  funding  demands  this  Committee  is  faced  with.  However,  as  the  incidence  and 
cost  of  infectious  diseases  continues  to  increase,  we  believe  we  cannot  afford  not  to  continue  to 
make  funding  for  these  research  programs  a  priority.  Toward  that  end,  we  respectfully  request 
a  6%  increase  for  NIAID  in  1996  appropriation.  Further,  we  request  your  help  in  instituting 
a  more  equitable  system  of  distributing  funds  among  all  research  areas— a  system  in  which  grants 
are  awarded  on  the  basis  of  scientific  merit,  as  determined  by  peer  review. 


963 


Fogarty  International  Center 

The  Society  commends  the  Fogarty  International  Center  (FIC)  of  NIH  for  placing 
emphasis  on  emerging  microbial  threats  to  health  in  its  long-range  plan,  and  for  coordinating  its 
efforts  in  this  priority  public  health  area  with  the  CDC  and  NIAID.  The  FIC  is  well-situated 
to  establish  scientific  linkages  between  U.S.  research  institutions  and  regions  of  the  world  where 
new  infectious  agents  are  most  likely  to  occur,  due  to  population  patterns  and  ecological 
disturbances.  We  encourage  you  to  provide  FIC  the  necessary  resources  to  launch  a  program 
of  international  collaborations  directed  at  new  and  emerging  infectious  disease,  similar  to  and 
building  upon  the  international  network  of  HIV/AIDS  research  and  training  programs  FIC  has 
established  with  over  50  developing  nations  in  the  past  five  years. 


Fund  for  Medical  Research 

ASTMH  was  an  original  sponsor  of  the  Medical  Research  Fund,  which  was  introduced 
by  Representatives  Coyne,  Upton,  and  Richardson  and  Senators  Harkin  and  Hatfield  last  year, 
and  which  was  included  in  the  major  health  care  reform  bills  last  year.  We  recognize  that  the 
federal  budget  environment  for  the  next  several  years  is  not  conducive  to  significant  increases 
for  discretionary  programs,  and  that  the  only  real  hope  to  obtain  the  amount  of  funding 
necessary  to  meet  the  opportunities  that  exist  in  medical  research  is  to  establish  an  alternative 
funding  source.  I  would  also  add  that  polls  have  shown  consistently  that  the  U.S.  public  favors 
increased  support  for  biomedical  research  over  all  other  research,  including  space,  the 
environment,  energy,  and  defense.  We  were  very  pleased  that  the  Health  Research  Fund  was 
included  in  all  of  the  major  health  care  reform  proposals  in  one  form  or  another,  and  we  are 
pleased  that  there  is  discussion  of  reintroducing  this  legislation. 

Thank  you  for  your  consideration  of  our  concerns.  I  would  be  pleased  to  respond  to  any 
questions  that  you  may  have. 
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Mr.  Porter.  Dr.  Long,  I  very  much  appreciate  your  testimony. 
I  hope  you  realize  that  since  you  were  the  last  witness,  we  gave 
you  twice  as  much  time.  We  do  very  much  appreciate  your  coming 
here  to  testify  on  these  very  important  matters. 

It  is  okay  you  are  not  from  Chicago.  My  mother  was  born  in 
Philadelphia. 

Dr.  Long.  Thank  you  very  much,  Mr.  Chairman. 

Mr.  Porter.  Thank  you. 

That  concludes  our  witnesses  this  morning.  And  we  will  have  our 
final  day  of  public  witnesses  tomorrow,  our  eighth  day. 

And  the  subcommittee  will  stand  in  recess  until  10:00  a.m.  to- 
morrow. 


Friday,  February  3,  1995. 

WITNESSES 

HON.    ILEANA    ROS-LEHTINEN,    A    REPRESENTATIVE    IN    CONGRESS 

FROM  THE  STATE  OF  FLORIDA 
HON.  WILLIAM  LEHMAN,  A  FORMER  MEMBER  OF  CONGRESS  FROM 

THE  STATE  OF  FLORIDA 
JEFFREY  S.  AUGENSTEIN,  M.D.,  Ph.D.,  F.A.C.S.,  DIRECTOR,  WILLIAM 

LEHMAN  INJURY  RESEARCH  CENTER 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

This  is  the  eighth  of  eight  days  of  hearings  of  public  witnesses 
on  the  departments,  agencies  and  commissions  under  the  sub- 
committee's jurisdiction.  We  welcome  you  all  this  morning.  Thank 
you  for  being  here. 

Because  of  the  large  number  of  witnesses  that  we  have  this 
morning,  we  are  going  to  ask  each  of  them  to  be  very,  very  careful 
to  stay  within  their  five-minute  time  limit.  The  clerk  of  the  sub- 
committee will  keep  the  time  and  will  advise  when  that  limit  has 
been  reached.  Please  do  your  very  best  to  stay  within  the  time  that 
is  allotted. 

We  begin  this  morning  with  former  Representative  William  Leh- 
man and  Dr.  Jeffrey  Augenstein  of  the  William  Lehman  Injury  Re- 
search Center,  and  Representative  Ileana  Ros-Lehtinen  as  well.  All 
three  of  you. 

Ms.  Ros-Lehtinen.  Thank  you,  Mr.  Chairman. 

I  am  just  going  to  do  a  quick  introduction  to  people  who  have 
served  our  community  for  so  many  years,  and  we  are  so  proud  to 
have  Congressman  Bill  Lehman  joining  us  today. 

The  Lehman  Research  Center  is  named  in  his  honor.  I  had  the 
privilege  of  representing  the  area  where  the  center  is  located  pre- 
viously. Now  it  is  in  Congresswoman  Carrie  Meek's  district. 

He  is  going  to  explain  how  needed  this  facility  is  and  how  needed 
the  funds  are  to  continue  serving  our  community. 

Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you  for  being  with  us. 

Bill  Lehman. 

Mr.  Lehman.  Thank  you.  I  yield  the  balance  of  my  time  to  Jef- 
frey Augenstein.  But  thank  you  very  much,  Mr.  Chairman. 

Dr.  Augenstein.  Thank  you.  Mr.  Chairman  and  committee  Mem- 
bers, I  thank  you  for  the  privilege  of  speaking  about  one  of  Ameri- 
ca's most  significant  health  problems — injury. 

My  career  as  a  surgeon  has  focused  on  this  disease.  I  practice  in 
one  of  the  busiest  trauma  centers  in  this  Nation.  Over  the  last  five 
years,  I  am  proud  to  say,  it  has  become  a  national  model  for  auto- 
mobile injury  prevention. 

Beginning  a  decade  ago,  Congress  initiated  a  bold  effort  to  ad- 
dress injury.  A  landmark  report  by  the  National  Academy  of 
Sciences  entitled  "Injury  in  America"  resulted.  It  was  commissioned 
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by  the  Chairman  of  the  House  Appropriations  Subcommittee  on 
Transportation,  then  Mr.  William  Lehman.  The  National  Academy 
of  Sciences  articulated  the  need  for  an  integrated  injury  research 
program,  including  prevention,  acute  care,  biomechanics,  surveil- 
lance and  rehabilitation. 

To  carry  out  the  Academy's  recommendation,  the  House  Sub- 
committee on  Transportation  appropriations  directed  the  transfer 
of  more  than  $25  million  from  the  Department  of  Transportation 
budget  to  the  Department  of  Health  and  Human  Services  for  the 
purpose  of  initiating  an  injury  control  program  at  CDC.  This  un- 
precedented initiative  was  undertaken  with  the  support  and  en- 
couragement of  Ms.  Elizabeth  Dole,  the  then  Secretary  of  Transpor- 
tation. The  CDC  Center  for  Injury  Prevention  and  Control  is  now 
the  lead  and  coordinating  Federal  agency  in  injury  control  and  has 
been  funded  by  this  committee,  as  you  know,  since  1989. 

Eight  national  centers  at  prestigious  universities  have  been  es- 
tablished. A  ninth  center  in  Wisconsin  was  initiated  under  the 
CDC  program  and  is  currently  funded  by  the  Department  of  Trans- 
portation. Each  center  embodies  a  multi-disciplinary  attack  on  in- 
jury, from  prevention  through  rehabilitation. 

This  disease  we  call  injury,  which  costs  this  Nation  $1.5  trillion 
yearly,  can  be  controlled.  More  knowledge  is  needed,  however. 

The  CDC  needs  more  resources  so  that  additional  centers  can  be 
established  to  adequately  deal  with  this  enormous  national  prob- 
lem. 

The  NIH  Task  Force  on  Trauma  Research  published  its  rec- 
ommendations November  of  last  year.  It  urged  a  doubling  of  the  in- 
jury research  centers  by  1996. 

The  Lehman  Center  will  present  a  grant  application  for  peer  re- 
view next  year,  as  will  others.  With  the  present  level  of  CDC  fund- 
ing, however,  it  is  unlikely  that  any  additional  center  will  be  estab- 
lished. This  is  tragic  when  so  much  could  be  accomplished  to  con- 
trol injury. 

In  Miami  we  are  proud  to  say  we  have  made  a  number  of  break- 
throughs already  in  injury  reduction.  We  have  developed  new 
methods  to  evaluate  crash  victims  at  the  scene  to  determine  who 
needs  further  trauma  evaluation.  The  problem  is  that  in  the  era  of 
the  safe  car,  some  occupants  who  are  injured  actually  look  quite 
healthy  after  a  crash.  But  some  of  them  in  fact  have  sustained  life- 
threatening  abdominal  injuries. 

In  addition,  we  have  developed  computer  systems  which  acquire, 
store  and  disseminate  automobile  crash  data  and  can  be  used  by 
other  centers  at  this  time. 

I  recognize  that  there  are  many  demands  on  you  for  worthy 
projects.  I  am  a  surgeon  who  deals  with  injury  on  a  daily  basis.  I 
believe  that  support  for  the  Injury  Prevention  and  Control  Center 
at  the  CDC  will  continue  to  reduce  injury  and  injury-related  death 
in  this  country. 

I  strongly  urge  that  support  for  this  research  program  be  ex- 
panded. 

Thank  you. 

[The  prepared  statement  of  Jeffrey  S.  Augenstein,  M.D.,  follows:] 
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Testimony 

to  the 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE 

ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  education 

by 

Jeffrey  S.  Augenstein,  M.D.,  Ph.D.,  F.A.C.S. 

of  the 

William  Lehman  Injury  Research  Center 

Ryder  Trauma  Center 

University  of  Miami/Jackson  Memorial  Medical  Center 

Miami,  Florida 

Mr.  Chairman  and  Committee  members: 

I  thank  you  for  the  privilege  of  speaking  about  one  of  America's  most  significant  health  problems- 
Injury.  My  career  as  a  surgeon  has  focused  on  this  disease.  I  practice  in  one  of  the  busiest 
trauma  centers  in  this  nation.  I  am  also  the  director  of  the  William  Lehman  Injury  Research  Center 
in  Miami.  Over  the  last  five  years  it  has  become  a  national  model  for  automobile  injury  prevention. 

Beginning  a  decade  ago  Congress  initiated  a  bold  effort  to  address  injury.  A  landmark  report  by 
the  National  Academy  of  Sciences  entitled  Injury  in  America  resulted.  It  was  commissioned  by  the 
Chairman  of  the  House  Appropriations  Subcommittee  on  Transportation,  Congressman  Lehman. 
The  National  Academy  of  Sciences  articulated  the  need  for  an  integrated  injury  research  program 
including  Prevention,  Acute  Care,  Biomechanics,  Surveillance  and  Rehabilitation. 

To  carry  out  the  Academy's  recommendations,  the  House  Subcommittee  on  Transportation 
Appropriations  directed  the  transfer  of  more  than  $25  million  from  the  Department  of  Transportation 
budget  to  the  Department  of  Health  and  Human  Services-for  the  purpose  of  initiating  an  injury 
control  program  at  CDC.  This  unprecedented  initiative  was  undertaken  with  the  support  and 
encouragement  of  Ms.  Elizabeth  Dole,  the  Secretary  of  Transportation.  The  CDC  Center  for  Injury 
Prevention  and  Control  is  now  the  lead  and  coordinating  federal  agency  in  Injury  Control  and  has 
been  funded  by  this  committee  since  1989.  Eight  national  centers,  at  prestigious  universities  have 
been  established.  A  ninth  center,  in  Wisconsin,  was  initiated  under  the  CDC  program  and  is 
currently  funded  by  the  DOT.  Each  center  embodies  a  multidisciplinary  attack  on  injury  from 
prevention  through  rehabilitation. 

The  disease  we  call  Injury,  which  costs  this  nation  $1.5  trillion  yearly,  can  be  controlled. 
More  knowledge  Is  needed. 

The  CDC  needs  more  resources  so  that  additional  centers  can  be  established  to  adequately  deal 
with  this  enormous  national  problem.  The  NIH  Task  Force  on  Trauma  Research  published  its 
recommendations  last  year.  It  urged  a  doubling  of  the  Injury  Research  Centers  by  1996. 

The  Lehman  Center  will  present  a  grant  application  for  peer  review  next  year,  as  will  others.  With 
the  present  level  of  CDC  funding  it  is  unlikely  any  additional  center  will  be  established.  That  is 
tragic  when  so  much  could  be  accomplished  to  control  injury. 

In  Miami  we  have  made  a  number  of  breakthroughs  in  injury  reduction: 

We  have  developed  new  methods  to  evaluate  crash  victims  at  the  scene  to  determine  who 
needs  further  trauma  center  evaluation.  The  problem  is  that  some  occupants  protected  by  the 
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new  safety  features,  like  the  air  bag  may  look  uninjured,  but  actually  have  sustained  life-threat- 
ening abdominal  injuries 

Computer  systems  developed  at  the  William  Lehman  Injury  Research  Center  for  acquiring, 
storing  and  disseminating  automobile  crash  data  are  now  available  for  other  centers  to  use. 

I  recognize  that  there  are  many  demands  on  you  for  worthy  projects.  I  am  a  surgeon  who  deals 
with  injury  on  a  daily  basis.  I  believe  that  increased  support  for  the  CDC  Center  for  Injury  Preven- 
tion and  Control  will  continue  to  reduce  injury  and  death  in  this  nation.  I  strongly  urge  that  support 
for  this  research  program  be  continued  and  expanded. 
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Mr.  PORTER.  Dr.  Augenstein,  we  appreciate  very  much  your  good 
statement. 

Bill,  you  might  be  interested  that  Jim  Brady  was  in  yesterday  to 
talk  about  traumatic  injury  as  well,  and  we  appreciate  your  great 
leadership,  not  only  during  the  time  that  you  served  so  well  in  this 
body,  but  also  following  your  retirement,  you  have  remained  active 
and  strong,  and  a  very  strong  advocate  for  this  type  of  research. 
And  we  commend  you  for  that.  It  is  good  to  see  you  again. 

Mr.  Lehman.  Thank  you,  Mr.  Chairman.  It  was  a  privilege  serv- 
ing with  you,  especially  on  issues  dealing  with  family  planning.  Are 
you  in  favor  of  that? 

Mr.  Porter.  Absolutely. 

Mr.  Lehman.  You  were  the  number-one  advocate. 

I  would  like  to  take  this  opportunity  to  invite  you  and  the  Mem- 
bers of  your  subcommittee  and  the  staff  to  come  down  to  Miami  to 
do  a  visit  to  our  center  there,  because  I  think  it  would  be  very  help- 
ful, not  only  for  us  but  for  the  rest  of  the  Congress,  to  see  what 
we  are  doing  there. 

I  only  emphasize  the  fact  that  we  are  not  asking  for  money  for 
the  center  in  Miami.  We  are  asking  for  funds  for  CDC  for  which 
our  center  will  compete  with  centers  from  all  over  the  country  for 
these  funds.  We  want  the  money  to  go  where  it  can  best  be  used, 
whether  it  is  Miami,  whether  it  is  Jackson  Memorial,  wherever. 

Mr.  Porter.  We  will  do  that  if  you  bring  the  young  lady  on  your 
right  along. 

Mr.  Lehman.  Thank  you  very  much. 

Mr.  Porter.  Mr.  Stokes. 

Mr.  Stokes.  Mr.  Chairman,  I  would  just  like  to  concur  in  your 
introduction  of  our  former  colleague,  Bill  Lehman,  and  I  want  to 
personally  say  to  Bill  that  it  is  sort  of  like  old  times  to  see  you. 

Mr.  Lehman.  Thank  you  for  letting  us  be  here.  We  appreciate  it. 
I  know  you  have  a  busy  schedule. 

Mr.  Porter.  Thank  you  all. 


Friday,  February  3,  1995. 

WITNESS 

JOHN  E.  MARKSBURY,  TREASURER,  BOSTON  MUSIC  EDUCATION  COL- 
LABORATIVE 

Mr.  Porter.  Our  next  witness  is  John  E.  Marksbury,  Boston 
Music  Education  Collaborative. 

Mr.  Marksbury. 

Mr.  Marksbury.  Thank  you,  Mr.  Chairman,  for  providing  the 
Boston  Music  Education  Collaborative  this  opportunity  to  appear 
before  you  this  morning. 

My  name  is  John  Marksbury.  I  am  treasurer  of  the  Boston  Music 
Education  Collaborative,  new  initiative  aimed  at  reviving  music 
education  in  the  Boston  public  schools.  The  proverb,  it  takes  a 
whole  village  to  raise  a  child,  serves  as  an  important  guiding  prin- 
ciple for  our  venture. 

Three  of  Boston's  leading,  nonprofit  cultural  institutions — the 
Boston  Symphony  Orchestra,  the  New  England  Conservatory  of 
Music,  and  WGBH  educational  foundation — have  joined  with  the 


971 

Boston  public  schools  as  partners  to  create  an  innovative  music 
program.  We  are  uniting  our  artistic,  educational  and  human  re- 
sources to  form  a  strong  partnership,  one  which  we  hope  can  serve 
as  a  national  model  for  long-term  change. 

Music  education  is  reemerging  as  a  valued  force  in  the  learning 
and  educational  development  of  students.  Music  has  historically 
played  a  larger  role  in  learning.  The  ancient  Greeks  taught  math 
through  music.  Pythagoras  invented  the  musical  scales.  There  is 
ample  evidence  today  in  schools  around  the  country  that  have  in- 
troduced music  as  part  of  the  daily  curriculum,  that  the  lives  of 
school  children  and  quality  of  education  have  improved  signifi- 
cantly. 

In  Boston,  however,  and  in  thousands  of  schools  from  coast  to 
coast,  music  has  all  but  disappeared  from  the  classroom — silenced 
by  the  social  and  economic  problems  that  have  overwhelmed  so 
many  school  systems.  Today  in  Boston  there  is  only  one  music 
teacher  for  every  1,200  students. 

In  response  to  this  problem,  the  joint  forces  brought  together  by 
the  Boston  Music  Education  Collaborative  are  seeking  to  create 
new  approaches,  not  only  to  music  education,  but  to  classroom 
learning  in  general  for  both  elementary  and  middle  school  students 
in  Boston. 

In  the  process,  we  hope  to  develop  a  model  that  can  serve  other 
local  communities  throughout  the  country  that  are  grappling  with 
similar  problems  in  their  public  schools. 

There  are  three  objectives  of  the  Boston  Music  Education  Col- 
laborative. Someone  to  provide  music  education  and  training  for  all 
students. 

Two  is  to  provide  teacher  training  in  utilizing  music  as  a  teach- 
ing tool  for  all  subjects,  not  just  music. 

And  three  is  to  expand  the  use  of  an  integrated  music  curriculum 
throughout  the  Boston  public  school  system. 

We  began  the  program  in  1993  with  10  pilot  elementary  and 
middle  schools  selected  through  an  open  competition.  Children 
progress  through  the  program  as  they  move  from  grade  to  grade. 

Each  of  the  collaborative  partners  brings  a  strong  set  of  person- 
nel and  other  resources  to  the  collaborative.  The  New  England  con- 
servatory of  music  provides  graduate  and  undergraduate  students 
who  serve  as  music  aides. 

The  musicians  of  the  Boston  Symphony  Orchestra  and  guest  art- 
ists who  perform  with  the  orchestra  perform  in  the  school  and  as- 
sist in  music  exercises.  In  addition,  the  BSO's  Youth  Concerts  and 
its  popular  summer  camp  in  the  arts  are  being  made  available  to 
the  students. 

WGBH  Education  Foundation  is  enlisting  the  tools  and  talents  of 
both  its  television  and  radio  division  as  well  as  its  educational  re- 
search facilities.  It  provides  audio  and  visual  material  incorporat- 
ing a  wide  range  of  music  worldwide,  and  is  developing  a  lending 
library  for  collaborative  schools.  WGBH  is  also  exploring  possibili- 
ties for  the  use  of  interactive  computer  CDs  and  other  electronic 
media  increasingly  available  in  schools  in  support  of  the  program. 

At  present  the  program  involves  over  2,000  students,  145  teach- 
ers and  10  principals.  The  response  from  teachers,  students  and 
parents  has  been  outstanding.  Boston  School  Superintendent  Dr. 
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Lois  Harrison  Jones  wholeheartedly  endorses  the  program.  She  has 
publicly  stated  that  this  program  will  improve  the  teaching  and 
learning  dynamics  in  the  classroom,  the  academic  performance  of 
students,  and  the  strength  of  parent  advocacy  for  better  schools. 

Theories  about  the  general  efficacy  of  music  education  on  skill 
building,  motivation  and  analytical  thinking  have  been  trans- 
formed into  practice  in  scores  of  classrooms  around  the  country. 
The  Florida  Department  of  Education  recently  demonstrated  the 
role  of  music  education  and  dropout  prevention. 

MIT  Professor  Ellen  Harris,  a  highly  respected  education  reform 
proponent,  has  written  that  the  most  important  lesson  lacking  in 
today's  K  through  12  education  may  not  be  any  particular  subject 
but  rather  the  acquisition  of  learning  skills — the  discipline,  con- 
centration and  repetition  that  are  so  essential  to  the  mass  factory 
of  any  subject. 

Music  has  been  shown  to  effectively  instill  in  young  students  the 
technical  skills  of  repetition,  discipline  and  concentration.  This  col- 
laborative is  serving  as  a  catalyst  for  change,  for  the  kind  of  reform 
and  improvement  in  public  education  that  the  system  is  in  such 
desperate  need  of. 

We  are  aware  of  the  new  congressional  leadership's  focus  on  re- 
duced Federal  expenditures.  We  request  that  as  Congress  reduce 
funding  for  formal  education  programs,  that  they  consider  provid- 
ing encouragement  and  support  to  public-private  partnerships  such 
as  this  collaborative  which  can  demonstrate  more  effective  and  in- 
novative approaches  to  educating  children. 

At  present  our  program  cost  about  $200  per  child.  That  ratio  will 
be  even  lower  in  coming  years.  The  members  of  the  Boston  Music 
Education  Collaborative  have  recently  committed  to  funding  con- 
tinuation and  expansion  of  the  program  to  meet  increasing  de- 
mand. 

In  order  to  help  evaluate  and  replicate  the  successful  program  in 
other  cities  throughout  the  United  States,  we  respectfully  request 
that  this  subcommittee  provide  some  funding  for  programs  author- 
ized under  Title  X  of  the  Improving  America's  School  Act.  Title  X 
authorizes  funding  for  national  replication  of  innovative  education 
partnerships. 

We  believe  that  the  Boston  Music  Education  Collaborative  is  an 
example  of  such  a  successful  local  partnership. 

[The  prepared  statement  of  Mr.  Marksbury  follows:] 
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My  name  is  John  Marksbury,  I  am  Treasurer  of  the  Boston  Music 
Education  Collaborative- -a  new  initiative  aimed  at  reviving  music 
education  in  the  Boston  Public  Schools.  The  proverb,  "It  takes  a 
village  to  raise  a  child",  serves  as  an  important  guiding  principle 
for  our  venture . 

Three  of  Boston's  leading,  non-profit  cultural  institutions- -the 
Boston  Symphony  Orchestra,  the  New  England  Conservatory  of  Music 
and  WGBH  Educational  Foundation- -have  joined  with  the  Boston  Public 
Schools  as  partners  to  create  an  innovative  music  program.  We  are 
uniting  our  artistic,  educational  and  human  resources  to  form  a 
strong  partnership. 

Music  education  is  reemerging  as  a  valued  force  in  the  learning  and 
educational  development  of  students.  Our  own  John  Williams,  the 
composer  of  "Star  Wars"  and  the  music  for  "Schindler's  List", 
reminds  us  that  the  ancient  Greeks  taught  math  through  music.  In 
fact,  it  was  Pythagoras  who  invented  the  scales. 

There  is  ample  evidence  today  in  schools  around  the  country  that 
have  introduced  music  as  part  of  the  daily  curriculum,  that  the 
lives  of  school  children  and  quality  of  education  have  improved 
significantly. 

However,  in  Boston  and  in  thousands  of  schools  from  coast  to  coast, 
music  has  all  but  disappeared  from  the  classroom- -silenced  by  the 
social  and  economic  problems  that  have  overwhelmed  so  many  school 

systems.  In  my  day  as  an  elementary  student  in  a  small  Ohio 
farming  town,  there  was  a  piano  in  every  classroom;  singing  and 
band  was  a  part  of  our  learning  and  growing  up.  Many  musicians  in 
the  Boston  Symphony  Orchestra  tell  me  they  first  learned  music  in 
their  public  schools  in  Philadelphia,  Chicago  and  Seattle. 

In  the  1840' s  Horace  Mann  started  the  American  system  of  "common 
schools"  in  Boston.  His  associate,  Lowell  Mason,  helped  shape  the 
curriculum,  insuring  that  children  in  the  entire  system  had  singing 
every  day.  He  saw  singing  as  an  integral  and  required  part  of 
education,  not-  only  for  the  discipline  it  engendered,  but  because, 
he  believed,  it  helped  keep  the  children  healthy. 

Thus  was  born  the  model  for  schools  across  the  country  which 
prevailed  for  over  a  century.  The  tradition  in  Boston  prospered 
well  through  the  1960 's  when  the  average  student  had  both  vocal  and 
instrumental  instruction  and  could  play  in  one  of  many  orchestras 
and  bands  in  the  public  schools. 

By  the  1990 's  the  picture  had  changed  radically. 

The  once-great  music  programs  in  New  York,  Chicago  and  Los  Angeles, 
were  decimated  as  a  result  of  the  economic  difficulties  which  have 
resulted  in  back-to-basics  curricula.  Today  in  Boston,  there  is 
but  one  music  teacher  for  every  1,200  school  children.   In  addition 
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to  the  loss  of  music  specialists,  many  classroom  teachers  no  longer 
have  the  benefit  of  music  in  their  own  training  to  bring  to  their 
individual  classes. 

In  response  to  this  crisis,  the  joint  forces  brought  together  by 
the  Boston  Music  Education  Collaborative  are  seeking  to  create  new 
approaches  not  only  to  music  education,  but  to  classroom  learning 
in  general  for  both  the  elementary  and  middle  school  levels  in 
Boston.  In  the  process,  we  hope  to  develop  a  model  that  can  serve 
other  communities  grappling  with  the  same  problems  in  their  public 
schools . 

The  long-term  objective  of  the  Boston  Music  Education  Collaborative 
is  the  implementation  of  choral  and  instrumental  instruction  for 
all  Boston  Public  School  students  hand-in-hand  with  a  daily 
curriculum  that  utilizes  music  as  a  teaching  tool  for  all  subjects. 
The  Collaborative  approach  has  three  major  components: 

1) .  Music  education  and  training  for  students  so  that  they  have  a 
strong  conceptual  background  to  draw  upon  when  music  is  used 
in  their  other  academic  lessons. 

2)  .  Teacher  training  to  enable  classroom  teachers  to  utilize  music 
effectively  as  a  teaching  tool  for  other  kinds  of  learning. 

3) .  Assessment  of  the  program  and  advocacy  by  teachers  and  parents 
to  build  the  support  necessary  to  expand  a  successful 
integrated  music  curriculum  system-wide  in  the  Boston  Public 
Schools . 

We  began  the  program  in  1993  with  ten  pilot  elementary  and  middle 
schools  selected  through  open  competition.  Over  a  period  of  four 
years  we  are  expanding  the  program  in  these  schools  by  two  grades 
a  year.  We  started  last  year  in  grades  one  and  six.  This  year  we 
added  grades  two  and  seven.  In  this  way  children  progress  through 
the  program  as  they  move  form  one  grade  to  the  next . 

Each  of  the  Collaborative  partners  brings  a  strong  set  of  personnel 
and  other  resources  to  the  Collaborative. 

The  New  England  Conservatory  (NEC)  of  Music  has  taken  the  lead  in 
developing  the  pedagogy  of  the  program.  NEC  works  closely  with 
teachers  and  music  instructors  to  define  and  develop  curriculum 
objectives  and  activities.  Graduate  and  undergraduate  students 
serve  as  student  aides  to  support  music  instruction  and  classroom 
teachers . 

The  musicians  of  the  Boston  Symphony  Orchestra  and  guest  artists 
appearing  with  the  Orchestra  perform  in  the  schools  and  assist 
teachers  in  music  exercises.  In  addition,  the  BS^'s  Youth  Concerts 
and  its  popular  summer  camp  in  the  arts  are  being  made  available  to 
the  students. 
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WGBH  Educational  Foundation  is  enlisting  the  tools  and  talents  of 
both  its  television  and  radio  division  as  well  as  its  educational 
research  facilities.  It  provides  audio  and  visual  material 
incorporating  a  wide  range  of  music  worldwide,  and  is  developing  a 
lending  library  for  Collaborative  schools.  WGBH  is  also  exploring 
possibilities  for  the  use  of  interactive  computer  CD's  and  other 
electronic  media  in  service  of  the  program.  Perhaps  most 
importantly,  WGBH  will  utilize  its  media  position  to  promote  the 
program  on-air  and  advocate  for  music  education  and  music  based 
learning. 

At  present,  the  program  involves  over  2,000  students,  145  teachers 
and  10  principals.  First  graders  are  learning  basic  music  literacy 
through  group  singing  and  weekly  recorder  sessions.  Sixth  graders 
receive  three  to  four  hours  of  choral  and  instrumental  instruction 
per  week  and  have  performed  year-end  recitals  before  enthusiastic 
audiences  of  parents  and  friends . 

Teacher  training  and  professional  development  opportunities  are  key 
components  of  the  Collaborative' s  strategy  for  integrating  music 
into  school  life.  Classroom  teachers  receive  special  training  so 
that  they  are  equipped  to  use  songs,  musical  games  and  music  theory 
Page  6 

to  teach  traditional  subjects.  Two  music-based,  cross-curricular 
resource  packages  have  been  developed  on  the  themes  of  "Peter  and 
the  Wolf"  and  the  "Life  of  Marian  Anderson."  These  packages 
include  tapes,  videos  and  musical  suggestions  to  enhance  specific 
academic  subjects  ranging  from  history  to  science. 

At  an  intensive  four-day  Professional  Development  Institute  at 
Tanglewood,  the  summer  performance  home  of  the  Boston  Symphony, 
teachers  take  classes  on  the  fundamentals  of  music,  receive 
training  in  music-integrated  math  instruction  and  attend  a  variety 
of  workshops  on  cross-curriculum  learning.  More  than  90  teachers 
have  already  taken  advantage  of  these  offerings  to  enhance  their 
knowledge  and  comfort  with  music  and  musical  concepts. 

Boston  Schools  Superintendent,  Dr.  Lois  Harrison- Jones,  whole 
heartedly  endorses  the  program.  To  quote:  "[I  believe]  this  broad- 
based  music  program  will  help  the  teaching  and  learning  dynamics  in 
the  classroom.  I  am  firmly  committed  to  the  belief  that  the 
academic  performance  of  children  can  be  substantially  improved,  and 
a  stronger  parent  advocacy  will  emerge  when  this  program  is  in 
place  in  our  schools." 

Theories  about  the  general  efficacy  of  music  education  on  skill 
building,  motivation  and  analytical  thinking  have  been  transformed 
into  practice  in  scores  of  classrooms  around  the  country. 

Florida  researchers  recently  completed  a  state-wide  study  for  the 
Florida  Department  of  Education.   Their  findings  demonstrated  the 
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role  of  music  education  in  drop-out  prevention  and  enriched  self- 
esteem.  When  Aiken  Elementary  in  Aiken,  South  Carolina  was 
established  in  1986  it  focussed  on  utilizing  trained  arts 
educators,  community  artists,  arts  organizations  and  classroom 
teachers  to  link  music  and  the  arts  to  specific  curriculum 
objectives.  In  1990  Aiken  Elementary  was  declared  a  "National  Blue 
Ribbon  School  of  Excellence"  by  the  U.S.  Department  of  Education. 

Professors  and  leading  scientists  at  the  Massachusetts  Institute  of 
Technology  (MIT)  recognize  the  impact  of  music  and  arts  learning 
upon  the  study  of  science  and  math.  MIT  Professor  Ellen  Harris  has 
written  in  her  "Why  Study  the  Arts  along  with  Math  and  Science" 
that  the  most  important  lesson  lacking  in  today's  K-12  education 
may  not  be  any  particular  subject,  but  rather  the  acquisition  of 
learning  skills- -the  discipline,  concentration  and  repetition  that 
are  essential  to  the  mastery  of  any  subject.  The  arts  can 
ef fe 7tively  instill  in  the  very  young  the  technical  skills  of 
repetition,  discipline  and  concentration. 

It  is  not  the  Collaborative' s  goal,  and  certainly  not  within  its 
capacity,  to  run  the  music  education  program  of  the  Boston  Public 
Schools.  We  believe  that  is  the  responsibility  of  the  Public 
domain.   However,  we  do  believe  that  the  Boston  Music  Education 

Collaborative  can  serve  as  a  catalyst  for  change  and  for  the  kind 
of  reform  and  improvement  in  public  education  that  the  system  is  in 
such  utter  need.  We  are  aware  of  the  new  Congressional 
leadership's  increased  rocus  on  reducing  federal  expenditures.  We 
request  that  as  Congress  reduces  program  funding  it  provide 
encouragement  and  support  to  public/private  partnerships,  such  as 
this  Collaborative  which  can  demonstrate  more  effective  and 
innovative  approaches  to  educating  cuildren. 

At  present  our  program  costs  about  $200  per  child,  and  as  the 
numbers  increase  in  the  next  two  years,  we  expect  the  ratio  to  be 
even  lower.  We  are  helping  improve  local  education  in  a  cost- 
effective  manner.  Our  intention  is  a  Rolls  Royce  design  but  at 
Chevrolet  prices,  not  vice  versa. 
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Mr.  Porter.  Mr.  Marksbury,  we  thank  you  very  much  for  your 
good  testimony.  We  appreciate  your  being  here  today,  and  we  will 
certainly  take  your  testimony  under  advisement. 


Friday,  February  3,  1995. 
witnesses 

HON.  CARLOS  ROMERO-BARCELO,  A  DELEGATE  IN  CONGRESS  FROM 

THE  TERRITORY  OF  PUERTO  RICO 
NORMAN  I.  MALDONADO,  M.D.,  PRESIDENT,  UNIVERSITY  OF  PUERTO 

RICO 

Mr.  Porter.  Our  next  witness  is  the  Honorable  Carlos  Romero- 
Barcelo,  introducing  Norman  I.  Maldonado,  M.D.,  President,  Uni- 
versity of  Puerto  Rico. 

I  apologize  to  you.  We  didn't  realize  you  were  ready.  We  are 
happy  to  have  you  here. 

Mr.  Romero-Barcelo.  Thank  you  very  much,  Mr.  Chairman. 
That  is  all  right. 

My  purpose  here  today  is  merely  to  introduce  a  very,  very  good 
friend  of  mine,  Dr.  Norman  Maldonado,  President  of  the  University 
of  Puerto  Rico. 

I  would  just  like  to  mention  briefly  that  the  University  of  Puerto 
Rico  is  the  16th  largest  university  system  in  the  United  States  and 
has  more  than  55,000  students.  It  was  established  in  1903  as  a 
land  grant  institution,  and  its  graduates  have  made  significant  con- 
tributions in  the  areas  of  law,  health,  politics,  science,  education 
and  engineering. 

Dr.  Maldonado  became  President  in  1994  after  serving  as  chan- 
cellor of  the  medical  campus  while  I  was  Governor  of  Puerto  Rico. 

So  as  one  of  the  island's  leading  physicians  and  administrators, 
Dr.  Maldonado  was  instrumental  in  designing  and  serving  as  a 
chief  architect  of  Puerto  Rico's  health  care  reform  legislation  which 
is  already  being  implemented  and  was  overwhelmingly  approved  by 
the  people  of  Puerto  Rico.  The  measures  drafted  by  him  has  helped 
put  in  place  a  managed  health  care  system  that  serves  as  a  model 
for  the  rest  of  the  nation. 

His  university  is  the  premiere  Hispanic  university  in  the  United 
States  system. 

Thank  you  very  much  for  the  opportunity  to  introduce  him. 

Dr.  Maldonado.  Good  morning. 

As  you  were  told,  we  were  founded  in  1903  as  a  State  university, 
a  land  grant  institution.  We  are  the  largest  Hispanic  institution  of 
higher  education  in  the  United  States.  Of  our  55,000  students,  66 
percent  are  women.  We  have  5,000  faculty  members  with  360  aca- 
demic programs,  all  fully  accredited  binational  organizations. 

The  University  of  Puerto  Rico  has  schools  of  law,  science,  engi- 
neering, medicine,  architecture,  among  others.  As  the  premiere 
Hispanic  institution,  UPR  has  graduated  over  250,000  graduates, 
many  of  whom  have  made  significant  contributions  to  American  so- 
ciety. Congressman  Carlos  Romero-Barcelo  is  a  graduate.  Dr. 
Andonia  Novelo  is  a  graduate  of  our  medical  school. 

The  institution  ranks  number  one  for  the  minimum  of  Hispanics 
who  go  on  to  obtain  Ph.D.s  in  science  and  engineering. 
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One  in  10  students  attending  the  university's  largest  campus  at 
Rio  Piedras  receive  a  Bachelor's  degree  in  science  and  go  on  to  ob- 
tain Ph.D.s. 

The  university  is  the  largest  producer  of  Hispanic  women  profes- 
sionals in  the  Nation.  UPR  at  Mayaguez  is  the  16th  largest  engi- 
neering school  in  the  Nation  and  enrolls  over  4,000  engineering 
students,  of  which  about  1,600  are  women. 

Over  20  percent  of  the  M.D.s,  and  B.S.  degrees  in  science,  engi- 
neering and  mathematics  granted  to  Hispanics  have  been  awarded 
by  the  UPR. 

Among  those  Hispanics  receiving  Ph.D.s  in  science,  engineering 
and  mathematics,  20  percent  did  undergraduate  work  at  the  UPR. 

Although  the  population  of  Puerto  Rico  is  only  6  percent  of  the 
total  underrepresented  minority  population  in  the  Nation,  Puerto 
Rico  grants  10  percent  of  all  B.S.  degrees  in  the  science,  engineer- 
ing and  mathematics  fields  awarded  to  underrepresented  minori- 
ties. 

UPR  is  the  leading  source  of  Hispanic  engineers  for  the  National 
Aeronautics  and  Space  Administration  (NASA).  Over  20  percent  of 
the  M.D.s  and  bachelors  of  science,  engineering  and  mathematics 
granted  to  Hispanics  have  been  awarded  by  the  UPR. 

We  have  graduated  3600  M.D.s.  Among  those  Hispanics  receiv- 
ing Ph.D.s  in  science,  engineering  and  mathematics,  20  percent  did 
their  undergraduate  work  at  UPR. 

This  enormous  talent  and  pool  of  Hispanic  students  has  contrib- 
uted to  the  development  of  the  island  and  the  mainland. 

In  reviewing  the  data,  the  contributions  to  our  Nation's  economy 
and  well-being  are  clear.  We  are  here  to  tell  you  that  UPR  has 
made  a  difference.  However,  we  have  many  challenges.  Our  island 
residents  are  still  poor  and  our  per  capita  income  is  low. 

It  is  in  the  face  of  these  accomplishments  and  challenges  that  I 
come  before  you  today.  More  Hispanics  and  women  will  be  needed 
to  fill  positions  across  all  professions  and  disciplines,  particularly 
in  the  area  of  science  and  technology. 

People  from  our  community  will  be  called  open  to  provide  the 
leadership  and  expertise  needed  for  the  next  century.  We  at  UPR 
understand  that  no  community  can  afford  to  be  an  island. 

I  am  here  to  ask  you  to  join  UPR  in  enhancing  the  educational 
system  that  will  prepare  our  students  for  the  next  century  and  will 
be  instrumental  in  increasing  the  productivity  of  the  Nation  and 
the  self-sufficiency  of  the  island. 

I  ask  that  you  fund  a  program  that  will  provide  students  greater 
educational  opportunities  to  allow  them  to  become  bilingual,  knowl- 
edgeable of  computers,  science  and  technology,  entrepreneurial, 
productive,  skilled,  literal  workers  capable  of  lifelong  learning. 

The  university  works  in  partnership  with  the  Puerto  Rico  De- 
partment of  Education  and  we  have  played  a  leading  role  in  the 
science  and  mathematics  instruction  in  schools  across  the  island, 
Our  efforts  are  highly  regarded.  Puerto  Rico  is  one  of  26  States 
that  were  awarded  National  Science  Foundation  funds  from  the 
Statewide  Systemic  Initiative  (SSI).  Through  the  Puerto  Rico  SSI, 
a  total  of  80  schools  have  been  bootstrapped  in  science  and  mathe- 
matics through  the  NAEP  test.  We  have  evidence  of  increased  per- 
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formance  of  the  SSI  schools  of  more  than  seven  points,  those  help- 
ing to  achieve  Goals  2000. 

We  hope  to  use  the  experience  of  Goals  2000  and  school-to- work 
and  other  disciplines  in  the  arts  and  humanities.  We  ask  that  full 
support,  provided  for  the  Title  III  funds  for  Hispanic  colleges  and 
universities,  should  be  increased. 

Turning  to  the  Department  of  Health  and  Human  Services,  we 
ask  for  your  support  for  the  minority  research  development  pro- 
gram, to  the  National  Institute  of  Drug  Abuse,  to  minority  access 
to  research  centers,  the  MARC  program,  to  minority  institution  re- 
search development,  to  minority  biomedical  research  support,  and 
most  important  to  the  RCMI  research  center  for  minority  institu- 
tions. 

African-Americans  and  Hispanic  populations  suffer  dispropor- 
tionately from  AIDS,  HIV,  homicides,  diabetes,  substance  abuse 
and  other  health  problems.  We  ask  the  committee  to  keep  support- 
ing the  NIH  for  those  initiatives. 

We  want  to  educate  the  3.6  million  American  citizens  in  Puerto 
Rico.  But  we  still  have  a  long  way  to  go,  and  so  I  ask  for  your  con- 
tinued support. 

Thank  you  very  much. 

[The  prepared  statement  of  Dr.  Norman  I.  Maldonado  follows:] 
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BACKGROUND 
A.        Accomplishments 

Good  morning. 

Mr.  Chairman  and  distinguished  Members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  appear  before  you  today.  I  am  Dr.  Norman  Maldonado,  President  of  the  University  of  Puerto 
Rico  (UPR).  The  University  of  Puerto  Rico,  founded  in  1903  as  a  land-grant  institution,  shortly 
after  the  United  States  assumed  responsibility  for  shared  governance  of  Puerto  Rico,  is  the  state 
university  of  Puerto  Rico  and  is  the  largest  Hispanic  institution  of  higher  education  in  the  United 
States.  Moreover,  it  is  one  of  the  largest  multi-campus  systems  in  the  United  States.  The  UPR 
has  over  55,000  students  (66  percent  of  whom  are  women),  5,000  faculty  members,  four  major 
campuses  and  six  regional  colleges  and  other  units  throughout  the  island,  and  360  academic 
programs  all  fully  accredited  by  national  organizations.  UPR  operates  schools  of  Law,  Science, 
Mathematics,  Engineering,  Medicine,  Architecture,  Humanities,  Education  and  Social  Sciences. 
As  the  premier  Hispanic  institution  in  the  United  States,  UPR  has  graduated  over  250,000 
graduates,  many  of  whom  have  made  significant  contributions  to  American  society. 

For  instance,  joining  me  today  is  Carlos  Romero-Barcelo,  the  Resident  Commissioner  of  Puerto 
Rico,  and  one  of  your  colleagues  in  the  United  States  Congress.  Commissioner  Romero-Barcelo 
received  his  law  degree  from  UPR  and  is  a  resident  of  San  Juan,  and  served  as  Governor  of  the 
Commonwealth.  In  the  area  of  health  sciences,  former  United  States  Surgeon  General,  Dr. 
Antonia  Novello  is  a  UPR  graduate.  And,  many  of  you  may  remember  Jaime  Benitez,  the 
former  distinguished  President  of  The  UPR,  who  also  served  as  Resident  Commissioner  in 
Washington  during  the  1970s. 

The  University  ranks  number  one  among  all  U.S.  institutions  in  terms  of  the  number  of  Hispanic 
students  that  go  on  to  obtain  Ph.Ds  in  science  and  engineering.    For  instance: 

■  One  in  ten  students  attending  the  University's  largest  campus  at  Rio  Piedras 
receive  a  Bachelors  degree  in  science  and  go  on  to  obtain  PH.Ds. 

■  The  University  is  the  largest  producer  of  Hispanic  women  professionals  in  the 
nation.  UPR  at  Mayaguez  is  the  16th  largest  engineering  school  in  the  nation  and 
enrolls  over  4000  engineering  students,  of  which  about  1600  are  women. 

■  Over  20  percent  of  the  MDs,  and  BS  degrees  in  science,  engineering  and 
mathematics  granted  to  Hispanics  have  been  awarded  by  The  UPR. 

■  Among  those  Hispanics  receiving  PH.Ds  in  science,  engineering  and 
mathematics,  20  percent  did  undergraduate  work  at  The  UPR. 
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■  Although  the  population  of  Puerto  Rico  is  only  6  percent  of  the  total 
underrepresented  minority  population  in  the  Nation,  Puerto  Rico  grants  10  percent 
of  all  BS  degrees  in  the  science,  engineering  and  mathematics  fields  awarded  to 
underrepresented  minorities. 

■  UPR  is  the  leading  source  of  Hispanic  engineers  for  the  National  Aeronautics  and 
Space  Administration  (NASA). 

No  other  school  in  the  Nation  can  boast  these  statistics.  This  enormous  talent  pool  of  Hispanic 
students  has  contributed  to  the  development  of  the  island,  other  parts  of  the  Caribbean,  and  the 
mainland.  Consider,  for  example,  that  while  Puerto  Rico  is  an  island  with  a  population  of  about 
3.6  million  people,  a  paper  published  just  last  summer  entitled,  "The  Economic  Relation  of  the 
United  States  and  the  Puerto  Rican  Economies:  An  Interregional  Input-Output  Approach," 
estimated  that  activities  underway  on  the  island  contribute  $39.8  billion  to  the  U.S.  Gross 
Domestic  Product  annually.  Consider  also,  that  almost  every  one  of  our  nation's  major 
pharmaceutical  companies,  approximately  30,  have  a  plant  on  the  island,  generating  about  $6.7 
billion  of  the  island's  total  Gross  Domestic  Product.  The  vast  majority  of  the  Chief  Operating 
Officers  managing  these  companies  in  Puerto  Rico  are  graduates  of  The  UPR. 

Furthermore,  with  the  help  of  Federal  funding  from  the  National  Science  Foundation  (NSF),  the 
Environmental  Protection  Agency  (EPA),  the  National  Aeronautics  and  Space  Administration, 
and  the  Department  of  Energy,  UPR  has  successfully  competed  with  19  other  states  for  EPSCoR 
funds  and  has  used  these  funds  to  build  a  solid  research  base  at  the  University.  This  base  is  now 
being  linked  to  government  and  industry,  and  UPR  has  helped  spearhead  the  establishment  of 
the  Council  on  Science  and  Technology.  This  Council  will  guide  Puerto  Rico's  development 
of  an  R  &  D  base  that  will  give  strength  and  provide  local  roots  to  its  high  technology  industry 
and  economic  base,  enabling  the  Island  to  become  internationally  competitive  in  this  economic 
area. 

In  reviewing  this  data,  the  contributions  of  UPR  to  the  nation's  economy  and  overall  ^veil-being 
are  clear.  We  are  here  to  tell  you  that  Federal  assistance  to  UPR  has  made  a  difference. 
Additionally,  we  are  here  to  say  that  as  the  nation's  attention  turns  to  Latin  American  markets, 
there  is  a  unique  and  pivotal  role  The  UPR  can  play  as  one  of  the  nation's  largest  university, 
systems  graduating  bilingual  students. 

Having  said  this,  please  know  that  many  hurdles  remain.  In  this  vein,  please  know  that  in  the 
areas  of  Health,  Education  and  Labor,  the  Commonwealth  of  Puerto  Rico  needs  Federal 
assistance  now,  as  much  as  ever. 

B.        Challenges 

Many  of  the  island's  residents  live  in  poverty.  In  fact,  according  to  data  compiled  for  the  1990 
census,  58.9  percent  of  all  Puerto  Ricans  live  below  the  poverty  level.  In  comparing  the  levels 
of  poverty  on  the  island  to  that  of  mainland  states,  we  see  that  the  rate  of  poverty  in  Puerto  Rico 
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comes  closest  to  that  of  Mississippi,  where  25.2  percent  of  the  residents  live  in  poverty. 
Compare  this  also  to  the  national  poverty  percentage  of  13.1  percent.  When  looking  at  data 
related  to  per  capita  income,  we  see  that  the  per  capita  income  of  Puerto  Ricans  is  about  half 
that  of  residents  living  in  Mississippi,  and  about  one-third  of  the  national  average.  The  average 
Puerto  Rican  makes  about  $6,693.00  a  year.  It  is  in  the  face  of  these  challenges  that  I  come 
before  you  today. 

In  terms  of  emerging  workforce  needs,  the  face  of  our  nation  is  changing.  More  Hispanics  and 
women  will  be  needed  to  fill  positions  across  all  professions  and  disciplines,  particularly  in  the 
areas  of  science  and  technology.  Additionally,  the  traditional  parameters  of  our  nation's 
marketplace  are  being  reshaped  and  are  moving  across  our  boarders  and  out  of  the  hemisphere. 
The  passage  of  the  North  American  Free  Trade  Agreement  (NAFTA),  and  GATT,  developments 
in  Mexico,  Russia,  Somalia,  Peru,  South  Africa  and  other  parts  of  the  world  signal  that  today's 
students  must  be  prepared  to  work  and  live  in  a  world  increasingly  defined  by  international 
developments  and  activities. 

More  significantly,  with  the  Hispanic  population  being  the  fastest  growing  minority  population 
in  the  country,  persons  from  our  community  undoubtedly  will  be  called  upon  to  provide  the 
leadership  and  expertise  needed  for  the  next  century.  As  we  attempt  to  address  the  challenges 
we  face,  as  well  as  those  that  lie  ahead,  we  at  UPR  understand  that  no  community  can  afford 
to  be  an  island. 

Consequently,  I  am  here  to  ask  that  you,  as  Members  of  Congress,  join  UPR  in  enhancing  an 
educational  system  that  will  prepare  our  students  for  the  next  century,  and  will  be  instrumental 
in  increasing  the  productivity  of  the  nation  and  the  self-sufficiency  of  the  island.  I  ask  that  you 
fund  those  programs  at  the  Departments  of  Education,  Labor,  and  Health  and  Human  Services 
that  will  provide  Hispanic  students  greater  educational  opportunities  and  allow  them  to  become 
(1)  bilingual  and  knowledgeable  of  computers,  science  and  technology;  (2)  entrepreneurial, 
independent  thinkers  and  compassionate  citizens;  and  (3)  more  productive,  skilled,  literate 
workers,  capable  of  life-long  learning. 

EDUCATION  AND  LABOR  PROGRAMS 

Already,  the  University  works  in  partnership  with  the  Puerto  Rico  Department  of  Education,  and 
we  have  played  a  leading  role  in  the  reform  of  science  and  mathematics  instruction  in  schools 
across  the  island.  Our  efforts  are  highly  regarded.  Puerto  Rico  is  one  of  26  States  that  were 
awarded  National  Science  Foundation  funds  from  the  Statewide  Systemic  Initiative  (SSI). 
Through  the  Puerto  Rico-SSI,  a  total  of  80  schools  have  been  bootstrapped  and  important 
changes  in  school  cultures  and  student  performance  in  science  and  mathematics  have  been 
achieved.  For  measuring  excellence  and  accountability  purposes,  the  National  Assessment  of 
Educational  Progress  (NAEP)  test  was  administered  to  both  private  and  public  schools  in  the 
Island.  The  test  revealed  a  14-point  gap  in  performance  between  the  private  schools,  where 
middle-class  students  attend,  and  the  public  schools,  which  serve  the  large,  low-income 
population  of  Puerto  Rico.  The  intervention  of  the  SSI  schools  already  has  made  an  impressive 
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difference.  The  performance  of  these  schools  on  the  NAEP  reveals  that  the  gap  has  been 
reduced  by  one  half.  Additionally,  through  the  Department  of  Education's  Goals  2000  and  the 
Department  of  Labor's  School-to-Work  initiative,  UPR  is  extending  and  using  the  advances 
learned  in  science  to  other  disciplines.  Not  only  are  Goals  2000  and  School-to-Work  two  of  the 
most  important  initiatives  of  our  time,  but  these  initiatives  are  vital  to  Puerto  Rico.  I  commend 
the  Committee  for  its  past  support  of  these  initiatives  and  ask  that  these  programs  not  be 
subjected  to  any  cuts  and  be  at  least  level-funded  in  FY  1996. 

In  looking  at  other  programs  sponsored  by  the  Department  of  Education,  we  ask  that  full  funding 
be  provided  for  the  TRIO  programs  (Upward  Bound,  Student  Support  Services,  Talent  Search, 
Educational  Opportunity  Centers,  and  Ronald  E.  McNair).  As  you  know,  TRIO  serves  about 
2.5  million  Americans  from  low- income  backgrounds.  Approximately  15  percent  of  all  TRIO 
students  are  Hispanic.  Since  it  was  established  by  Congress  in  1965,  TRIO  has  provided  an 
avenue  to  economic  independence  for  thousands  of  Hispanic  students. 

Under  Title  III,  section  316  of  the  Higher  Education  Act,  which  authorizes  programs  to 
strengthen  Hispanic  serving  institutions,  we  ask  that  funds  for  Hispanic  Colleges  and  Universities 
be  increased  to  $20  million.  The  special  category  for  Hispanic  institutions,  under  Title  III, 
received  its  initial  funding  of  $12  million  just  last  year.  Because  limited  Federal  funds  have  been 
available  until  recently,  Hispanic  institutions  have  accrued  needs,  and  additional  funds  are 
needed  to  help  our  institutions  strengthen  our  capacity  in  order  to  effectively  address  the 
dynamic  and  complex  challenges  we  face  related  to  demographics,  English  literacy,  and  poverty. 
At  some  point,  we  also  ask  the  Committee  to  consider  adding  Hispanic  institutions  to  the 
graduate  program  which  currently  only  designates  16  Historically  Black  Colleges  and 
Universities  as  eligible  entities. 

Also  at  the  Department  of  Education,  recognizing  current  budget  constraints,  UPR  asks  that  level 
funding  be  provided,  as  a  very  minimum,  for  the  following:  (1)  the  Patricia  Roberts  Harris 
Fellowship;  (2)  the  Graduate  Assistance  in  National  Need  Fellowship  Program;  (3)  the 
International  Business  Education  Program;  (4)  the  Minority  Science  Improvement  Program;  (5) 
Work-Study;  (6)  Eisenhower  Science  and  Math;  and  (7)  the  Urban  Community  Service 
Program. 

HEALTH  AND  HUMAN  SERVICES 

Turning  to  the  Department  of  Health  and  Human  Services,  we  ask  that  a  four  percent  increase 
be  provided  for:  (1)  the  National  Institutes  of  Mental  Health's  Minority  Research  Development 
Program  (MRDP);  (2)  the  National  Institute  on  Drug  Abuse,  particularly  as  NIDA's  activities 
address  AIDS  and  the  effect  of  drugs  on  the  body's  immune  system;  and  (3)  the  National 
Institutes  of  Health  Research  Support  programs,  which  includes  the  Minority  Access  to  Research 
Careers  (MARC),  Minority  Institutions  Research  Development  (MIRDP),  and- Minority 
Biomedical  Research  Support  (MBRS).      -  ■  .  - .  ' 


Similar  to  African  Americans,  Hispanic  populations  suffer  disproportionately  from  HIV/ AIDS, 
homicide,  diabetes,  substance  abuse  and  other  health  problems.  We  ask  the  Committee  to  keep 
the  funding  for  NIH  so  as  to  support  the  previously  identified  initiatives.  We  also  ask  that  the 
subcommittee  at  least  level  fund  the  Health  Career  Opportunity  Program  (HCOP),  the  Office  of 
Minority  Health,  and  other  programs  at  the  Department  of  Health  and  Human  Services  which 
help  to  increase  the  number  of  Hispanics  entering  the  health  professions. 


TELECOMMUNICATIONS 

Finally,  I  would  be  remiss,  if  I  did  not  share  with  you  the  important  role  that 
telecommunications  is  playing  in  helping  Puerto  Rico  to  strengthen  our  local  initiatives  as  well 
as  our  relationship  with  the  mainland  and  other  parts  of  the  Caribbean  and  Latin  America.  We 
are  in  the  process  of  putting  in  place  an  infrastructure  that  will  allow  us  to  educate  and  train  a 
more  literate  workforce,  conduct  advanced  research,  and  to  take  our  success  in  educating 
underserved  and  underrepresented  populations  to  scale.  Consequently,  we  ask  that  you  support 
the  Administration's  request  for  its  education  technology  initiative.  We  also  support  the 
continued  funding  of  the  Corporation  of  Public  Broadcasting  (CPB).  The  Corporation  is  playing 
a  critical  role  at  UPR.  Approximately  $200,000  in  operational  support  is  provided  by  CPB  to 
the  University  for  cultural  and  educational  programs  offered  by  WRTU-FM  (the  University's 
radio  station).  Without  this  assistance  from  the  Corporation  of  Public  Broadcasting,  this  type 
of  programming  would  not  be  available. 

Mr.  Chairman,  that  concludes  my  remarks.  I  would  be  pleased  to  answer  any  questions  you  or 
other  Members  of  the  Committee  may  have. 
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Mr.  Porter.  We  appreciate  your  excellent  statement. 

Carlos,  we  appreciate  you  coming  here  to  introduce  Dr. 
Maldonado.  We  certainly  will  take  your  testimony  under  advise- 
ment in  working  on  our  bill.  We  thank  you  for  being  here  very 
much. 


Friday,  February  3,  1995. 

WITNESS 
HON.  WILLIAM  GRAY,  III,  PRESIDENT,  UNITED  NEGRO  COLLEGE  FUND 

Mr.  Porter.  The  next  witness  is  the  Honorable  Bill  Gray,  III, 
President  of  the  United  Negro  College  Fund,  our  former  colleague. 

Bill,  we  welcome  you.  Thank  you  for  being  with  us. 

Mr.  Gray.  Thank  you,  Mr.  Chairman.  It  is  a  distinct  honor  and 
privilege  to  be  here. 

Mr.  Chairman  and  Members  of  the  Subcommittee  on  Labor-HHS 
and  Education  Appropriations,  I  am  William  Gray,  Chairman  and 
Chief  Executive  Officer  of  the  United  Negro  College  Fund,  UNCF, 
as  we  are  known  by.  I  am  pleased  to  return  to  this  body  where  I 
served  for  many  years  as  a  Member  of  the  Appropriations  Commit- 
tee and  Chairman  of  the  Budget  Committee.  As  a  result  of  those 
experiences,  I  know  and  respect  the  challenges  you  face  and  the 
complex  and  difficult  budgetary  and  programmatic  issues  that  are 
before  you  in  this  Congress. 

Now  as  head  of  the  college  fund,  I  wrestle  with  the  same  ques- 
tions you  face  as  Members  of  this  subcommittee,  and  that  is  how 
and  to  what  extent  do  we  support  educational  opportunity  for  those 
with  the  aptitude  and  ability  to  succeed  in  college,  but  whose  fam- 
ily financial  circumstances  limit  their  opportunities. 

The  college  fund  has  raised  over  $250  million  in  the  past  two  and 
a  half  years  in  corporate  and  individual  gifts  to  help  supplement 
other  student  and  institutional  aid  at  our  41  member  institutions. 
And  each  year  we  must  justify  our  bottom  line  to  a  corporate  board 
of  directors  which  carefully  scrutinizes  our  costs,  our  productivity, 
and  our  results.  Fiscal  responsibility  and  accountability  are  crucial 
to  the  college  fund's  operations  and  viability.  I  believe  the  same  is 
true  for  the  viability  of  our  Nation. 

As  you  well  know,  the  options  you  will  hear  during  these  hear- 
ings and  through  other  channels  will  be  many  and  varied.  I  believe 
that  they  must  be  carefully  weighed  and  analyzed,  as  your  final  de- 
cisions will  be  critical  for  this  country.  They  will  impact  the  Na- 
tion's future  generations  and  ability  to  compete  in  a  global  market- 
place and  thus  will  help  set  the  stage  for  what  America  is  to  be- 
come. 

My  comments  are  based  on  a  fundamental  principle  that  I  would 
like  to  leave  with  you  in  the  hope  that  it  will  help  guide  your  delib- 
erations and  decision  making — the  principle  is  that  as  a  Nation,  we 
will  reap  what  we  sow. 

The  fact  that  our  Nation  leads  the  world  in  economic  and  mili- 
tary might  is  not  coincidental.  Our  unmatched  educational  and 
health  systems  did  not  happen  fortuitously.  The  most  advanced 
system  of  technological  communication  in  the  universe  did  not  just 
fall  out  of  the  sky  and  land  in  America. 
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A  very  deliberate  and  concerted  effort  begun  some  100  years  ago 
was  made  by  our  government  and  private  leaders  to  invest  in  in- 
dustrialization, research  and  invention,  and  most  importantly  in 
the  training  and  education  of  Americans. 

Those  investments  have  resulted  in  today's  harvest  of  American 
economic,  educational,  and  technological  superiority.  This  economic 
investment  in  intellectual  capital  has  paid  off  well. 

I  believe,  however,  that  we  cannot  rest  on  these  laurels,  because 
if  America  is  to  maintain  its  leadership  role  we  must  continue  to 
strategically  plant  and  cultivate  seeds  of  educational  and  economic 
opportunity. 

According  to  the  U.S.  Department  of  Labor's  Work  Force  2000  re- 
port, over  50  percent  of  the  new  work  force  entrants  will  be  minori- 
ties by  the  year  2000,  the  majority  of  which  will  be  African-Ameri- 
cans, and  most  of  the  new  jobs  created  will  be  technical  in  nature, 
requiring  a  more  highly  educated  work  force. 

Institutions  of  higher  education  have  a  very  important  role  in 
preparing  tomorrow's  workers,  and  America's  historically  black  col- 
leges and  universities  are  all  especially  fertile  for  the  growth  and 
nurturing  of  tomorrow's  work  force.  The  reasons  are  clear. 

Black  opportunity  enrollment  in  HBCUs  grew  by  27  percent  over 
the  last  10  years,  from  177,000  to  224,946,  and  is  still  rising. 

Historically,  black  colleges  and  universities  make  up  only  3  per- 
cent of  all  American  institutions  of  higher  education,  but  they  grad- 
uate 34  percent  of  all  African-Americans  with  bachelor  degrees. 

Historically  black  colleges  and  universities  prepare  proportion- 
ately more  African-Americans  for  professional  and  technical  careers 
than  do  mainstream  majority  institutions. 

UNCF's  own  Xavier  University  sent  more  black  graduates  to 
medical  school  last  year  than  any  other  U.S.  college  or  university, 
followed  by  Howard  University,  and  then  Hampton  University. 

Further,  of  the  top  five  schools  in  the  Nation  with  the  most  black 
graduates  accepted  into  medical  school  in  1993,  four  were  HBCUs, 
historically  black  colleges  and  universities. 

Between  1981  and  1991,  a  significant  shift  away  from  social 
sciences  occurred  in  the  areas  of  study  chosen  by  African-American 
students.  Bachelor  degrees  in  engineering  jumped  by  42  percent. 
Bachelor  degrees  in  business  increased  by  25  percent.  Bachelor  de- 
grees in  health-related  professions  rose  by  17  percent. 

Mr.  Chairman  and  Members  of  this  distinguished  committee, 
HBCUs  have  performed  a  remarkable  task,  educating  over  one- 
third  of  this  country's  black  college  graduates,  75  percent  of  all 
black  who  hold  a  Ph.D.,  46  percent  of  all  black  business  executives, 
50  percent  of  all  black  engineers,  80  percent  of  black  Federal 
judges,  85  percent  of  all  black  doctors,  50  percent  of  the  Nation's 
black  attorneys,  and  75  percent  of  all  black  military  officers. 

And,  Mr.  Chairman,  our  schools  have  done  all  this  for  less  cost 
than  majority  institutions.  HBCUs  maintain  low  tuition  in  order  to 
provide  access  to  the  largely  economically  disadvantaged  student 
population  that  they  serve.  The  average  tuition  and  fees  at  UNCF's 
41  private  schools  in  1992-93  was  $5,000  and  was  less  than  half 
the  average  of  the  private  colleges  nationally. 

These  colleges  are,  committee  Members,  a  bargain:  low  cost  and 
high  success  rate. 
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I  believe  that  these  and  other  statistical  data  convey  a  clear  and 
strategic  role  for  HBCUs  and  suggest  a  vital  need  for  increased 
Federal  and  private  investment  in  and  nurturing  of  these  institu- 
tions. 

Everything  we  know  today  tells  us  that  America  needs  more,  not 
fewer,  persons  trained  to  undertake  the  challenges  of  a  changing 
workplace.  Clearly  HBCUs  provide  us  with  one  of  the  best  and  low- 
est cost  vehicles  for  ensuring  that  young  African-Americans  will  be 
ready  to  assume  roles  that  they  must  play  if  America  is  to  continue 
to  prosper  in  the  future.  And  I  believe  that  the  fiscally  responsible 
thing  to  do  is  pay  a  little  now  rather  than  pay  a  lot  later. 

Sow  the  seed  now  so  we  can  reap  a  new  harvest  of  prosperity  in 
the  21st  Century  by,  first,  increasing  for  Title  III,  part  (b)  of  the 
historically  black  college  and  university  program  created  in  1986. 
These  funds  are  extremely  important. 

Two,  increasing  support  for  several  discretionary  programs  cre- 
ated in  1992  reauthorization  of  the  Higher  Education  Act,  includ- 
ing the  institute  for  international  public  policy,  institutional  sup- 
port for  library  and  learning  resource  enhancement,  and  also  that 
very  important  HBCU  capital  finance  program. 

And  finally,  faculty  development  fellowship  programs  that  were 
all  a  part  of  that  reauthorization  act. 

And  then,  finally,  increasing  support  for  the  Trio  programs  which 
represent  the  only  hope  for  students  to  learn  about  college  pro- 
grams through  upward  bound,  talent  search,  and  educational  op- 
portunity centers,  to  receive  academic  reinforcement,  counseling 
and  tutoring  through  student  support  services,  and  to  gain  access 
to  graduate  and  professional  school  through  the  Ronald  C.  McNair 
post-baccalaureate  achievement  program. 

As  you  know,  the  Trio  program  has  a  real  friend  on  this  commit- 
tee in  Congressman  Lou  Stokes.  Through  his  leadership,  thousands 
of  disadvantaged,  low  income  and  first  generation  students  have 
succeeded  as  a  result  of  the  nurturing  and  cultivation  provided  by 
this  program.  And  surely  the  committee  has  supported  this  pro- 
gram throughout  years.  We  urge  continued  support. 

And  finally,  but  of  equal  critical  importance,  Title  IV,  student  as- 
sisted programs,  have  been  the  lifeline  for  most  poor  students. 
Ninety-five  percent  of  all  UNCF  students  receive  some  form  of  Title 
IV  student  assistance.  Sixty-one  percent  receive  Pell  grants.  Sixty 
percent  receive  FFELP  loans.  Thirty-one  percent  receive  supple- 
mental educational  opportunity  grants.  And  27  percent  receive  Fed- 
eral college  work  study. 

The  Pell  Grant  program  is  particularly  vital  to  HBCUs  because 
it  is  the  cornerstone  of  a  poor  student's  financial  aid  package,  and 
more  than  27  percent  of  HBCU  students  come  from  families  with 
a  gross  household  income  below  $20,000. 

It  is  the  combination  of  these  Federal  grants,  loan,  and  work 
study  aid  coupled  with  significant  private  contribution  from  the  col- 
lege fund  and  other  private  gift  and  scholarship  aid,  that  provide 
opportunities  for  our  students  to  develop  and  grow  into  contribu- 
tors to  our  great  society.  These  modest  public  and  private  invest- 
ment in  human  capital  have  resulted  in  an  excellent  crop  of  Afri- 
can-American professionals. 
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The  college  fund  is  celebrating  its  50th  anniversary  and  is  ex- 
tremely proud  of  this  harvest.  And  we  believe  that  our  alumni  are 
a  testament  to  the  quality  education  available  at  our  colleges  and 
universities. 

They  are,  Mr.  Chairman,  Members  of  this  committee,  the  teach- 
ers, lawyers,  doctors,  business  persons,  entrepreneurs,  elected  offi- 
cials, and  law  enforcement  officers  in  every  neighborhood  in  Amer- 
ica. And  they  are  the  famous  pioneers  such  as  Leontyne  Price, 
Martin  Luther  King,  Jr.,  Thurgood  Marshall,  former  Secretary  of 
HHS  Louis  Sullivan,  and  the  current  Energy  Secretary,  Hazel 
O'Leary. 

Mr.  Chairman  and  Members  of  the  committee,  on  behalf  of  the 
college  fund  member  schools,  I  thank  you  for  the  opportunity  to 
present  this  testimony  and  hope  that  this  committee  in  its  wise 
stewardship  will  continue  to  sow  seeds  in  the  fertile  grounds  of  his- 
torically black  colleges  and  universities. 

Thank  you  very,  very  much. 

[The  prepared  statement  of  Hon.  William  H.  Gray  III  follows:] 
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TESTIMONY  BEFORE  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE 

ON  LABOR,  HHS  AND  EDUCATION 

BY  THE  HONORABLE  WILLIAM  H.  GRAY,  DL 

PRESIDENT  AND  CHIEF  EXECUTIVE  OFFICER 

UNITED  NEGRO  COLLEGE  FUND 

FEBRUARY  3,  1995 


MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE  ON  LABOR,  HHS  AND 
EDUCATION  APPROPRIATIONS,  I  AM  WILLIAM  H.  GRAY,  ffl,  CHAIRMAN  AND  CHIEF 
EXECUTIVE  OFFICER  OF  THE  UNITED  NEGRO  COLLEGE  FUND  (UNCF).     I  AM 
PLEASED  TO  RETURN  TO  THIS  BODY,  WHERE  I  SERVED  FOR  MANY  YEARS  AS  A 
MEMBER  OF  THE  APPROPRIATIONS  COMMITTEE  AND  CHAIRMAN  OF  THE  BUDGET 
COMMITTEE.    AS  A  RESULT  OF  THOSE  EXPERIENCES,  I  KNOW  AND  RESPECT  THE 
CHALLENGES  YOU  FACE  AND  THE  COMPLEX  AND  DIFFICULT  BUDGETARY  AND 
PROGRAMMATIC  ISSUES  THAT  ARE  BEFORE  YOU. 

NOW,  AS  HEAD  OF  THE  COLLEGE  FUND,  I  WRESTLE  WTTH  THE  SAME  QUESTION 
YOU  FACE  AS  MEMBERS  OF  THIS  SUBCOMMITTEE,  AND  THAT  IS,  "HOW  AND  TO 
WHAT  EXTENT  DO  WE  SUPPORT  EDUCATIONAL  OPPORTUNITY  FOR  THOSE  WTTH 
THE  APTITUDE  AND  ABIUTY  TO  SUCCEED  IN  COLLEGE,  BUT  WHOSE  FAMILY 
FINANCIAL  CIRCUMSTANCES  LIMIT  THEIR  OPPORTUNITIES."     THE  COLLEGE  FUND 
HAS  RAISED  OVER  $250  MILLION  IN  THE  PAST  TWO  AND  A  HALF  YEARS  IN 
CORPORATE  AND  INDIVTOUAL  GIFTS  TO  HELP  SUPPLEMENT  OTHER  STUDENT  AND 
INSTITUTIONAL  AID  AT  OUR  41  MEMBER  INSTITUTIONS.    AND  EACH  YEAR  WE 
MUST  JUSTIFY  OUR  'BOTTOM  LINE*  TO  A  CORPORATE  BOARD  OF  DDIECTORS 
WHICH  CAREFULLY  SCRUTINIZES  OUR  COSTS,  OUR  PRODUCTIVITY,  AND  OUR 
RESULTS.  FISCAL  RESPONSIBILITY  AND  ACCOUNTABBJIY  ARE  CRUCIAL  TO  THE 
COLLEGE  FUND'S  OPERATIONS  AND  VIABILITY     I  BELIEVE  THE  SAME  IS  TRUE  FOR 
THE  VIABILITY  OF  OUR  NATION. 

AS  YOU  WELL  KNOW,  THE  OPTIONS  YOU  WILL  HEAR  DURING  THESE  HEARINGS 
AND  THROUGH  OTHER  CHANNELS  WDX  BE  MANY  AND  VARIED.     I  BELIEVE  THEY 
MUST  BE  CAREFULLY  WEIGHED  AND  ANALYZED,  AS  YOUR  FINAL  DECISIONS  WDX 
BE  CRITICAL.     THEY  WILL  IMPACT  THE  NATION'S  FUTURE  GENERATIONS  AND 
ABILITY  TO  COMPETE  IN  A  GLOBAL  MARKET  PLACE,  AND  THUS,  WDX  HELP  SET 
THE  STAGE  FOR  WHAT  AMERICA  IS  TO  BECOME.  MY  COMMENTS  ARE  BASED  ON  A 
FUNDAMENTAL  PRINCffLE  THAT  ID  LIKE  TO  LEAVE  WTTH  YOU  IN  THE  HOPE  THAT 

rr  wnx  help  gutoe  your  deliberations  and  decision  making»the 

PRINCIPLE  IS  THAT  AS  A  NATION  WE  WEX  REAP  WHAT  WE  SOW. 

THE  FACT  THAT  OUR  NATION  LEADS  THE  WORLD  IN  ECONOMIC  AND  MDJTARY 
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MIGHT  IS  NOT  COINCIDENTAL.     OUR  UNMATCHED  EDUCATIONAL  AND  HEALTH 
SYSTEMS  DID  NOT  HAPPEN  FORTUITOUSLY.    THE  MOST  ADVANCED  SYSTEM  OF 
TECHNOLOGICAL  COMMUNICATION  IN  THE  UNIVERSE  DID  NOT  JUST  FALL  OUT 
OF  THE  SKY  AND  LAND  IN  AMERICA.     A  VERY  DELIBERATE  AND  CONCERTED 
EFFORT  BEGUN  SOME  100  YEARS  AGO  WAS  MADE  BY  OUR  GOVERNMENT  AND 
PRIVATE  LEADERS  TO  INVEST  IN  INDUSTRIALIZATION,  RESEARCH  AND 
INVENTION,  AND  MOST  IMPORTANTLY  IN  THE  TRAINING  AND  EDUCATION  OF 
AMERICANS.  THOSE  INVESTMENTS  HAVE  RESULTED  IN  TODAYS  HARVEST  OF 
AMERICAN  ECONOMIC,  EDUCATIONAL,  AND  TECHNOLOGICAL  SUPERIORITY.   THIS 
ECONOMIC  INVESTMENT  IN  INTELLECTUAL  CAPITAL  HAS  PAID  OFF  WELL. 

I  BELIEVE,  HOWEVER,  THAT  WE  CANNOT  REST  ON  THESE  LAURELS,  BECAUSE  IF 
AMERICA  IS  TO  MAINTAIN  ITS  LEADERSHIP  ROLE,  WE  MUST  CONTINUE  TO 
STRATEGICALLY  PLANT  AND  CULTIVATE  SEEDS  OF  EDUCATIONAL  AND  ECONOMIC 
OPPORTUNTIY.    ACCORDING  TO  THE  U.S.  DEPARTMENT  OF  LABOR'S  WORKFORCE 
2000  REPORT,  OVER  50  PERCENT  OF  NEW  WORKFORCE  ENTRANTS  WILL  BE 
MINORITIES  BY  THE  YEAR  2000,  THE  MAJORITY  OF  WHICH  WILL  BE  AFRICAN 
AMERICANS;  AND  MOST  OF  THE  NEW  JOBS  CREATED  WRX  BE  TECHNICAL  IN 
NATURE,  REQUIRING  A  MORE  HIGHLY  EDUCATED  WORKFORCE. 

INSTITUTIONS  OF  HIGHER  EDUCATION  HAVE  A  VERY  IMPORTANT  ROLE  IN 
PREPARING  TOMORROWS  WORKERS  AND  AMERICA'S  HISTORICALLY  BLACK 
COLLEGES  AND  UNIVERSITIES  ARE  ESPECIALLY  FERTILE  GROUND  FOR  THE 
GROWTH  AND  NURTURING  OF  TOMORROWS  WORKFORCE.    THE  REASONS  ARE 
CLEAR: 


BLACK  STUDENT  ENROLLMENT  IN  HBCUs  GREW  BY  27  PERCENT  OVER  THE 
LAST  TEN  YEARS,  FROM  177,000  TO  224,946  AND  IS  STILL  RISING. 

HBCUS  MAKE  UP  ONLY  3  PERCENT  OF  ALL  AMERICAN  INSTITUTIONS  OF 
HIGHER  EDUCATION,  BUT  GRADUATE  34  PERCENT  OF  ALL  AFRICAN 
AMERICANS  WITH  BACHELOR'S  DEGREES. 

HISTORICALLY  BLACK  COLLEGES  AND  UNIVERSITIES  (HBCUs)  PREPARE 
PROPORTIONATELY  MORE  AFRICAN  AMERICANS  FOR  PROFESSIONAL  AND 
TECHNICAL  CAREERS  THAN  DO  MAINSTREAM  MAJORITY  INSTITUTIONS. 

-UNCF'S  OWN  XAVffiR  UNIVERSITY  SENT  MORE  BLACK  GRADUATES 
TO  MEDICAL  SCHOOLS  LAST  YEAR  THAN  ANY  OTHER  U.S.  COLLEGE 
OR  UNIVERSITY,  FOLLOWED  BY  HOWARD  UNIVERSITY,  AND  THEN 
HAMPTON  UNIVERSITY.  FURTHER,  OF  THE  TOP  FIVE  SCHOOLS  IN 
THE  NATION  WITH  THE  MOST  BLACK  GRADUATES  ACCEPTED  INTO 
MEDICAL  SCHOOL  IN  1993,  FOUR  WERE  HBCUS. 
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BETWEEN  1981  AND  1991,  A  SIGNIFICANT  SHIFT  AWAY  FROM  SOCIAL 
SCIENCES  OCCURRED  IN  THE  AREAS  OF  STUDY  CHOSEN  BY  AFRICAN 
AMERICAN  STUDENTS. 

A)  BACHELOR  DEGREES  IN  ENGINEERING  JUMPED  BY  42  PERCENT; 

B)  BACHELOR  DEGREES  IN  BUSINESS  INCREASED  BY  25  PERCENT; 

C)  BACHELOR  DEGREES  IN  HEALTH-RELATED  PROFESSIONS  ROSE  BY 
17  PERCENT. 

MR.  CHAIRMAN,  HBCUs  HAVE  PERFORMED  A  REMARKABLE  TASK,  EDUCATING 
OVER  ONE  THIRD  OF  THIS  COUNTRY'S  BLACK  COLLEGE  GRADUATES,  75  PERCENT 
OF  ALL  BLACK  PH.Ds,  46  PERCENT  OF  ALL  BLACK  BUSINESS  EXECUTIVES,  50 
PERCENT  OF  BLACK  ENGINEERS,  80  PERCENT  OF  BLACK  FEDERAL  JUDGES,  85 
PERCENT  OF  ALL  BLACK  DOCTORS,  50  PERCENT  OF  THE  NATION'S  BLACK 
ATTORNEYS,  AND  75  PERCENT  OF  BLACK  MRJTARY  OFFICERS. 

AND  MR.  CHAIRMAN,  OUR  SCHOOLS  HAVE  DONE  ALL  THIS  FOR  LESS  COST  THAN 
MAJORITY  INSTITUTIONS.    HBCUs  MAINTAIN  LOW  TUITION  IN  ORDER  TO 
PROVIDE  ACCESS  TO  THE  LARGELY  ECONOMICALLY  DISADVANTAGED  STUDENT 
POPULATION  THAT  THEY  SERVE.    THE  AVERAGE  TUITION  AND  FEES  AT  UNCFS  41 
PRIVATE  SCHOOLS  IN  1992-93,  AT  $5,008,  WAS  LESS  THAN  HALF  THE  AVERAGE  OF 
PRIVATE  COLLEGES  NATIONALLY.    THESE  COLLEGES  ARE  A  BARGAIN  -  LOW  COST 
AND  A  HIGH  SUCCESS  RATE. 

I  BELIEVE  THAT  THESE  AND  OTHER  STATISTICAL  DATA  CONVEY  A  CLEAR  AND 
STRATEGIC  ROLE  FOR  HBCUs,  AND  SUGGEST  A  VITAL  NEED  FOR  INCREASED 
FEDERAL  AND  PRIVATE  INVESTMENT  IN  AND  NURTURING  OF  THESE 
INSTITUTIONS.    EVERYTHING  WE  KNOW  TODAY  TELLS  US  THAT  AMERICA  NEEDS 
MORE,  NOT  FEWER  PERSONS  TRAINED  TO  UNDERTAKE  THE  CHALLENGES  OF  A 
CHANGING  WORKPLACE.  CLEARLY  HBCUs  PROVIDE  US  WITH  ONE  OF  THE  BEST 
AND  LOWEST  COST  VEHICLES  FOR  ENSURING  THAT  YOUNG  AFRICAN  AMERICANS 
WILL  BE  READY  TO  ASSUME  ROLES  THAT  THEY  MUST  PLAY  IF  AMERICA  IS  TO 
CONTINUE  TO  PROSPER  IN  THE  FUTURE.    AND  I  BELIEVE  THAT  THE  FISCALLY 
RESPONSIBLE  THING  TO  DO  IS  PAY  A  LITTLE  NOW,  RATHER  THAN  PAY  A  LOT 
LATER.  SOW  THE  SEED  NOW  SO  WE  CAN  REAP  A  NEW  HARVEST  OF  PROSPERITY 
IN  THE  21  ST  CENTURY  BY: 

INCREASING  FUNDING  FOR  THE  TnLE  m,  PART  B,  HISTORICALLY  BLACK 
COLLEGE  AND  UNIVERSITY  PROGRAM  CREATED  IN  1986.  TITLE  III  FUNDS 
ARE  CRITICAL  IN  THAT  THEY  PROVTOE  MUCH  NEEDED  INSTITUTIONAL 
RESOURCES  TO  CREATE  AND  IMPROVE  ACADEMIC  PROGRAMS;  IMPLEMENT 
COMMUNITY  OUTREACH  AND  PRE-COLLEGE  PROGRAMS;  ACQUIRE 
INSTRUCTIONAL  EQUIPMENT,  RESEARCH  INSTRUMENTATION,  LIBRARY 


BOOKS,  PERIODICALS  AND  OTHER  LEARNING  AIDS;  AND  IMPROVE  FUNDS 
MANAGEMENT. 

THESE  FUNDS  ARE  ALSO  PROVIDED  TO  SELECTED  GRADUATE  AND 
PROFESSIONAL  SCHOOLS  AND  SCIENCE  AND  ENGINEERING  PROGRAMS 
WHICH  PREPARE  HBCU  STUDENTS  FOR  CAREERS  IN  WHICH  THEY  ARE 
UNDER-REPRESENTED. 

INCREASING  SUPPORT  FOR  SEVERAL  DISCRETIONARY  PROGRAMS  CREATED 
IN  THE  1992  REAUTHORIZATION  OF  THE  HIGHER  EDUCATION  ACT: 

1)  INSTrrUTE  FOR  INTERNATIONAL  PUBLIC  POLICY  (TITLE  IV,  PART  C, 
WHICH  WEI  TRAIN  AFRICAN  AMERICANS,  HISPANICS,  AND  OTHER 
MINORITIES  FOR  CAREERS  IN  INTERNATIONAL  SERVICE; 

2)  INSTITUTIONAL  SUPPORT  FOR  HBCU  LIBRARY  AND  LEARNING 
RESOURCE  ENHANCEMENT  (TITLE  II  PART  D),  WHICH  DEVELOPS  AND 
STRENGTHENS  LIBRARIES  AND  LIBRARY  INFORMATION  SCIENCE 
PROGRAMS  AND  PROVTOES  FELLOWSHIPS  TO  ENCOURAGE 
GRADUATE  STUDY  IN  THAT  AREA. 

3)  FEDERAL  GUARANTEES  FOR  THE  HBCU  CAPITAL  FINANCING 
PROGRAM,  WHICH  WRX  ASSURE  ACCESS  FOR  HBCUS  TO  THE 
PRIVATE  CONSTRUCTION  FINANCING  MARKETS  FOR  MUCH  NEEDED 
RENOVATION  AND  BWLDING  OF  LABORATORY  AND  CLASSROOM 
FACILITIES;  AND 

4)  FACULTY  DEVELOPMENT  FELLOWSHIPS  PROGRAM,  WHICH  PROVIDES 
ASSISTANCE  TO  FACULTY  TO  COMPLETE  THEIR  DOCTORAL  DEGREES 
AND  RETURN  TO  OUR  CAMPUSES. 

INCREASING  SUPPORT  FOR  THE  TRIO  PROGRAMS,  WHICH  REPRESENT  THE 
ONLY  HOPE  FOR  MANY  STUDENTS  TO  LEARN  ABOUT  COLLEGE  THROUGH 
UPWARD  BOUND,  TALENT  SEARCH  AND  EDUCATIONAL  OPPORTUNITY 
CENTERS;  TO  RECEIVE  ACADEMIC  REINFORCEMENT,  COUNSELING  AND 
TUTORING  THROUGH  STUDENT  SUPPORT  SERVICES;  AND  TO  GAIN  ACCESS 
TO  GRADUATE  AND  PROFESSIONAL  SCHOOL  THROUGH  THE  RONALD  C. 
MCNAIR  POST-BACCALAUREATE  ACHIEVEMENT  PROGRAM. 

AS  YOU  KNOW,  THE  TRIO  PROGRAM  HAS  A  REAL  FRIEND  ON  THIS 
COMMITTEE  IN  CONGRESSMAN  LOU  STOKES.  THROUGH  HIS  LEADERSHIP, 
THOUSANDS  OF  DISADVANTAGED,  LOW  INCOME  AND  FIRST  GENERATION 
STUDENTS  HAVE  SUCCEEDED  AS  A  RESULT  OF  THE  NURTURING  AND 
CULTIVATION  PROVIDED  BY  THIS  PROGRAM.    CURRENT  FUNDING  LEVELS, 
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HOWEVER,  PROVIDE  SUPPORTIVE  EDUCATIONAL  OPPORTUNITIES  TO  ONLY 
ABOUT  TEN  PERCENT  OF  ALL  ELIGIBLE  STUDENTS. 


AND  FINALLY,  BUT  OF  EQUAL  CRITICAL  IMPORTANCE,  TITLE  IV  STUDENT 
ASSISTANCE  PROGRAMS  HAVE  BEEN  THE  LIFELINE  FOR  MOST  POOR  STUDENTS. 
NINETY-FIVE  PERCENT  OF  ALL  UNCF  STUDENTS  RECEIVE  SOME  FORM  OF  TITLE  IV, 
STUDENT  ASSISTANCE  -  61  PERCENT  RECEIVE  PELL  GRANTS,  60  PERCENT 
RECEIVE  FFELP  LOANS,  31  PERCENT  RECEIVE  SUPPLEMENTAL  EDUCATIONAL 
OPPORTUNITY  GRANTS  (SEOGs),  AND  27  PERCENT  RECEIVE  FEDERAL  COLLEGE 
WORK  STUDY.  THE  PELL  GRANT  PROGRAM  IS  PARTICULARLY  VITAL  TO  HBCUs 
BECAUSE  ITS  THE  CORNERSTONE  OF  A  POOR  STUDENTS  FINANCIAL  ADD  PACKAGE 
AND  MORE  THAN  27  PERCENT  OF  HBCU  STUDENTS  COME  FROM  FAMILIES  WITH 
HOUSEHOLD  INCOMES  BELOW  $20,000. 

IT  IS  THE  COMBINATION  OF  THESE  FEDERAL  GRANTS,  LOANS  AND  WORK  STUDY 
AID,  COUPLED  WITH  SIGNIFICANT  PRIVATE  CONTRIBUTIONS  FROM  UNCF  AND 
OTHER  PRIVATE  GIFT  AND  SCHOLARSHIP  AID  THAT  PROVTOES  OPPORTUNITIES 
FOR  OUR  STUDENTS  TO  DEVELOP  AND  GROW  INTO  CONTRIBUTORS  TO  OUR 
GREAT  SOCIETY. 

THESE  MODEST  PUBLIC  AND  PRIVATE  INVESTMENTS  IN  HUMAN  CAPITAL  HAVE 
RESULTED  IN  AN  EXCELLENT  CROP  OF  AFRICAN  AMERICAN  PROFESSIONALS.  THE 
COLLEGE  FUND,  IN  CELEBRATING  ITS  FIFTIETH  ANNIVERSARY,  IS  EXTREMELY 
PROUD  OF  THIS  HARVEST  AND  WE  BELIEVE  THAT  OUR  ALUMNI  ARE  A 
TESTAMENT  TO  THE  QUALITY  EDUCATION  AVAILABLE  AT  OUR  COLLEGES  AND 
UNIVERSITIES.  THEY  ARE  THE  TEACHERS,  LAWYERS,  DOCTORS,  BUSINESS 
PERSONS,  ENTREPRENEURS,  ELECTED  OFFICIALS,  AND  LAW  ENFORCEMENT 
OFFICERS  IN  EVERY  NEIGHBORHOOD  IN  AMERICA,  AND  THEY  ARE  THE  FAMOUS 
PIONEERS  SUCH  AS   LEONTYNE  PRICE,  MARTIN  LUTHER  KING,  JR,  THURGOOD 
MARSHALL,  FORMER  SECRETARY  OF  HHS  LOUIS  SULLIVAN  AND  THE  CURRENT 
ENERGY  SECRETARY  HAZEL  CLEARY. 

MR.  CHAIRMAN,  ON  BEHALF  OF  THE  COLLEGE  FUND  MEMBER  SCHOOLS,  I  THANK 
YOU  FOR  THE  OPPORTUNITY  TO  PRESENT  THIS  TESTIMONY  AND  HOPE  THAT  THIS 
COMMITTEE,  IN  ITS  WISE  STEWARDSHD5,  WEI  CONTINUE  TO  SOW  SEEDS  IN  THE 
FERTILE  GROUNDS  OF  HISTORICALLY  BLACK  COLLEGES  AND  UNIVERSITIES. 
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Mr.  Porter.  Bill,  we  appreciate  your  testimony  very  much.  I  es- 
pecially like  your  sow  and  reap  metaphor.  I  think  it  is  a  very  apt 
one. 

I  have  one  question.  I  was  meeting  yesterday  with  Dr.  Ladner 
and  Dr.  Minor  from  Howard,  and  you  were  recounting  how  the 
numbers  on  undergraduate  degrees  are  up.  They  told  me  that  the 
Ph.D.s  are,  on  the  other  hand,  going  down.  Can  you  comment  on 
that? 

Mr.  Gray.  Yes.  The  numbers  on  overall  graduates  of  African- 
Americans  from  African-American  colleges  are  up.  We  are  having 
an  all-time  record  of  African-Americans  graduating  from  high 
school  and  going  to  college,  all  colleges,  not  just  black  colleges.  But 
they  are  choosing  historically  black  colleges  more  than  the  major- 
ity, at  twice  the  national  rate. 

The  reason  is  clear.  It  is  money.  We  cost  substantially  less: 
$5,000  is  our  average  tuition  compared  to  $10,000  for  a  majority 
institution.  That  is  the  biggest  barrier. 

What  is  happening  at  the  graduate  school  level  is  in  the  last  cou- 
ple of  years,  we  have  seen  a  drop-off  in  Ph.D.  completion  for  Afri- 
can-Americans. I  am  not  alarmed  by  that,  first  of  all,  because  in 
a  way  the  drop-off  is  caused  by  an  expansion  in  American  society. 
Other  opportunities  in  other  professions,  such  as  engineering,  such 
as  in  research  and  in  corporate  America,  and  in  law. 

And  so  in  the  1960s,  1970s,  and  the  early  1980s,  many  African- 
Americans,  when  they  looked  at  opportunities  for  career  pathways, 
they  often  looked  to  teaching,  they  often  looked  at  law.  And  now 
we  have  seen  an  opening  up  of  many  new  pathways  that  don't  nec- 
essarily require  a  doctoral  degree.  So  that  is  one  reason  for  the  de- 
cline. 

Secondly,  I  believe  also  that  we  have  seen  a  shifting  away  from 
social  sciences  to  the  physical  sciences,  and  in  many  career  paths 
you  don't  need  a  Ph.D.  there  to  be  successful,  whereas  in  the  social 
sciences  you  do.  And  that  is  another  reason  for  that  dropoff. 

However,  I  am  concerned  about  the  dropoff.  What  I  was  saying 
is  that  even  when  you  look  at  the  Ph.D.s,  most  of  them  will  come 
out  of  historically  black  colleges,  the  graduates.  And  we  don't  have 
Ph.D.  programs.  So  they  go  for  the  four-year  baccalaureate  degree, 
and  then  they  go  to  Stanford,  Ohio  State,  Illinois  University. 

So  I  guess  I  am  saying,  on  the  one  hand,  we  produce  most  of  the 
Ph.D.s.  There  is  a  decline,  but  that  decline  is  caused  by  a  variety 
of  factors  which  are  not  necessarily  bad,  Mr.  Chairman. 

But  we  do  need  to  increase  the  number  in  the  sciences  especially. 

Mr.  Porter.  Bill,  we  appreciate  very  much  your  being  here,  and 
your  excellent  statement. 

We  thank  you  very  much. 

Mr.  Stokes. 

Mr.  Stokes.  Mr.  Chairman,  thank  you. 

I  don't  have  any  questions  for  Mr.  Gray.  I  do  want  to  take  just 
a  moment,  though,  to  say  what  a  pleasure  it  is  to  have  him  come 
back  and  testify  before  an  appropriations  subcommittee.  During  his 
distinguished  career  here,  he  was  a  Member  of  the  Appropriations 
Committee  and  served  with  distinction  as  the  Budget  Committee 
Chairman  of  the  House  for  a  number  of  years. 
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And,  Bill,  you  have  gone  on  to  do  an  extraordinary  job  in  your 
capacity  as  President  of  the  United  Negro  College  Fund.  We  appre- 
ciate very  much  the  testimony  you  have  given  here  this  morning. 

Mr.  Gray.  Thank  you  very  much. 

Mr.  Porter.  Thank  you,  Bill. 


Friday,  February  3,  1995. 

WITNESS 

J.     ALFRED     RIDER,     M.D.,     Ph.D.,     CHILDREN'S     BRAIN     DISEASES 
FOUNDATION 

Mr.  Porter.  Our  next  witness  is  J.  Alfred  Rider,  M.D.,  Ph.D., 
Children's  Brain  Diseases.  Dr.  Rider  will  be  accompanied  by  Mike 
and  Rosemary  Joyce  and  two  of  their  four  children,  Ian  and  Joey. 

Dr.  Rider.  Thank  you,  Mr.  Chairman.  I  think  Mike  will  be  here 
shortly. 

I  am  Dr.  J.  Alfred  Rider,  President  of  the  Board  of  Trustees  of 
the  Children's  Brain  Diseases  Foundation.  Also  with  me  is  Michael 
Joyce,  a  Member  of  our  board  of  trustees,  his  wife,  Rosemary,  and 
their  twins,  Ian  and  Joey,  aged  10,  who  are  afflicted  with  the  late 
infantile  form  of  Batten  disease. 

It  is  a  pleasure  to  again  present  testimony  before  your  committee 
for  the  18th  year  starting  in  1978.  I  am  speaking  on  behalf  of  the 
Children's  Brain  Diseases  Foundation,  the  Batten  Disease  Support 
and  Research  Association,  and  the  thousands  of  children  and  their 
families  who  are  affected  with  Batten  disease. 

Specifically  I  would  like  to  address  the  need  for  continued  fund- 
ing at  the  previous  level  plus  a  modest  increase  for  Batten  disease. 
Batten  disease  with  a  neurological  disorder  affecting  the  brains  of 
infants,  children  and  young  adults.  It  occurs  once  in  every  12,500 
births.  There  are  approximately  440,000  carriers  of  this  disorder  in 
the  United  States. 

It  is  the  most  common  neuro-genetic  storage  disease  in  children. 
Although  there  are  several  types  of  Batten  disease,  the  usual  case 
is  characterized  by  motor  and  intellectual  deterioration,  visual  loss, 
behavioral  changes,  the  onset  of  progressively  severe  seizures  and 
terminates  in  death  in  a  vegetative  state. 

This  irreversibly  severe  illness  constitutes  an  enormous  nursing 
and  financial  burden  to  families  with  afflicted  children.  Patients 
may  live  in  a  deteriorating  state  from  10  to  43  years.  Changes  that 
occur  in  the  brain  in  these  children  are  quite  similar  to  many  of 
the  changes  that  occur  in  the  aging  person.  Thus,  effective  treat- 
ment for  Batten  disease  may  also  allow  us  to  alter  the  aging  proc- 
ess and  age  associated  senility  in  our  aging  citizens. 

Batten  disease  is  now  recognized  worldwide,  but  continued  re- 
search money  is  needed  to  successfully  advance  the  research  to  de- 
termine the  exact  cause  of  this  disease.  There  have  been  several 
encouraging  results  obtained  in  the  last  several  years. 

For  example,  the  defective  gene  in  the  juvenile  form  has  been 
placed  on  the  short  arm  of  chromosome  16  near  the  marker 
D16S298  and  may  be  only  10,000  bases  away.  This  is  extremely 
close  in  molecular  genetic  terms.  The  gene  of  the  infantile  form, 
which  the  children  here  have,  has  not  been  determined  yet.  That 
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is  the  late  infantile.  The  infantile  form  has  been  placed  in  chro- 
mosome 1.  But  the  affected  gene  for  the  late  infantile  and  adult 
forms  are  showing  great  progress. 

The  process  of  gene  localization  is  facilitated  by  families  orga- 
nized to  supply  blood  and  tissues  as  sources  of  DNA  for  these  stud- 
ies. A  tissue  bank  at  Indiana  has  365  cell  lines,  one  at  Harvard  has 
138  cell  lines,  and  these  are  available  to  all  investigators.  The  proc- 
ess of  systematically  surveying  a  region  of  the  chromosome  contain- 
ing millions  of  base  pairs  of  DNA  in  which  there  may  be  hundreds 
of  genes  is  underway. 

Additional  studies  are  progressing  to  isolate  the  enzymatic  defect 
in  each  of  the  four  types  of  Batten  disease.  Furthermore,  a  dog, 
sheep  and  mouse  model  have  been  identified  which  have 
facilitateed  this  enzyme  research. 

The  Children's  Brain  Diseases  Foundation,  begun  in  1968,  has 
had  a  direct  role  in  stimulating  interest  in  Batten  disease  world- 
wide by  granting  selected  seed  money  to  various  investigators.  We 
have  sponsored  five  worldwide  symposiums,  the  last  in  Newark, 
New  Jersey,  in  May  1994.  The  next  one  will  be  held  in  Finland  in 
1996.  We  now  have  over  60  investigators  working  worldwide,  and 
their  work  certainly  must  continue  to  be  encouraged  and  sup- 
ported. 

A  major  impetus  to  these  advances  occurred  as  the  direct  result 
of  this  committee's  perseverance  and  interest  which  began  to 
achieve  fruition  in  1991  when  for  the  first  time,  the  committee  for- 
mally recognize  that  had  not  enough  attention  was  being  spent  on 
Batten  disease,  and  they  directed  the  NIH  to  expand  its  research 
in  this  direction. 

In  1994,  we  are  happy  to  say  that  $3,272,000  was  spent  on  Bat- 
ten disease  research.  However,  since  a  number  of  these  are  con- 
tinuation grants  and  several  will  be  coming  up  for  renewal,  it  is  re- 
quested that  the  sum  of  $3,470,000,  approximately  a  3  percent  in- 
crease over  1994  and  1995,  be  budgeted  to  assure  that  at  least  one 
or  two  more  new  grants  will  be  funded.  It  is  critical  to  continue  to 
bring  in  new  investigators  while  not  cutting  off  those  who  are  tried 
and  true. 

We  are  cognizant  of  the  difficulty  in  getting  funds  for  research. 
However,  the  amount  requested  is  a  small  price  to  pay  to  solve  a 
disease  which  wrecks  havoc  on  the  victims  and  families  and  is 
draining  our  national  resources  of  approximately  350  million  dol- 
lars per  year  based  on  approximately  300  children  born  with  Bat- 
ten disease  each  year  and  others  living  with  this  disease  at  an  av- 
erage treatment  and  maintenance  cost  of  over  $75,000  per  year  for 
each  year  of  life.  This  lifetime,  in  ^a  vegetative  state,  can  last  10  to 
43  years. 

So  what  we  are  requesting  is  about  1  percent  of  what  is  being 
spent  per  year  and  1  percent  for  prevention,  I  think,  is  well  worth 
it.  Our  specific  recommendations  are  as  follows. 

We  would  like  to  suggest  that  the  following  wording,  based  on 
similar  recommendations  in  past  years,  be  used  in  this  year's  ap- 
propriation bill.  "The  committee  continues  to  be  concerned  with  the 
pace  of  research  in  Batten  disease.  The  committee  believes  that  the 
institute  should  actively  solicit  and  encourage  quality  grant  appli- 
cations for  Batten  disease  and  that  it  continues  to  take  the  steps 
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necessary  to  assure  that  a  vigorous  research  program  is  sustained 
and  expanded.  The  committee  has  provided  that  had  $3,470,000 
within  the  funds  available  as  recommended  by  the  NINDS  be  spent 
on  Batten  disease  research.  This  will  allow  for  $3,272  million  for 
continuation  and  renewal  grants  and  $197,000  for  new  grants." 

And  if  you  have  any  questions  I  would  like  to  direct  them  to 
Mike  Joyce,  who  has  made  a  great  effort  to  come  here  with  his 
family. 

Thank  you. 

[The  prepared  statement  of  J.  Alfred  Rider,  M.D.,  follows:] 
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TESTIMONY 

I  am  Doctor  J.  Alfred  Rider,  President  of  the  Board  of  Trustees  of  the 
Children's  Brain  Diseases  Foundation.  I  also  have  with  me  Michael  Joyce,  a 
member  of  our  Board  of  Trustees,  bis  wife,  Rosemarie,  their  twins,  Ian  and 
Joey,  aged  10,  who  are  afflicated  with  the  late  infantile  form  of  Batten  disease. 
It  is  a  pleasure  to  again  present  testimony  before  your  committee  for  the  18th 
year  starting  in  1978.  I  am  speaking  on  behalf  of  the  Children's  Brain 
Diseases  Foundation,  the  Batten  disease  Support  and  Research  Association  and 
the  thousands  of  children  and  their  families  who  are  affected  with  Batten 
disease. 

Specifically,  I  would  like  to  address  the  need  for  continued  funding  at  the 
previous  level  plus  a  modest  increase  for  Batten  disease.  Batten  disease  is  a 
neurological  disorder  affecting  the  brains  of  infants,  children  and  young 
adults.  It  occurs  once  in  every  12,500  births.  There  are  approximately 
440,000  carriers  of  this  disorder  in  the  United  States.  It  is  the  most  common 
neuro-genetic  storage  disease  in  children.  Although  there  are  several  types  of 
Batten  disease,  the  usual  case  is  characterized  by  motor  and  intellectual 
deterioration,  visual  loss,  behavioral  changes,  the  onset  of  progressively  severe 
seizures  and  terminates  in  death  in  a  vegetative  state.  This  irreversibly  severe 
illness  constitutes  an  enormous  nursing  and  financial  burden  to  families  with 
afflicted  children.  Patients  may  live  in  a  deteriorating  state,  from  10  to  43 
years.  The  changes  that  occur  in  the  brain  in  these  children  are  quite  similar 
to  many  of  the  changes  that  occur  in  the  aging  person.  Thus,  effective 
treatment  for  Batten  disease  may  also  allow  us  to  alter  the  aging  process  and 
age  associated  senility  in  our  aging  citizens. 

Batten  disease  is  now  recognized  world  wide,  but  continued  research  money  is 
needed  to  successfully  advance  the  research  to  determine  the  exact  cause  of 
this  disease. 

There  have  been  several  encouraging  research  results  obtained  in  the  last 
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several  years.  For  example,  the  defective  gene  in  the  juvenile  form  has  been 
placed  on  the  short  arm  of  chromosome  16  near  the  marker  D16S298  and  may 
be  only  10  Kb  (10,000  bases)  away.  This  is  extremely  close  in  molecular 
genetic  terms.    The  gene  of  the  infantile  form  has  been  placed  on  chromosome 
1.  The  exact  locus  is  yet  to  be  determined  although  we  are  getting  closer  and 
closer.  The  defective  genes  for  the  late  infantile  and  adult  forms  have  not  yet 
been  located,  but  progress  is  being  made.  However,  this  is  a  very  labor 
intensive  and  very  expensive  task. 

The  process  of  gene  localization  is  facilitated  by  families  organized  to  supply 
blood  and  tissues  as  sources  of  DNA  for  these  studies.  A  tissue  bank  has  been 
established  at  Indiana  University  with  over  365  cell  lines,  and  one  at  the 
Neuroscience  Center,  Massachusetts  General  Hospital,  Harvard  Medical 
School,  with  138  NCL  cell  lines  available  to  all  investigators.  The  process  of 
systematically  surveying  a  region  of  the  chromosome  containing  millions  of 
base  pairs  of  DNA  in  which  there  may  be  hundreds  of  genes  is  underway. 
Additional  studies  are  progressing  to  isolate  and  identify  the  enzymatic  defect 
in  each  of  the  four  types  of  Batten  disease.  A  dog,  sheep  and  mouse  model 
have  been  identified  which  have  facilitated  this  enzyme  research. 

The  Children's  Brain  Diseases  Foundation,  begun  in  1968,  has  had  a  direct 
role  in  stimulating  interest  in  Batten  disease  world  wide  by  granting  selected 
seed  money  to  various  investigators.  The  Foundation  has  sponsored  five  world 
wide  symposiums;  the  most  recent  in  Newark,  New  Jersey,  May  1994.  The 
next  international  symposium  will  be  held  in  Finland  in  1996.  There  are  now 
over  sixty  investigators  world  wide.  Their  work  must  continue  to  be 
encouraged  and  supported. 

A  major  impetus  to  these  advances  occurred  as  the  direct  result  of  your 
committee's  perseverance  and  interest  which  began  to  achieve  fruition  in  1991 
when  for  the  first  time,  the  committee  recognized  that  not  enough  attention  was 
being  spent  on  batten  disease,  and  they  directed  the  NIH  to  expand  its  research 
in  this  direction. 

In  1994,  $3,272,699  was  spent  on  Batten  disease  research.  However,  since  a 
number  of  these  are  continuation  grants  and  several  will  be  coming  up  for 
renewal,  it  is  requested  that  the  sum  of  $3,470,000,  approximately  a  3  percent 
increase  over  1994  and  1995,  be  budgeted  to  assure  that  at  least  one  or  two 
more  new  grants  be  funded  in  1996.  It  is  critical  to  continually  bring  in  new 
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investigators  while  not  cutting  off  those  who  are  tried  and  true. 

We  are  cognizant  of  the  difficulty  in  getting  funds  for  research.    However,  the 
amount  requested  is  a  small  price  to  pay  to  solve  a  disease  which  wrecks  havoc 
on  the  victims  and  families  and  is  draining  our  national  resources  of 
approximately  350  million  dollars  per  year  based  on  approximately  300 
children  born  with  Batten  disease  each  year  and  others  living  with  this  disease 
at  an  average  treatment  and  maintenance  cost  of  over  $75,000  per  year  for 
each  year  of  life.  This  lifetime,  in  a  vegetative  state,  can  last  10  to  43  years. 

Specific  recommendations: 

We  would  like  to  suggest  that  the  following  wording,  based  on  similar 
recommendations  in  past  years,  be  used  in  this  year's  appropriation  bill: 
"The  Committee  continued  to  be  concerned  with  the  pace  of  research  in  Batten 
disease.  The  Committee  believes  that  the  Institute  should  actively  solicit  and 
encourage  quality  grant  applications  for  Batten  disease  and  that  it  continue  to 
take  the  steps  necessary  to  assure  that  a  vigorous  research  program  is 
sustained  and  expanded.  The  Committee  has  provided  that  $3,470,000  within 
the  funds  available  as  recommended  by  the  NINDS  be  spent  on  Batten  disease 
research.  This  will  allow  for  $3,272,699  for  continuation  and  renewal  grants 
and  $197,301  for  new  grants". 
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ADDENDUM  I 

NIH  NINDS  RESEARCH  GRANTS  AWARDED  TO  INVESTIGATORS 
Fiscal  Year  1994 

Doctor  Robert  Jolly  $  1 3  7,200 

Ceroid  Lipofuscinosis  (Batten's  disease) 
Doctor  Xandra  Breakefield  295,526 

Molecular  Genetics  of  Inherited  Neurological  Diseases) 
Doctor  Gien  Dawson  1 1 7,91 8 

Lipase  and  Cathepsin  Abnormalities  in  Batten  Disease 
Doctor  Richard  Gardiner  108,378 

Molecular  Genetic  Analysis  of  Batten  Disease 
Doctor  Raju  Pullarkat  1 8 1 ,376 

Biochemical  Studies  on  Ceroid  Lipofuscinosis 
Doctor  James  Dice  260,29 1 

Lysosomal  A  TP  Synthase  Subunit  9  in  Batten  Disease 
Doctor  Michael  Bennet  89, 1 68 

Batten  Disease,  Membrane  Lipids  and  Signal  Transduction 
Doctor  Peter  Daniel  147, 1 85 

Biochemical  Studies  on  Animal  Models  of  Batten  Disease 
Doctor  Steven  Walkley  209,818 

Pathogenesis  of  Brain  Dysfunction  in  Batten's  Disease 
Doctor  Douglas  Wallace  177,707 

Mitochondrial  Turnover  and  Batten  Syndrome 
Doctor  Rosemary  Boustany  168,780 

Subunit  9  of  ATP  Synthase  and  Batten  Disease 
Doctor  Aristotle  Siakotos  276,7 1 8 

Batten  Disease— Lipid  Peroxidation  and  Cell  Bank 
Doctor  Terry  Lerner  229,280 

Molecular  Basis  of  Juvenile  NCL 
Doctor  Donald  Price  107,741 

Motor  Neuron  Disease  and  Trophic  Therapies 
Doctor  Anne  Messer  87,2 1 6 

Model  of  Human  Motor  Neuron  Disease 
Doctor  David  Palmer  1 52,7 1 0 

Batten  Disease 
Doctor  Matti  Haltia  7 1 ,730 

Pathogenesis  of  Infantile  Neuronal  Ceroid-Lipofuscinosis 
Doctor  Bruce  Rabin  80,730 

Neuronal  Ceroid  Lipofuscinosis 
Doctor  Kunihiko  Suzuki  238,261 

Chemical  pathology  of  Neurological  Disorders 
Doctor  Raju  Pullarkat  (Conference  Grant)      "  25,500 

Doctor  Calvin  Roff    (Intramural)  109.466 

TOTAL:  $3,272,699 
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Mr.  Porter.  Dr.  Rider,  as  you  said,  you  have  been  coming  here 
for  18  years,  which  is  three  years  longer  than  I  have  been  coming 
here.  And  you  have  provided  really  wonderful  leadership  in  touch- 
ing our  hearts  and  our  minds,  and  directing  us  to  this  dread  dis- 
ease. 

Is  it  fair  to  say  that  if  we  can  continue  the  type  of  research  in 
this  area,  the  genetic  research  particularly,  there  is  a  good  possibil- 
ity that  the  people  sitting  in  this  room  20  or  25  years  from  now 
will  have  this  problem  behind  them? 

Dr.  Rider.  I  would  certainly  think  so.  Especially  now  that  they 
are  zeroing  in  on  the  genetic  defect.  It  just  opens  up  the  whole 
field. 

When  I  was  in  medical  school  in  1941,  I  remember  when  Pearl 
Harbor  came  along  I  was  studying  for  my  anatomy  final,  we  were 
told  then  that  in  neurology  diagnosis  and  treatment  were  all  the 
same.  And  the  reason  is  you  made  the  diagnosis,  there  was  no 
treatment  for  any  neurological  disorder.  Now  we  have  opened  up 
the  whole  vista,  and  including  the  brain,  which  everybody  thought 
was  absolutely  forbidden,  nobody  could  do  anything  with  the  brain. 
So  we  are  really  making  tremendous  progress. 

Mr.  Porter.  I  want  to  say  that  Mr.  Hoyer,  who  had  planned  to 
be  here,  could  not  be  here  because  of  a  funeral,  and  wanted  me  to 
tell  you  that.  But  we  very  much  appreciate  your  coming  here  once 
again,  and  your  good  testimony,  and  thank  you  for  your  leadership. 

Dr.  Rider.  Thank  you. 

Mr.  JOYCE.  Mr.  Porter,  this  is  our  seventh  year  here.  The  first 
year  I  came  in,  I  remember  Joe  Early  was  over  here,  and  of  course 
Mr.  Natcher  was  over  here.  But  I  just  want  to  make  sure  every- 
body here  that  is  not  aware  of  this,  these  children  walked  in  here 
on  their  own  power  just  seven  years  ago.  And  today,  now,  and  for 
several  years  they  have  been  completely  blind,  they  can't  do  any- 
thing voluntarily.  We  feed  them  through  a  stomach  tube.  They  are 
just  existing. 

And  my  wife  and  my  goal  here  is  quickly  running  out,  to  try  to 
get  something  significantly  done  for  this  disease  before  Ian  and  Joe 
die.  And  they  are  already  past  their  life  expectancy. 

So  I  am  a  taxpayer,  we  are  fortunate  enough  that  we  are  both 
employed  and  we  keep  the  boys  at  home.  We  accept  nothing  in  gov- 
ernment dollars. 

I  think  Dr.  Rider's  figure  is  a  little  low  because  Maryland  just 
published  $120,000  per  child.  It  seems  like  we  need  to  be  more 
proactive  in  doing  something  about  this,  because  here  is  two  little 
boys  that  represent  25  percent  of  our  population.  That  is  100  per- 
cent of  our  future.  And  they  have  no  future. 

Dr.  Rider's  living  son  and  my  sons  are  faced  with  this  thing  con- 
tinuing on  even  in  their  families  unless  we  can  do  something.  And 
I  think  we  are  very,  very  close. 

So  we  are  pleading  with  you,  make  sure  you  fight  like  hell  to 
make  sure  HHS  gets  the  funding  they  need  and  that  this  research 
continues,  because  the  benefits  to  our  society  are  going  to  be  phe- 
nomenal. 

I  thank  you  for  the  opportunity. 

Mr.  Porter.  You  have  been  coming  here  all  those  years.  And  we 
hear  you. 
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Thank  you  for  being  here. 

Dr.  Rider.  Thank  you  very  much. 


Friday,  February  3,  1995. 

WITNESS 

OSCAR  HERNANDEZ,  NATIONAL  COUNCIL  OF  EDUCATIONAL  OPPOR- 
TUNITIES ASSOCIATIONS 

Mr.  Porter.  Our  next  witness  is  Oscar  Hernandez,  National 
Council  of  Educational  Opportunities  Associations. 

Mr.  Hernandez.  Thank  you,  Mr.  Chairman. 

Mr.  Chairman,  and  Members  of  this  committee,  my  name  is 
Oscar  Hernandez,  Executive  Director  of  Project  STAY,  a  commu- 
nity-based organization  in  San  Antonio,  Texas,  that  has  been  spon- 
soring two  of  the  TRIO  programs  for  27  years,  EOC  for  the  last  7 
years. 

In  addition,  I  also  for  the  last  22  years  have  served  as  an  elected 
member  of  the  school  board  with  the  San  Antonio  School  District, 
with  an  enrollment  of  60,000  students.  And  currently,  I  serve  as 
President-elect  of  the  National  Council  of  Educational  Opportunity 
Associations,  on  whose  behalf  I  am  testifying  this  morning. 

Before  I  go  any  further  today,  I  would  like  to  particularly  ac- 
knowledge Congressman  Stokes  who  has  been  a  forceful  and  con- 
sistent advocate  for  TRIO  programs,  as  well  as  Congressman 
Bonilla,  who  before  he  became  a  Member  of  Congress  was  already 
involved  in  supporting  programs  such  as  the  Hacer-McDonald 
Scholarship  Program  in  San  Antonio.  He  lent  his  support  and  at- 
tendance in  every  which  way. 

This  morning  I  will  cover  four  basic  points  concerning  TRIO. 
TRIO,  as  the  committee  knows,  has  been  supported  by  the  Federal 
Government  for  the  past  30  years.  We  feel  it  has  been  a  wise  in- 
vestment. And  the  four  points  I  will  cover  this  morning  address 
those  four  points  why  we  think  it  is  a  wise  investment: 

First  of  all,  Mr.  Chairman,  TRIO  is  a  capital  human  investment. 
It  is  not  a  maintenance  or  a  cash  transfer  program.  TRIO  is  a  set 
of  related  efforts  which  enable  low-income  youth  and  adults  to  take 
advantage  of  the  opportunities  education  affords  them  to  achieve 
lifelong  economic  independence. 

Currently,  there  are  1,775  TRIO  programs  which  operate  in  over 
1,000  colleges  and  universities  in  this  country,  plus  an  additional 
100  community  agencies  such  as  ours.  They  provide  service  to  the 
approximately  700,000  individuals  on  an  individual  basis. 

For  30  years,  the  TRIO  programs  have  been  doing  the  work,  try- 
ing to  help  and  successfully  addressing  the  needs  of  low-income 
parents  to  enable  their  students  as  well  as  themselves  to  improve 
their  lives  by  entering  and  graduating  from  college. 

Statistics  indicate  that  over  2  million  individuals  who  have  par- 
ticipated in  the  TRIO  programs  have  graduated  from  college, 
moved  out  of  poverty,  and  are  now  contributing  members  to  their 
communities. 

The  second  point  I  would  like  to  make  this  morning  is  that  TRIO 
offers  a  comprehensive  set  of  services.  Comprehensive  in  the  sense 
that  starting  with  Talent  Search  in  the  middle  school,  as  an  early 
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intervention  program,  followed  by  Upward  Bound  for  students  in 
the  9th  through  12th  grade,  followed  by  student  support  services, 
that  once  we  place  that  student  in  college,  support  services  through 
tutoring  helps  assure  these  students  will  survive  and  graduate 
from  college. 

And  of  course,  last  but  not  least,  the  Ronald  McNair  Achieve- 
ment program,  included  is  the  Educational  Opportunity  Center, 
which  provides  information  on  post-secondary  educational  opportu- 
nities to  the  communities  they  serve. 

The  talent  search  and  EOC  program  that  I  direct,  provides  accu- 
rate, timely  and  complete  information  about  college  opportunities 
to  interested  students,  to  their  parents,  and  to  other  adults  seeking 
to  improve  their  lives. 

As  part  of  my  testimony,  I  have  included  an  article  from  the  Chi- 
cago Tribune  which  also — published  last  July — which  talks  about 
another  program  similar  to  mine  in  Chicago.  We  have  many  of 
these  programs  which  have  done  tremendous  things. 

My  third  point  this  morning,  Mr.  Chairman,  and  Members  of  the 
subcommittee,  is  that  TRIO  programs  are  effective  and  nonbureau- 
cratic.  Let  me  touch  on  those  two  points  briefly:  And,  again,  I  am 
going  to  have  to  go  back  to  my  experience  and  my  operations  in 
San  Antonio  when  I  talk  about  effectiveness. 

For  the  1992-1994  year,  the  combined  Talent  Search  and  EOC 
clients  served  by  Project  STAY  total  4,950  individuals.  In  Talent 
Search,  we  talk  about  taking  youngsters  from  low-income  poverty 
to  productive — being  productive  citizens  and  having  successful  out- 
comes. In  Talent  Search,  the  average  household  income  was  less 
than  $15,000,  with  an  average  family  size  of  four. 

In  EOC,  my  other  program,  the  average  income  was  below 
$10,600,  with  an  average  family  size  of  3.5.  Eight  percent  of  the 
total  workload  were  clients  whose  families  are  receiving  public  as- 
sistance, a  situation  that  we  hope  to  change  as  a  result  of  them 
participating  in  the  TRIO  programs. 

The  outcomes  that  we  seek — and  it  becomes  part  of  my  testimony 
that  you  have  before  you,  is  a  list  of  the  148  colleges  that  these  cli- 
ents— these  students  are  attending.  They  are  not  just  going  locally 
or  Statewide,  but  they  are  going  nationally  to  some  of  the  most 
prestigious  colleges,  also. 

I  have  been  in  the  program  for  27  years,  and  I  could  sit  here  and 
take  all  of  your  time  talking  about  success  stories.  I  will  not  be- 
labor. I  have  submitted  three  particular  cases  for  the  record.  But 
I  will  talk  about  one  in  particular  case  an  example. 

Michael  Walker,  a  graduate  of  Jefferson  High  School  in  San  An- 
tonio, worked  with  the  Talent  Search  program  as  he  enrolled  in  the 
local  community  college,  San  Antonio  College.  He  later  transferred 
to  Texas  A&M  where  we  received  his  undergraduate  degree. 

Again,  my  point  going  from  low-income  to  positive  and  productive 
outcomes,  when  Michael  came  to  Talent  Search,  his  family  income 
was  below  $5,000,  with  a  family  of  four.  Michael  went  on  to  receive 
his  Doctorate  in  Chemistry  at  Texas  Tech  University,  and  is  now 
a  petroleum  engineer  with  the  Halliburton  Oil  Field  Services 
Group  in  Duncan,  Oklahoma.  I  hope  to  see  Michael  in  San  Antonio 
pretty  soon,  as  he  will  deliver  a  paper  to  the  International  Oil  Field 
Chemical  Symposium. 
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I  mentioned  about  being  effective,  I  would  like  to  address  the 
nonbureaucratic  aspect  of  administering  the  TRIO  programs.  They 
do  not  involve  a  large  Federal  bureaucracy  because  they  are  direct 
grants  to  providers,  funded  in  rank  order  on  the  basis  of  competi- 
tive proposals.  In  fact,  there  is  no  more  than  one  Federal  employee 
for  every  28,000  TRIO  students  now  being  served. 

And  TRIO  programs,  by  the  way,  only  exist  where  a  need  has 
been  proven  and  a  competition  has  been  held  and  they  have  been 
successfully  awarded.  As  the  GAO  reported  in  an  issue  of  April  of 
last  year,  TRIO  programs  exist  only  where  local  organizations  see 
the  need  for  such  services  and  have  successfully  applied  for  Federal 
support. 

Fewer  Federal  employees  are  involved  with  TRIO  today  than 
they  were  22  years  ago,  despite  the  substantial  increases  in  the 
number  of  TRIO  programs  as  well  as  the  number  of  students 
served. 

Fourth  and  lastly,  Mr.  Chairman,  and  Members,  TRIO  protects 
the  Federal  investment  when  it  comes  to  student  financial  assist- 
ance. As  the  record  will  show,  as  I  have  submitted  in  my  written 
comments,  last  year  in  San  Antonio,  the  TRIO  students  being 
served  under  my  operation,  3,750  young  people  and  adults  were 
placed  in  college.  These  students  received  in  excess  of  $12.4  million 
for  one  year  to  attend  a  postsecondary  institution. 

It  is  also  incumbent  upon  us  as  directors  and  staff  people  to 
make  sure  that  we  achieve  the  maximum  utilization  of  funds  and 
the  financial  aid  they  receive  is  warranted,  one,  and  two,  that  it 
is  utilized  in  the  most  efficient  manner.  This  is  where  the  individ- 
ualized counseling,  support  to  advise  these  students,  to  help  these 
students  make  the  wisest  decision  to  where  they  will  actually  have 
success  in  a  postsecondary  setting  rather  than  failure. 

Mr.  Chairman,  I  know  you  have  had  eight  days  prior,  and  I  will 
cut  my  comments  at  this  time,  other  than  to  say  that  those  four 
reasons  that  I  have  stated,  that  I  have  discussed  before  you,  this 
committee  this  morning,  that  I  am  confident  that  TRIO  will  remain 
a  very,  very  wise  investment  for  this  subcommittee. 

Today,  fewer  than  10  percent  of  those  eligible  students  are  being 
served.  With  increased  support,  many  additional  young  people  and 
adults  can  be  aided  in  their  search  for  upward  mobility  through 
education.  The  National  Council  of  Educational  Opportunity  Asso- 
ciations is  hereby  recommending  an  appropriation  of  $533  million 
for  fiscal  year  1996  for  TRIO.  Realizing  this  is  a  15  percent  in- 
crease over  the  fiscal  year  1995  levels,  we  would  extend  services  to 
an  additional  82,000  students,  children,  and  adults. 

Mr.  Porter,  Members  of  this  committee,  I  thank  you  for  your  time 
this  morning. 

[The  prepared  statement  of  Oscar  G.  Hernandez  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  my  name  is  Oscar  G.  Hernandez  and  I  am 
Executive  Director  of  Project  STAY,  Inc.  Project  STAY  is  a  community  organization  in  San 
Antonio,  Texas  which,  for  the  past  27  years,  has  invested  TRIO  funding  to  enable  over  30,000 
low-income  youth  and  adults  to  enter  college.  For  the  past  22  years,  I  have  also  served  as  an 
elected  member  of  the  Board  of  Trustees  for  the  San  Antonio  Independent  School  District,  and 
am  currently  President-elect  of  the  National  Council  of  Educational  Opportunity  Associations,  on 
whose  behalf  I  am  testifying. 

Today,  I  would  like  to  particularly  acknowledge  Congressman  Louis  Stokes,  who  has 
been  a  forceful  and  consistent  advocate  for  TRIO  programs,  as  well  as  Congressman  Henry 
Bonilla,  who  has  long  supported  increased  educational  opportunities  in  his  district,  which  includes 
a  number  of  the  schools  served  by  the  TRIO  programs  that  I  direct. 

NCEOA  is  recommending  an  appropriation  of  $533  million  for  TRIO  in  FY  1996.  This 
is  a  15%  increase  over  FY  1995  levels  and  would  extend  TRIO  services  to  an  additional  82,000 
children,  youth,  and  adults.  I  believe  you  will  find  this  level  of  investment  well  justified  when 
you  consider  four  facts  about  the  TRIO  programs. 

First,  TRIO  is  a  human  capital  investment,  not  a  maintenance  or  cash-transfer  program. 
TRIO  is  a  set  of  related  efforts  which  enable  low-income  youth  and  adults  to  take  advantage  of 
the  opportunities  education  affords  them  to  achieve  life-long  economic  independence.  Presently 
1,775  TRIO  programs  operate  in  over  1,000  colleges  and  universities  and  100  community 
agencies  across  the  country.   They  provide  services  to  nearly  700,000  individuals  annually. 

For  30  years  the  TRIO  programs  ~  Educational  Opportunity  Centers,  Talent  Search, 
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Student  Support  Services,  Upward  Bound  and  the  Ronald  E.  McNair  Post-baccalaureate 
Achievement  Program  -  have  been  helping  low-income  parents  to  enable  their  children,  as  well 
as  themselves,  to  improve  their  lives  by  entering  and  graduating  from  college.  It  is  estimated  that 
over  two  million  individuals  who  have  participated  in  the  TRIO  programs  have  graduated  from 
college,  moved  out  of  poverty  and  are  now  contributing  members  of  their  communities. 

Second,  TRIO  programs  offer  a  comprehensive  set  of  services.  The  TRIO  programs  are 
designed  to  prepare  young  people  for  college  and  to  enable  them  to  make  good  and  informed 
decisions  regarding  their  postsecondary  plans.  The  type  and  intensity  of  service  vary  according 
to  the  age  of  the  individual  served  and  the  type  of  TRIO  program. 

Talent  Search  and  Educational  Opportunity  Centers,  which  I  direct,  provide  accurate  and 
complete  information  about  college  opportunities  to  interested  students,  their  parents,  and  to  other 
adults  seeking  to  improve  their  lives.  The  attached  article  from  the  Chicago  Tribune  published 
last  July  gives  a  profile  of  one  such  TRIO  program  in  Chicago. 

Student  Support  Services  and  Upward  Bound  -  which  have  a  higher  cost  per  client  than 
Talent  Search  and  EOC's  -  spend  the  majority  of  their  resources  in  providing  rigorous 
instruction,  particularly  in  composition,  mathematics  and  the  sciences.  Such  instruction  and 
tutoring  are  designed  either  to  prepare  students  for  college  (Upward  Bound)  or  eliminate  the 
academic  deficiencies  many  low-income  students  bring  to  college  which  reduce  their  chances  of 
graduating  (Student  Support  Services).  The  staff  of  each  TRIO  program  create  a  climate  of 
support  for  students  as  they  strive  to  move  out  of  poverty  and  dependence. 
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Third.  TRIO  programs  are  effective  and  non-bureaucratic. 

In  1 993-94,  the  combined  Talent  Search  and  EOC  programs  sponsored  by  Project  STAY 
served  4,950  individuals.  In  Talent  Search,  the  average  household  income  was  less  than  $15,000 
with  an  average  family  size  of  four,  and  in  EOC,  the  average  income  was  below  $10,600  with 
an  average  family  size  of  3.5.  Eight  percent  of  these  clients  were  in  families  receiving  public 
assistance.  Of  the  individuals  served,  3,740  (76%)  enrolled  in  college.  A  list  of  the  148 
colleges  they  are  attending  is  also  attached. 

Thousands  of  Project  STAY's  former  clients  are  college  graduates  making  major 

contributions  to  their  extended  families  and  to  their  communities.    For  example, 

Michael  Walker,  a  graduate  of  Jefferson  High  School  in  San 
Antonio,  worked  with  Project  STAY  counselors  as  he  enrolled  at 
San  Antonio  Junior  College  and  later  transferred  to  Texas  A  &  M 
University,  where  he  received  his  undergraduate  degree.  When  he 
came  to  TRIO,  Michael's  family  income  for  four  people  was  below 
$5,000.  Michael  went  on  to  receive  his  doctorate  in  chemistry  at 
Texas  Tech  University  and  is  now  a  petroleum  engineer  with  the 
Halliburton  Oil  Field  Services  Group  in  Duncan,  Oklahoma.  I 
hope  to  see  him  in  several  weeks  when  he  returns  to  San  Antonio 
to  make  a  presentation  at  the  International  Oil  Field  Chemical 
Symposium. 

Manual  Escobar  was  the  first  of  five  children  in  his  family  to 
attend  college  in  1972.  Manual's  father  was  a  security  guard  at 
Kelly  Air  Force  Base,  and  their  combined  family  income  at  that 
time  was  below  $10,000.  With  Project  STAY's  assistance,  Manual 
graduated  from  Yale  and  received  his  J.D.  from  Boalt  Hall  at  the 
University  of  California  -  Berkeley.  He  now  practices  law  in  his 
own  firm,  Escobar  and  Associates.  Taking  their  lead  from  him, 
two  of  his  three  younger  siblings  have  graduated  from  college,  and 
one  is  a  licensed  vocational  nurse. 

Charles  Munoz,  who  graduated  from  Fox  Technical  High  School 
in  San  Antonio,  was  the  first  in  his  family  to  earn  a  college  degree 
when  he  graduated  from  St.  Mary's  University  in  1976.  His  father 
had  suffered  a  stroke  in  1968,  and  the  family  lived  on  welfare  until 
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Charlie's  father  died  in  1983.  After  graduating  from  St.  Mary's, 
Charlie  became  a  teacher  in  the  San  Antonio  Independent  School 
District.  By  1990,  he  had  become  Principal  at  Whittier  Middle 
School  in  San  Antonio,  and  is  currently  Principal  of  Edison  High 
School,  which  is  located  in  Project  STAY's  target  area. 


TRIO  programs  do  not  involve  a  large  federal  bureaucracy  because  they  are  direct  grant 
programs  funded  in  rank  order  on  the  basis  of  competitive  proposals.  In  fact,  there  is  no  more 
than  one  federal  employee  for  every  28,000  TRIO  students  now  being  served.  As  the  GAO  noted 
in  a  report  issued  in  April  of  last  year,  TRIO  programs  only  exist  where  local  organizations  see 
the  need  for  such  services  and  have  successfully  applied  for  federal  support.  Fewer  federal 
employees  are  involved  with  TRIO  today  than  twenty  years  ago  despite  substantial  increases  in 
the  number  of  TRIO  projects  funded  as  well  as  the  number  of  students  served. 

Fourth,  TRIO  protects  the  federal  investment  in  student  financial  assistance. 

Last  year,  the  combined  TRIO  programs  at  Project  STAY  placed  3,740  young  people  and 
adults  in  college.  Project  STAY  students  received  financial  aid  in  excess  of  $12.4  million,  much 
of  it  federal  grants  and  loans.  Now,  you  and  I  both  know  that  the  return  on  that  federal 
investment  is  dependent  on  whether  these  students  make  good  choices  about  the  college  they 
attend. 

Do  they  choose  a  college  where  most  students  graduate?  Do  they  choose  a  major  for 
which  they  are  prepared?  Is  the  student  receiving  all  of  the  state  and  private  grant  aid  for  which 
he/she  might  be  eligible?  Will  the  student  be  able  to  pay  back  the  loans  he  or  she  is  assuming 
at  the  salary  he  is  likely  to  make  in  his  chosen  occupation? 

You  may  be  aware,  for  example,  that  a  large  percentage  of  the  defaults  in  the  Guaranteed 
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Student  Loan  Program  results  from  students  who  make  poor  choices  regarding  their  postsecondary 
plans.  66%  of  defaulters  attended  proprietary  schools  in  the  last  year  for  which  data  is  available 
(FY  1992). 

TRIO  programs  very  rarely  place  students  at  such  institutions,  especially  when  similar 
training  is  available  at  lower  cost.  Last  year,  only  1%  of  Talent  Search  clients  placed  in  college 
or  training  programs  attended  proprietary  institutions.  47%  attended  four  year  colleges;  40% 
attended  community  college;  9%  attended  public  vocational  schools;  and  only  1%  attended 
proprietary  schools. 

For  each  of  the  reasons  that  I  have  discussed,  I  am  confident  that  TRIO  will  remain  a  wise 
investment  of  this  Subcommittee.  Today,  fewer  than  10%  of  those  eligible  receive  services. 
With  increased  support  many  additional  young  people  and  adults  could  be  aided  in  their  search 
for  upward  mobility  through  education.  Mr.  Porter,  Members  of  the  Subcommittee,  I  appreciate 
your  consideration  of  our  views  and  would  be  pleased  to  answer  any  questions  you  might  have. 
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wile .  Manlyn,  40  years  and  they     ""£'*; J"J££J?V  SSL  SJ?        There  are  very  I 
three  daughters  and  a  son.      e?*mM"  5"*S?y  """V  .^      »°o        " 
-'      lr_  drowned  In     ?"n  *°°u  'J™  >"*"  "*°  Dy  *",     our: 


which  businesses  and  corpora 


»  ""  "—  sense  of  wanting  to  glee  some 

thlnkl  couM        -Part  of  what  I  do  Is  ten  them     thing  back.-  aba  said,  "to  help 
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Abilene  Christian  University 

Angelo  State  University 

Art  Institute  of  Houston 

Auburn  University 

Austin  College 

Austin  Community  College 

Baylor  University 

Bethel  College 

Blinn  College 

Boston  College 

Boston  University 

Brown  University 

Career-Point 

Carleton  College 

Central  College 

Citadel,  The 

College  of  Santa  Fe,  New  Mexico 

Colorado  State  University 

Concordia  Lutheran  College 

Cooke  County 

Cornell  University 

Culinary  Institute  of  America 

Dartmouth  College 

East  Texas  State  University 

Emerson  College 

Florida  Institute  of  Technology 

Gallaudet  University 

Georgetown  University 

Graceland  at  Iowa 

Howard  Payne  University 

Huston-Tillotson 

ITT  Technical  Institute:  San  Antonio 

Incarnate  Word  College 

International  Aviation  &  Travel  Academy 

Jaunte  Faire  Beauty  School 

Johnson  &  Wales  College 

Kilgore  College 

Lamar  University 

Laredo  Junior  College 

Latin  American  Bible  Institute 

Luther  College 


Total  Aid     WiB  Attend 

$2,700.00 

$7,125  00 

$9,500.00 

$4,800.00 

$20,202.00 

$1,725.00 

$53,300.00 

$68,095.00 

$1,750  00 

$21,200.00 

$73,175.00 

$27,500.00 

$9,450.00 

$21,130.00 

$62,100.00 

$15,450.00 

$18,900.00 

$45,133.00 

$7,700.00 

$1,650.00 

$29,544.00 

$4,125.00 

$54,100.00 

$0.00 

$41,200.00 

$15,025.00 

$3,800.00 

$49,558.00 

2 

$2,300.00 

2 

$10,850.00 

2 

$47,714.00 

6 

$9,850.00 

2 

$431,962.00 

42 

$2,625.00 

1 

$0.00 

1 

$4,925.00 

1 

$7,800.00 

2 

$650.00 

1 

$1 .650.00 

1 

$250.00 

1 

$6,425.00 

1 
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Massachusetts  Institute  of  Technology 

McMurry  College 

Miami  University:  Oxford  Campus 

Michigan  State  University 

Mid-America  Nazarene 

Midwestern  State  University 

Missouri  Valley  College 

National  Christian  University 

National  Education  Center 

Northland  College 

Our  Lady  of  the  Lake  University 

Palo  Alto  College 

Paul  Quinn  College 

Phillips  University 

Phoenix  Institute  of  Technology 

Prairie  View  A&M  University 

Princeton  University 

Rice  University 

Saginaw  Valley  State  University 

Sam  Houston  State  University 

San  Antonio  College 

San  Antonio  College  of  Medical  4  Dental 

Schreiner  College 

South  Plains  College 

Southwest  Medical  &  Dental 

Southwest  School  of  Business 

Southwest  Texas  State  University 

Southwestern  Assemblies  of  God  College 

Southwestern  College 

Southwestern  University 

St.  Edward's  University 

St.  Mary's  University 

SL  Philip's  College 

Stephen  F.  Austin  State  University 

Stephens  College 

Sul  Ross  State  University 

Syracuse  University 

Temple  Junior  College 

Texas  A&M  University  -  Kingsville 

Texas  A&M  University-  Corpus  Christj 

Texas  A&M  University-College  Station 

Texas  A&M  Unversity-Galveston 

Texas  Christian  University 

Texas  Lutheran  College 

Texas  Southern  University 


$31,150.00 

1 

$7,175.00 

1 

$10,575.00 

1 

$21,515  00 

2 

$8,075.00 

1 

$2,800.00 

1 

$13,950.00 

1 

$10,610.00 

4 

$19.575  00 

6 

$27.100  00 

2 

$854,608.00 

79 

$308.222  00 

182 

$6,875.00 

1 

$27,450  00 

2 

$2,294.00 

2 

$34,472.00 

7 

$25,480.00 

1 

$26,500.00 

3 

$5,425  00 

1 

$27,791.00 

7 

$740,395.33 

401 

$14,325.00 

3 

$60.057  00 

4 

$8.900  00 

2 

$5,955.00 

1 

$6,761.00 

2 

$278,088.00 

54 

$12,130.00 

3 

$15,886.00 

1 

$16,886.00 

1 

$15,250.00 

3 

$472,100.00 

44 

$388,261.00 

184 

$3,775.00 

1 

$5,625.00 

1 

$8,609  00 

2 

$22,225  00 

1 

$5.94300 

1 

$27,895.00 

7 

$12,075.00 

4 

$233,461.00 

38 

$950  00 

1 

$11,775  00 

1 

$122.125  00 

11 

$8.61800 

2 
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Texas  Tech  University  $45,450.00 

Texas  Vocational  Schools  $4,925.00 

Texas  Woman's  University  $2,600.00 

Trinity  University  $48,789.00 

Tulane  University  $22,825.00 

U.S.  Merchant  Marine  Academy  $5,925  00 

University  of  Chicago  $81,975.00 

University  of  Dallas  $21,445.00 

University  of  Houston  $9,075.00 

University  of  Iowa  $27,790.00 

University  of  Mary-Hardin  Baylor  $1 0,575  00 

University  of  Michigan:  Ann  Arbor  $7,825.00 

University  of  Minnesota:  Twin  Cities  $9,925.00 

University  of  New  Orleans 

University  of  North  Texas  $14,105  00 

University  of  Notre  Dame  $74,025.00 

University  of  Pennsylvania  $77,140.00 

University  of  Rochester  $53,925.00 

University  of  Southern  California  $49,473.00 

University  of  Texas  Health  Science  Ctr.  $2,300.00 

University  of  Texas  at  Austin  $202,565.00                    25 

University  of  Texas  at  San  Antonio  $470,884.00                  121 

University  of  Texas:  Pan  American  $4,925.00 

University  of  Utah  $2,300  00 

University  of  Washington  $4 .925.00 

University  of  Wrsconsin  at  Madison  $48,570  00 

University  of  Wisconsin:  Milwaukee  $20,180  00 

Vander  Cook  College  of  Music  $0  00 

Vernon  Regional  Junior  College  $3,050  00 

Vogue  Beauty  College 

Wesleyan  University  $23,177.00 

Wharton  County  Community  College  $2,300  00 

Totals  $6,519,618.3 
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I&lWpNun. 


Total  Aid      WiB  Attend 


Art  Institute  of  Dallas 

Austin  Community  College 

Baptist  Memorial  Hospital  System 

Baylor  University 

8ertclee  College  of  Music 

Bethel  College 

Blinn  College 

Boston  University 

Central  College 

Chapman  University 

Columbia  University 

el  Mar  College 
cast  Texas  State  University 
Franklin  &  Marshall 
Galveston  College 
Houston  Community  College 
ITT  Technical  Institute:  San  Antonio 
Incarnate  Word  College 
Institute  of  Health  Education 
Marquette  University 
Mbsouri  Valley  College 
National  Christian  University 
Northwestern  University 
Norwich  University 
Notre  Dame  College 
Our  Lady  of  the  Lake  University 
Palo  Alto  College 
Phoenix  Institute  of  Technology 
Ranger  Junior  College 
Regents  College 
Rice  University 

Rochester  Institute  of  Technology 
Sam  Houston  State  University 
San  Antonio  College 
San  Antonio  College  of  Medical  &  Dental 
San  Antonio  Health  Institute 
Schreiner  College 
"Smith  College 

Juthern  Methodist  University 
Southwest  Medical  &  Dental 
Southwest  School  of  Business 


$0  00 

1 

$3,137.00 

2 

$7,225.00 

3 

$2,300.00 

3 

$29,475.00 

4 

$8,700.00 

$0.00 

$2,625.00 

$85,000.00 

$7,483.00 

$25,318.00 

$7,800.00 

$1,450.00 

$7,840.00 

$25,010.00 

$0.00 

$0.00 

$8,650.00 

3 

$357,068.00 

40 

$6,300  00 

$1,450.00 

$1,150.00 

$0.00 

2 

$2,700.00 

$14,350.00 

$29,200.00 

4 

$542,823.00 

53 

$617,579.00 

379 

$1,150.00 

$2,300.00 

$0.00 

$7,000.00 

$27,275.00 

2 

$10.475  00 

2 

$1,434,692. 

935 

$2,300.00 

$0.00 

$38,255.00 

5 

$8,800.00 

$39,575.00 

3 

$1,150.00 

$6.625  00 
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Southwest  Texas  State  University 

Southwestern  Assemblies  of  God  College 

Southwestern  College 

St  Edward's  University 

St  Mary's  University 

St  Philip's  College 

Sul  Ross  State  University 

Temple  Junior  College 

Temsatl 

Texas  A&M  Extension  Service 

Texas  A&M  University  -  Wngsville 

Texas  A&M  University-College  Station 

Texas  Careers  Inc. 

Texas  Christian  University 

Texas  Lutheran  College 

Texas  Southern  University 

Texas  State  Technical  College 

Texas  Tech  University 

Texas  Vocational  Schools 

Texas  Woman's  University 

Trinity  University 

Unrversity  of  Arizona 

University  of  Houston 

University  of  Mary-Hardin  Baylor 

University  of  Michigan:  Ann  Arbor 

University  of  North  Texas 

University  of  Pennsylvania 

University  of  Texas  Health  Science  Ctr. 

University  of  Texas  at  Austin 

University  of  Texas  at  El  Paso 

University  of  Texas  at  San  Antonio 

University  of  Tulsa 

University  of  Utah 

University  of  Wisconsin  at  Madison 

University  of  Wisconsin:  Milwaukee 

Vander  Cook  College  of  Music 

Victoria  College 

Vogue  Beauty  College 

Wayland  Baptist  University 

Yale  University 

Totals 


$122,851.00 

32 

$7,600.00 

3 

$4,513.00 

1 

$16,500.00 

1 

$235,157.00 

26 

$847,046.00 

503 

$5,308.00 

2 

$1,450.00 

1 

$0.00 

1 

$2,300.00 

4 

$35,625.00 

10 

$30,660.00 

12 

$6,625.00 

1 

$0.00 

1 

$27,970.00 

4 

$4,925.00 

1 

$5,507.00 

2 

$9,750.00 

2 

$4,925.00 

1 

$14,078.00 

3 

$18,000.00 

1 

$5,200.00 

1 

$12,375.00 

2 

$14,800.00 

1 

$0.00 

1 

$9,161.00 

3 

$40,340.00 

2 

$20,600.00 

9 

$51,355.00 

9 

$2,300.00 

1 

$813,260.00 

194 

$0.00 

3 

$2,925.00 

1 

$37,310.00 

3 

$80,662.00 

4 

$5,350.00 

2 

$2,350.00 

1 

$2,760.00 

2 

$8,26300 

7 

$23,930.00 

2 

$5,905,961.3 

2331 
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Mr.  PORTER.  Mr.  Hernandez,  thank  you  very  much  for  your  good 
statement. 

Mr.  Bonilla,  I  yield  to  you. 

Mr.  Bonilla.  I  would  like  to  extend  to  you  a  special  welcome 
being  a  fellow  San  Antonian,  and  for  your  activism  in  educational 
efforts  for  so  many  years,  going  back  to  the  1970s.  You  were  very 
actively  involved.  And  you  may  not  know  this,  but  I  went  to  a 
school  that  had  a  50  percent  dropout  rate,  where  half  a  dozen  out 
of  350  students  even  considered  going  to  a  university. 

And  when  I  was  17-years-old,  I  went  to  a  Project  STAY  counselor 
who  helped  me  pursue  my  dream  in  spite  of  the  fact  of  the  poor 
academic  program  in  my  school,  and  went  on  to  graduate  from  the 
University  of  Texas  at  Austin.  And  the  counselor  is  one  of  the  peo- 
ple that  I  remember  to  this  today. 

I  don't  know  how  I  would  have  gotten  through  that  mountain  of 
paperwork  and  filling  out  all  the  forms  properly,  had  it  not  been 
for  that.  And  I  know  you  have  examples  of  many  success  stories 
here,  and  I  know  that  the  jury  is  still  out  on  my  success,  but  you 
have  someone  who  has  gone  through  your  program  and  knows  how 
effective  it  can  be.  So  I  appreciate  you  being  here  today. 

Mr.  Hernandez.  No  question,  Congressman,  you  are  one  of  our 
shining  stars.  And  we  would  like  to  stipulate  that  for  the  record. 

And  I  am  very  familiar  with  the  school  and  with  the  counselor 
who  was  working  for  me  at  the  time,  who  worked  with  you  and 
your  sisters  and  brothers.  Thanks  a  million. 

Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you  Mr.  Hernandez. 

I  want  to  pause  for  just  a  second  here  and  say  that  we  will  stay 
here  as  long  as  it  takes  to  get  all  the  witnesses  in.  But  we  ought 
to  say  that  with  three  former  Members  and  questions  and  wel- 
comes, we  have  covered  six  witnesses  in  almost  1  hour  and  10  min- 
utes. We  are  not  doing  very  well  here. 

I  can  certify  to  all  of  you  who  are  going  to  testify,  that  the  atten- 
tion span  of  the  Members  of  this  subcommittee  is  exactly  five  min- 
utes. After  that,  they  just  can't  stay  with  you.  And  that  includes 
the  Chairman. 

So  the  most  effective  testimony  is  that  that  can  zero  in  on  what 
you  want  to  say  in  five  minutes,  and  we  would  appreciate  your 
doing  your  best  to  stay  within  the  time  limit,  if  you  can. 

As  I  say,  we  will  stay  here  and  hear  everyone  until  we  finish  the 
entire  list. 


Friday,  February  3,  1995. 

WITNESSES 

DR.  JOSEPH  A.  SPAGNOLO,  JR.,  COUNCIL  OF  CHIEF  STATE  SCHOOL 

OFFICERS 
JOHN  MacDONALD 

Mr.  Porter.  Our  next  witness  is  Dr.  Joseph  A.  Spagnolo,  Jr., 
Council  of  Chief  State  School  Officers.  He  is  accompanied  by  John 
MacDonald,  the  former  Assistant  Secretary  of  Education  for  Ele- 
mentary and  Secondary  Education. 

Dr.  Spagnolo.  Thank  you,  Mr.  Chairman. 
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On  behalf  of  State  superintendents  and  commissioners  of  edu- 
cation throughout  the  country,  I  want  to  thank  you  for  this  oppor- 
tunity to  address  you  this  morning. 

As  you  indicated,  I  am  accompanied  by  Jack  MacDonald  a  former 
Assistant  Secretary  of  Education  during  the  Bush  administration 
and  someone  who  now  works  with  the  Council  of  Chief  State  School 
Officers. 

I  would  like  to  begin  with  some  good  news,  and  the  good  news 
that  Goals  2000  is  helping  my  State  of  Illinois.  Goals  2000  started 
July  1,  of  1994,  with  no  regulations  and  a  short  application.  We  ap- 
plied in  August  in  Illinois  and  actually  received  our  grant  in  Sep- 
tember. 

Subsequent  to  receiving  the  grant,  160  school  districts  responded 
to  our  RFP  for  local  subgrants.  The  amount  requested  from  those 
school  districts  totaled  almost  $8  million,  while  only  2.3  million 
was  available  for  distribution. 

Our  State  plan  is  currently  being  developed  with  significant  sup- 
port from  the  business  community,  teachers,  and  parents.  The 
1 15.5  million  request  for  fiscal  1995  will  continue  the  progress 
under  way  in  those  districts  and  expand  up  to  120  more,  those  who 
would  strive  to  initiate  locally-driven  school  reform. 

This  Congress  and  your  committee  have  undertaken  a  fundamen- 
tal reexamination  of  Federal  program  impact  and  ways  to  create 
new  Federal,  State,  and  local  partnerships,  including  consolidations 
and  block  grants.  However,  your  imminent  decisions  on  appropria- 
tions can  move  us  in  that  direction,  even  in  advance  of  any  revised 
authorizations. 

We  believe  the  Federal  investment  in  education  in  order  to  be  ef- 
fective, that  States  and  localities  must  work  together  to  set  clear 
and  challenging  standards,  have  a  solid  plan  for  use  of  Federal  dol- 
lars to  support  those  standards,  merge  Federal  dollars  with  State 
and  local  dollars  intended  for  the  same  students  and  purposes,  rely 
on  sound  testing  and  accountability  systems,  and  most  importantly, 
focus  the  effort  at  the  local  school  and  school  district  level. 

These  five  things  are  precisely  what  State  and  local  school  dis- 
tricts are  establishing  under  Goals  2000  Title  III:  Goals  2000  and 
Improving  America  School  Act  creates  a  new  partnership  with  the 
Federal  Government;  IASA  encourages  program  integration,  local 
program  mergers  and  State  administrative  consolidation;  enables 
bottom-up  reform  to  happen  classroom  by  classroom,  school  by 
school,  according  to  what  parents  and  communities  want.  This  is 
the  education  equivalent  of  the  Federal  block  grant  programming 
effort  for  other  services. 

Three  major  appropriation  actions  are  needed  to  continue  this 
process,  in  our  view.  First,  to  retain  the  $400  million  fiscal  year 
1995  appropriation  for  Goals  2000,  that  will  enable  an  expanded 
number  of  school  districts  participating  and  help  States  and  local- 
ities establish  much-needed  standards,  assessments,  and  program 
consolidation. 

I  realize  this  is  a  very  difficult  year,  one  in  which  an  increase 
in  the  budget  puts  tremendous  pressure  on  all  of  you.  But  the  in- 
crease in  this  time,  in  this  place,  with  this  effort,  is  justified  be- 
cause it  supports  the  kind  of  cutting-edge  work  directed  at  the  kind 
of  greater  program  integration  and  streamlining  we  all  seek. 
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It  is  our  belief  that  in  the  long  term,  it  will  save  and  not  cost. 
In  fiscal  1996,  we  urge  you  to  expand  support  for  Goals  2000  as 
a  short-term  investment  in  a  significant  change  strategy.  Business 
does  this  very  well  and  very  successfully,  and  the  investment  will 
give  States  and  localities  much  more  mileage  from  existing  funds 
under  other  Federal  programs. 

IASA  provides  the  most  far-reaching  program  consolidation  and 
resulted-oriented  accountability  of  Federal  funds  that  Congress  has 
ever  authorized,  particularly  for  Title  I  school-wide  programs. 

Investing  in  this  authority  of  further  program  integration  and 
consolidation  will  make  even  greater  progress  toward  the  benefits 
of  block  granting.  We  urge  that  State  and  local  implementation  of 
IASA  in  school  years  1995  and  1996  not  be  impeded  by  maintain- 
ing fiscal  1995  appropriations.  Your  fiscal  1996  appropriation  for 
IASA  then  becomes  the  second  round  of  new  streamlining  and  con- 
solidation for  Federal  education  programs  in  the  1996-1997  school 
year.  Such  action  would  move  our  schools  forward  along  a  contin- 
uum towards  flexibility  and  efficiency. 

A  final  point  on  accountability,  the  most  significant  Federal  in- 
vestment toward  that  end  is  the  National  Assessment  of  Edu- 
cational Progress.  NAEP  enables  State-by-State  testing  in  core 
subjects  at  three  levels  and  allows  States  to  compare  their  progress 
with  each  other  and  the  Nation  as  a  whole.  Consequently,  we  urge 
you  to  maintain  the  appropriation  for  NAEP  in  fiscal  1995,  and  ex- 
pand this  modest  investment  for  fiscal  1996  as  an  essential  part  of 
your  reform  strategy. 

Mr.  Chairman,  school  improvement  is  becoming  a  reality  in  Illi- 
nois and  many  other  States  with  the  reform  strategies  that  Con- 
gress authorized  just  last  year.  I  have  mentioned  our  State's 
progress.  Data  and  summaries  from  other  States  are  also  available. 

We  urge  you  to  help  us  maintain  our  momentum  on  the  reform 
agenda  as  schools  and  students  strive  towards  greater  achievement 
and  accountability.  With  your  continuing  support,  our  education 
system  will  meet  and  exceed  the  high  expectations  that  Congress 
and  the  American  people  have  for  it.  The  future  of  our  children  and 
our  grandchildren  will  be  bright  indeed. 

Thank  you  very  much  for  your  time. 

Mr.  Porter.  Dr.  Spagnolo,  you  gave  us  an  excellent  statement 
and  we  very  much  appreciate  your  coming  to  testify.  We  do  have 
a  vote  on  now  that  is  going  to  further  delay  our  proceedings,  so  we 
are  going  to  have  to  move  along  as  quickly  as  possible. 

Thank  you  for  being  here. 

[The  prepared  statement  of  Dr.  Joseph  A.  Spagnolo,  Jr.  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  on  behalf  of  all  of  the  State 
Superintendents  and  Commissioners  of  Education,  I  thank  you  for  this  opportunity  to  present 
recommendations  on  the  ways  in  which  your  decisions  for  appropriations  in  both  Fiscal  Year 
1995  and  Fiscal  Year  1996  can  make  federal  education  programs  much  more  effective  in 
improving  student  achievement. 

Mr.  Chairman,  I  would  like  to  open  with  good  news  about  how  helpful  the  Goals 
2000  program  is  for  Illinois.  Goals  2000  was  launched  July  1,  1994  with  no  regulations  and 
a  short  application.  We  applied  in  mid-August  and  the  U.S.  Education  Department  awarded 
our  grant  on  September  14.  Our  RFP  for  subgrants  to  local  districts  was  distributed  in 
November.  The  local  response  has  been  enthusiastic,  with  160  school  districts  applying  for 
funds  totalling  $7.9  million.  However,  we  have  only  $2.3  million  available  for  local  grants 
this  school  year.  This  enables  awards  of  approximately  20  grants  to  localities  for  individual 
school  improvement  plans;  $350,000  in  grants  to  local  education  agencies  in  cooperation 
with  institutions  of  higher  education  to  improve  teacher  preparation;  and  $580,000  for  up  to 
10  professional  development  proposals.  Our  districts  are  moving,  and  we  are  ready  to  use 
$14  million  (90%)  of  the  funds  appropriated  for  FY  1995  grants  to  advance  progress  in  those 
districts  with  initial  awards,  and  to  add  approximately  120  more  districts  as  we  expand  this 
grassroots  reform  effort  to  improve  student  achievement  in  all  964  Illinois  districts.  . 

This  Congress  and  your  Committee  is  undertaking  a  fundamental  reexamination  of 
federal  program  impact  and  of  ways  to  create  a  new  federal-state-local  partnership  for 
education  by  reshaping  the  federal  role  through  consolidation  or  block  grants.  Your 
decisions  on  appropriations  can  help  reach  the  objective  even  in  advance  of  any  revised 
authorizations  or  education  program  consolidation. 

Federal  investment  in  education  is  most  effective  if  states  and  localities  do  four 
things:  1)  Set  clear  and  challenging  standards  for  student  achievement;  2)  Have  sound, 
comprehensive  plans  for  use  of  federal  dollars;  3)  Merge  federal  dollars  with  state  and 
local  funds  intended  for  the  same  students  and  purposes;  and  4)  Have  reliable  testing  and 
accountability  systems  in  place  to  know  whether  standards  are  met  and  all  students  are 
progressing. 

These  four  conditions  are  precisely  what  states  and  local  school  districts  are 
establishing  now  under  the  Goals  2000,  Title  HI.  Under  this  legislation,  48  states  and  extra- 
state  jurisdictions  are  already  using  grants  to  set  their  own  standards;  plan  for  connecting 
federal,  state  and  local  funds;  support  local  innovations;  and,  improve  their  testing  systems. 
The  states  are  consolidating  programs  and  preparing  waivers  for  the  first  time  under  this 
federal  legislation.  Six  states  will  have  authority  under  the  "super  flexibility"  provisions  to 
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take  on  the  powers  of  the  U.S.  Secretary  of  Education  in  approving  consolidations  and 
waivers  of  their  own  programs. 

Under  Goals  2000  and  the  Improving  America's  Schools  Act  (IASA),  states  are 
establishing  a  new  partnership  with  the  federal  government.  IASA  permits  much  program 
consolidation.  Local  districts  can  merge  programs;  states  can  consolidate  all  of  their 
administrative  funds.  This  flexibility  and  program  integration  enables  "bottom  up"  reform  — 
classroom  by  classroom,  school  by  school,  district  by  district,  and  state  by  state  —  tailored 
to  what  parents  and  communities  want.  These  new  Acts  provide  for  education  the 
equivalent  of  federal  block  granting  for  other  services.  If  the  Congress  were  to  adopt  a  new 
education  block  grant  program  tomorrow,  Congress  would  ask  states  and  localities  put  in 
place  what  they  are  already  doing  under  Goals  2000  and  IASA. 

Three  major  appropriations  actions  are  needed  to  improve  student  achievement 
through  the  new  federal-state-local  partnership: 

1 .  First,  retain  the  $400  million  FY  1995  appropriation  for  Goals  2000  to  expand 
the  number  of  school  districts  participating  and  help  states  and  localities  establish  standards, 
assessments  and  program  consolidation.  We  know  this  appropriation  is  an  increase  in  a  year 
in  which  there  is  tremendous  pressure  for  decreases.  1995  is  a  critical  year  to  help  districts 
and  states  act  to  achieve  the  National  Education  Goals.  The  increase  is  justified  because  it 
supports  cutting  edge  work  to  get  higher  returns  from  current  federal  and  state  programs. 
In  FY  1996,  as  Congress  moves  toward  even  more  program  consolidation,  we  urge  you  to 
expand  support  for  Goals  2000  as  the  short  term  investment  in  change  strategy,  which 
business  uses  so  successfully,  to  give  states  and  localities  much  more  mileage  from  existing 
funds  under  other  federal  programs.  In  our  state,  the  increase  is  needed  to  help  the  400  local 
school  districts  which  have  neither  state  nor  federal  school  improvement  funds  to  support 
their  reform  efforts. 

2.  The  Improving  America's  Schools  Act  provides  for  the  most  far-reaching 
program  integration  and  consolidation  of  federal  funds  Congress  has  ever  authorized.  IASA 
is  based  on  high  standards  with  strong  accountability  for  results.  It  also  supports  innovation 
through  charter  schools  and  public  school  choice.  If  Congress  builds  on  this  authority  for 
further  integrating  program  and  administrative  funds,  particularly  through  the  Title  I 
schoolwide  programs,  it  will  be  well  on  the  way  to  realizing  the  benefits  of  block  granting. 

States  and  school  districts  are  gearing  up  to  implement  new  IASA  provisions  in  the 
school  year  1995-1996.  We  urge  your  support  of  the  progress;  do  not  let  it  slow  down.  You 
will  best  advance  the  reform  agenda  during  school  year  1995-96  by  maintaining  the  FY  1995 
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appropriation  already  made  for  program  and  administrative  mergers,  performance-based 
accountability  and  innovation  under  IASA.  Your  FY  1996  appropriation  for  IASA  should 
then  build  on  this  investment  for  the  effect  of  an  additional  stage  of  program  merger  or  block 
grant  strategy  which  can  take  hold  in  school  year  1996-97. 

3.  A  final  point  on  accountability.  The  most  significant  federal  investment  in 
testing  is  the  National  Assessment  of  Educational  Progress  (NAEP).  The  greater  the  use  of 
federal  consolidation  and  block  grant  approaches,  the  more  important  it  is  for  states  and  the 
nation  to  have  sound  assessments  for  accountability  and  reporting.  States  want  to  rely  on 
NAEP  for  state-by-state  achievement  results  in  the  core  subjects  at  three  grade  levels. 
Through  NAEP,  states  can  check  their  progress  related  to  each  other  and  the  nation,  and  they 
can  have  a  reading  on  whether  their  education  investment  is  producing  results.  We  urge  you 
to  maintain  the  appropriations  for  the  NAEP  in  FY  1995  and  expand  this  modest  investment 
for  FY  1996  as  an  essential  part  of  Congressional  education  reform  strategy. 

Mr.  Chairman,  the  states  are  really  moving  with  the  reform  strategies  that  Congress 
authorized  just  last  year.  In  our  State  of  Illinois,  we  are  using  the  new  authorities  to  bolster 
our  state  initiatives.  Goals  2000  funds  are  enabling  districts  to  take  action  under  our 
statewide  improvement  strategy  which  was  enacted  upon  recommendation  of  representative 
committees  of  Illinois  citizens,  business  leaders  and  professionals.  We  have  State  Goals  for 
Learning,  assessments  to  measure  progress  toward  them,  and  since  1991,  local  school 
accountability  for  achieving  results  for  all  students.  Illinois  has  a  unique  opportunity  to 
further  leverage  its  state-local-district  reform  initiative  by  using  the  federal  reform  funds  in 
concert  with  existing  state  and  local  monies.  With  great  support  from  the  business 
community,  we  will  have  a  complete  Goals  2000  state  plan  for  integration  of  our  federal, 
state  and  local  funds  in  June  1995. 

Other  states  are  moving  as  shown  in  the  attached  table.  We  can  provide  for  each 
Member  of  the  Subcommittee  a  summary  of  just  what  your  state  is  doing.  We  urge  your 
decisions  to  keep  us  advancing  on  the  reform  agenda  ~  particularly  on  Goals  2000,  IASA, 
and  NAEP  -  to  realize  the  improved  student  achievement  the  American  people  want  and  you 
expect. 

Thank  you. 


### 
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ccsso 

Status  of  State  Goals  2000 
Applications 


Updated  01/27/95 


Number  of  Applications  Received  by  the  U.S.  Department  of  Education:  54 
A.         Number  of  Approved  Applications:  48 

Number  of  State  Approvals:  4 1 

Number  of  Extra-State  Jurisdiction  Approvals:  7 


B.         Number  of  Pending  Applications: 

States:  IN,  MS,  SC 

Extra-State  Jurisidictions:  VI,  AK  Fed.,  Palau 


2.         Number  of  State  Applications  Not  Yet  Submitted: 

GA,  NH,  OH,  SD,  VA,  WY 
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Friday,  February  3,  1995. 

WITNESS 
REV.  WILLIAM  F.  DAVIS,  OSFS,  U.S.  CATHOLIC  CONFERENCE 

Mr.  Porter.  Reverend  William  F.  Davis,  the  United  States 
Catholic  Conference. 

Reverend  Davis.  Thank  you,  Mr.  Chairman,  and  Members  of  the 
committee,  for  the  opportunity  to  be  here  today. 

I  am  Father  William  Davis  of  the  Department  of  Education  of 
the  United  States  Catholic  Conference.  I  am  here  to  urge  you  to 
provide  a  full  $41,434  million  authorized  funding  level  in  Title  I 
capital  expenses  in  the  Improving  America's  School  Act. 

This  is  the  level  that  was  appropriated  in  fiscal  year  1995  and 
was  supported  at  that  time  by  the  fiscal  year  1995  budget  sent  to 
the  Congress  by  President  Clinton.  The  funds  are  needed  as  a  mat- 
ter of  justice  to  restore  Title  I  services  to  eligible  nonpublic  school 
students  who  have  been  deprived  of  them  since  the  Supreme 
Court's  Felton  decision  in  1985.  Although,  my  comments  are  refer- 
ring specifically  to  Catholic  schools,  I  think  it  affects  schools 
throughout  the  nonpublic  school  community  in  the  Nation. 

And  I  want  to  thank  you,  Mr.  Porter,  and  the  Minority  Members, 
Ranking  Minority  Member,  Mr.  Obey,  and  other  Members  of  com- 
mittee for  the  support  you  have  given  in  the  past,  since  1988,  in 
providing  capital  expense  money  for  this  critical  problem. 

In  Title  I,  the  Federal  Government  demonstrates  its  determina- 
tion to  help  students  overcome  the  disadvantages  of  a  lower-income 
environment  and  educational  ability.  The  extra  resources  of  Title 
I  provide  a  valued  supplement  to  the  instruction  that  Catholic 
schools  provide,  most  especially  in  the  inner-city  schools  of  our  Na- 
tion. 

It  is  a  particularly  egregious  when  students  eligible  for  such 
services  who  would  receive  them  if  they  enrolled  in  the  public 
school  are  deprived  of  them  solely  because  they  attend  a  Catholic 
or  other  private  school.  Parents  should  not  be  obliged  to  choose  be- 
tween Title  I  services  and  the  school  they  feel  most  necessary  to 
attain  the  needs  of  their  children. 

Catholic  schools  are  an  important  contributor  to  the  educational 
opportunity  available  to  American  students  and  have  demonstrated 
their  particular  success  with  Title  I  students.  And  nationally,  over 
23  percent  of  those  students  in  Catholic  schools  are  of  ethnic  or  ra- 
cial minorities,  a  figure  comparable  to  the  public  schools  nationally, 
and  a  high  percentage  of  these  students  are  not  Catholic. 

These  schools  provide  an  enviable  record  of  teaching.  The  drop- 
out rate  in  Catholic  schools  is  less  than  4  percent;  83  percent  go 
on  to  college,  and  minority  Catholic  school  students  have  higher 
achievement  scores  over  the  past  decade.  Catholic  school  Title  I 
students  are  particularly  concentrated  in  the  lowest-income  com- 
munities. 

In  1985,  the  Supreme  Court  held  in  Aguilar  v.  Felton  that  public 
school  Title  I  teachers  could  not  enter  the  premises  of  religiously 
affiliated  nonpublic  schools  in  order  to  provide  Title  I  services.  Ad- 
ministrators had  to  quickly  devise  off-site  methods  of  serving  ap- 
proximately 185,000  students. 
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In  about  half  of  the  cases,  LEAs  were  able  to  continue  Title  I 
services  to  nonpublic  school  students  at  nearby  facilities  in  vans  or 
mobile  classrooms.  The  other  half  of  the  students  lost  services 
sometimes  for  a  few  months,  sometimes  longer  and  some  perma- 
nent. While  there  is  disagreement  over  the  precise  number  of  stu- 
dents involved,  all  agree  that  the  services  have  not  returned  to  pre- 
Felton  numbers. 

The  most  recent  year  for  which  reliable  data  is  available  from 
the  Department  of  Education,  shows  that  the  services  are  reaching 
approximately  170,900  students,  while  the  report  identifies  289,900 
eligible  students.  Congress  stated  in  1988  that  its  intent  with  the 
capital  expense  provision  was  to  restore  the  degree  of  participation 
of  private  schoolchildren  in  Chapter  1  as  close  as  possible  to  the 
time  before  the  Aguilar  decision. 

The  GAO  study  of  1993,  concluded  that  14  of  52  State  edu- 
cational agencies  believe  their  States  were  reaching  almost  all  or 
all — that  is  80  percent  of  eligible  nonpublic  school  students.  The 
median  response  for  reaching  students  was  about  half. 

Capital  expenses  are  needed  to  sustain  the  degree  of  recovery 
that  has  been  attained  and  to  expand  the  recovery  to  include  all 
students  who  should  be  served.  There  is,  in  the  process,  a  clear 
failure  by  some  districts  to  set  appropriate  priorities  and  to  still 
use  these  funds  to  reimburse  districts  for  prior  expenditures,  even 
though  the  administration  in  its  reauthorization  of  H.R.  6  asked 
that  that  practice  be  stopped,  and  that  in  the  Senate  report  on  that 
bill,  they  also  recommended  that  that  practice  of  reimbursement  be 
stopped. 

There  is  a  question  of  program  quality  and  there  is  a  serious  con- 
cern expressed  by  the  congressionally  mandated  National  Assess- 
ment of  Chapter  1  Review  Panel  that,  in  many  instances,  the  qual- 
ity of  services  delivered  is  markedly  inferior  to  what  is  needed  in 
the  program.  Nonpublic  school  Title  I  programs,  all  of  them,  re- 
quire that  the  student  be  pulled  out  of  the  home  classroom.  There 
is  common  agreement  that  this  approach,  even  in  public  schools,  is 
disruptive,  and  the  student  is  clearly  identified  as  a  Title  I  student 
and  therefore  different  from  other  students. 

In  addition,  the  student  misses  instructions  taking  place  in  the 
regular  classroom.  The  programs  take  place  outside  the  school,  and 
where  students  must  travel,  they  are  especially  disruptive  and 
sometimes  even  physically  dangerous. 

The  1993  GAO  study  found  that  parental  rejection  of  services  is 
another  problem  and  that  parents  evaluated  the  services  offered 
them  as  being  of  poor  quality  and  disruptive  to  the  students'  over- 
all education. 

Mr.  Porter.  Father  Davis,  I  am  sorry  to  interrupt  you.  I  am 
going  to  have  to  go  vote. 

I  am  going  to  thank  you  for  your  very  good  statement.  We  will 
take  it  under  advisement. 

The  committee  will  have  to  stand  in  a  very  brief  recess  until  Mr. 
Bonilla  can  return  and  we  can  resume. 

[Recess.] 

[The  prepared  statement  of  Rev.  William  F.  Davis  follows:] 
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I  am  Father  William  F.  Davis,  O.S.F.S.,  of  the  Department  of  Education  of  the  United  States 
Catholic  Conference  (USCC).  The  USCC  speaks  on  behalf  of  the  nation's  more  than  8,500 
Catholic  elementary  and  secondary  schools,  2.6  million  students,  153,000  professional  educators 
and  the  millions  of  parents  who  support  them.  We  urge  you  to  provide  the  full  $41,434  million 
authorized  funding  level  for  the  Title  1  "Capital  Expenses"  provision  of  the  Improving  Americas 
School  Act  -  P.L.  103  -  382.  This  funding  level  was  also  supported  by  the  Clinton  Administration 
in  its  FY'95  budget  proposal.  These  funds  are  needed,  as  a  matter  of  justice,  to  restore  Title  1 
services  to  eligible  nonpublic  school  students  who  have  been  deprived  of  them  since  the  Supreme 
Court's  Felton  decision  in  1985. 

Although  in  my  comments  I  will  be  referring  to  Catholic  schools  particularly,  the  problem  I  am 
addressing  affects  students  in  schools  throughout  the  nonpublic  school  community.  This 
appropriation  addresses  a  problem  affecting  all  nonpublic  schools  enrolling  Title  I  students. 

We  wish  to  take  this  opportunity  to  thank  Chairman  Porter,  the  ranking  minority  member,  Mr. 
Obey,  and  each  member  of  the  Committee,  for  their  efforts  to  restore  full  Title  1  services  to  all 
eligible  nonpublic  school  students.  Since  1988,  your  support  has  secured  annual  appropriations 
for  Capital  Expense  Funds  beginning  with  $19.76  million  in  FY'89  to  $41,434  million  in  FY'95. 
These  funds  have  been  very  critical  to  the  task  of  restoring  full  Title  1  services  after  Felton. 
(See  Appendix  A) 

CHAPTER  1  AND  CATHOLIC  SCHOOLS: 

In  Title  1 ,  the  federal  government  demonstrates  its  determination  to  help  students  overcome  the 
disadvantages  of  both  lower  income  environment  and  educational  ability.  The  extra  resources  Title 
1  provides  are  a  valued  supplement  to  the  instruction  Catholic  schools  provide,  most  especially 
in  inner  city  schools.  It  is  particularly  egregious  when  students  eligible  for  such  services,  who 
would  receive  those  services  if  enrolled  in  a  public  school,  are  deprived  of  them  solely  because 
they  attend  Catholic  schools.  Parents  should  not  be  obliged  to  choose  between  Title  1  services  and 
the  quality  of  education  available  in  Catholic  schools.  Depriving  students  of  such  essential 
services,  simply  because  they  attend  religiously  affiliated  schools,  damages  the  students  and  our 
nation.  This  Committee,  and  Congress,  have  repeatedly  shown  that  they  share  our  concern. 

Catholic  schools  are  an  important  contributor  to  the  educational  opportunity  available  to  American 
students.  In  numbers  of  schools,  the  Catholic  school  community  is  larger  than  any  state  system. 
In  numbers  of  enrolled  students,  it  is  the  third  largest,  after  California  and  Texas. 

Catholic  schools  have  demonstrated  a  particular  success  with  the  students  Title  1  attempts  to  serve. 
In  a  number  of  states,  Catholic  schools  have  a  higher  percentage  of  minority  students  than  their 
public  school  counterparts.  Nationally,  over  23  percent  of  Catholic  school  students  are  from  ethnic 
or  racial  minorities,  a  figure  comparable  to  the  public  schools  nationally.  A  very  high  percentage 
of  these  students  are  not  Catholic. 

Catholic  schools  have  an  enviable  record  for  effective  teaching.  The  drop-out  rate  in  Catholic  high 
schools  is  less  than  4  percent;  more  than  83  percent  of  Catholic  high  school  graduates  go  on  to 
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postsecondary  education.  Minority  Catholic  school  students,  in  particular,  have  higher 
achievement  scores  than  similar  students  in  other  schools  in  reading  and  math  tests  administered 
as  part  of  the  National  Assessment  of  Academic  Progress  (NAEP)  over  the  past  decade. 

Catholic  school  Title  1  students  are  particularly  concentrated  in  the  lowest  income  communities. 
The  current  Title  1  implementation  study  found  that  53  percent  of  nonpublic  school  students  are 
in  the  most  poverty-impacted  quartile  of  school  districts,  compared  to  45  percent  of  public  school 
Title  1  students.  Nonpublic  school  Title  1  students  are  more  likely  to  live  in  the  most  poverty- 
impacted  districts  in  the  country  than  public  school  Title  1  students. 

NEED  FOR  CAPITAL  EXPENSE  FUNDS: 

In  1985,  the  U.S.  Supreme  Court  held,  in  Aguilar  v  FeltonT  that  public  school  Tide  1  teachers 
could  not  enter  the  premises  of  religiously  affiliated  nonpublic  schools  in  order  to  provide  Title 
1  services.  Administrators  had  to  quickly  devise  off-site  methods  of  serving  approximately 
185,000  students.  A  major  obstacle  was  the  cost  associated  with  the  rent,  purchase  or  maintenance 
of  facilities  and  similar  capital  expenses.  In  about  half  of  the  cases,  LEAs  were  able  to  continue 
Title  I  services  to  nonpublic  school  students  at  nearby  facilities,  or  in  vans  or  mobile  classrooms 
already  available  or  provided  through  special  state  or  local  appropriations.  The  other  half  of 
students  lost  services,  some  for  a  few  months,  some  longer,  some  permanently  (See  Appendix  B). 

There  is  disagreement  over  the  precise  number  of  students  served,  or  those  who  were  eligible  but 
lost  services,  or  those  who  should  have  been  served,  but  never  were.  But  all  agree  that  services 
have  not  recovered  to  the  pre-EeUon  numbers.  The  most  recent  year  for  which  reliable  data  is 
available  from  the  U.S.  Department  of  Education  shows  the  recovery  reached  approximately 
170,900.  The  same  report  identifies  289,900  nonpublic  school  students  as  eligible  for  participation 
in  Title  I  programs  (See  Appendix  C). 

Congress  stated  that  its  intent  with  the  Capital  Expense  provision  was  "to  restore  the  degree  of 
participation  of  private  school  children  in  Chapter  1  as  close  as  possible  to  the  time  before  the 
Aguilar  decision." 

In  the  summary  of  its  report  on  Capital  Expenses,  the  GAO  (February  26,  1993,  p.  3)  concluded 
that  only  14  of  52  SEA  offices  believed  their  states  were  reaching  "almost  all"  or  "all"  (80  percent 
or  more)  of  eligible  nonpublic  school  students.  The  median  response  was  that  the  state  was 
reaching  about  half  of  eligible  nonpublic  school  students. 

PROBLEMS  WITH  USE  OF  CAPITAL  EXPENSE  FUNDS: 

Capital  Expense  funds  are  needed  to  sustain  the  degree  of  recovery  that  has  been  attained,  and  to 
expand  that  recovery  to  include  all  the  students  who  should  be  served.  But  it  appears  that  even 
when  funds  are  available,  they  are  not  necessarily  being  used  to  maximize  services  to  students. 
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There  is  a  clear  failure  to  set  appropriate  priorities.  States  are  still  using  these  funds  to  reimburse 
districts  for  prior  expenditures.  A  number  of  states  returned  unspent  Capital  Expense  funds  but 
other  states  easily  used  these  returned  funds.  Some  LEAs,  particularly  small  and  rural  districts, 
do  not  qualify  for  enough  funds  to  purchase  adequate  facilities  for  providing  services. 

The  question  of  program  quality  is  of  equal  importance.  There  is  a  serious  concern,  expressed  in 
the  report  from  the  Congressionally  mandated  National  Assessment  of  Chapter  1  Independent 
Review  Panel,  that  in  many  instances  the  quality  of  services  delivered  is  markedly  inferior  to  what 
is  needed  for  the  program  to  succeed  in  making  an  educational  difference.  While  some  programs 
are  very  good,  many  are  clearly  troubled. 


All  nonpublic  school  Title  I  programs  require  that  the  student  is  to  be  "pulled  out"  of  the  home 
classroom.  There  is  common  agreement  that  this  approach,  even  in  public  schools,  is  disruptive 
of  sound  educational  progress.  In  such  programs  the  student  is  clearly  identified  as  a  Title  I 
student,  different  from  the  rest.  In  addition,  the  student  misses  instruction  taking  place  in  the 
regular  classroom  situation.  Programs  that  take  place  outside  the  school,  where  students  must 
travel,  are  especially  disruptive  and  even  physically  dangerous.  The  1993  GAO  study  found 
parental  rejection  of  services  is  another  major  problem.  Much  of  this  rejection  is  based  on  the 
parental  evaluation  that  the  services  offered  are  viewed  to  be  of  poor  quality  or  disruptive  to  the 
student's  overall  education. 

The  use  of  computers  to  provide  services  has  expanded  rapidly,  growing  from  5  percent  in  1986  - 
87  to  32  percent  in  the  most  recent  survey.  The  use  of  computers  requires  close  evaluation.  To 
be  most  effective,  computers  need  to  be  integrated  into  the  total  curriculum.  Unless  regular 
classroom  teachers  have  access  to  computer  resources,  the  computer  cannot  become  an  integral 
part  of  the  student's  course  of  study.  Often  the  placement  of  the  computers  forbids  the  presence 
of  a  teacher,  and  the  teacher  aide  who  is  present  may  not  be  involved  in  actual  instruction.  The 
computer  programs  often  only  provide  basic  education,  rather  than  providing  challenging 
educational  opportunities  for  the  student. 

Finally,  nonpublic  school  students  with  restored  services  receive  assistance  an  average  of  only  3.5 
days  a  week,  compared  to  5  days  in  the  public  school  program.  The  shorter  program  is  predictably 
less  effective,  especially  when  set  in  the  context  of  the  difficulties  Title  1  teachers  have  in 
planning  and  consulting  with  the  nonpublic  school  student's  regular  classroom  teacher. 

CONCLUSION: 

We  urge  the  Committee  to  recommend  the  full  funding  of  the  Capital  Expense  funds  appropriation 
request  of  $41,434  million  as  found  in  President  Clinton's  FY'95  budget  proposal,  an  amount 
equal  to  that  appropriated  in  the  FY'95  budget  and  as  authorized  by  Congress  in  passing  the 
Improving  Americas  School  Act,  P.L.  103  -382.  We  also  urge  that  the  Committee  consider  fully 
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funding  Title  1,  as  well  as  work  to  improve  the  operation  of  Title  1  programs,  in  order  to  be  better 
able  to  reach  all  eligible  public  and  nonpublic  school  students,  and  to  provide  programs  and 
services  of  the  highest  quality  possible.  While  we  are  aware  of  the  budgetary  problems  that  the 
Congress  faces  we  urge  the  Committee,  in  an  effort  to  provide  the  broadest  scope  of  services  to 
those  most  at  risk,  to  act  responsibly  and  provide  full  funding  for  the  other  Titles  of  P.L.  103  - 
382  as  well.  Finally,  we  recommend  that  the  Committee  consider  empowering  parents  to  obtain 
supplemental  services  for  their  children,  from  approved  tutors  or  specialists  when  other  options 
have  not  been  responsive  to  the  needs  of  those  children.  We  believe  that  this  option  would  be 
effective  in  restoring  services  to  students  deprived  of  services  in  small  school  district  curently  not 
eligible  for  Capital  Expenses. 
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APPROPRIATIONS  -  CAPITAL  EXPENSES 


FY'  89 

$  19.76 

FY' 90 

$25.7 

FY' 91 

$36.1 

FY' 92 

$  40.054 

FY' 93 

$  39.734 

FY' 94 

$41,434 

FY' 95 

$41,434 

Million 
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Friday,  February  3,  1995. 

WITNESS 
ARTHUR  ULLIAN,  NATIONAL  CAMPAIGN  TO  END  NEUROLOGICAL  DIS- 
ORDERS 

Mr.  Bonilla  [presiding].  If  I  could  have  your  attention,  we  are 
going  to  resume  the  hearing  at  this  time. 

Chairman  Porter  will  be  back  just  as  soon  as  he  can. 

Our  next  witness  this  morning  is  Arthur  Ullian  with  the  Na- 
tional Campaign  to  End  Neurological  Disorders. 

Mr.  Ullian. 

Mr.  Ullian.  Thank  you,  Mr.  Chairman. 

My  name  is  Arthur  Ullian,  I  am  the  Chairman  of  this  group,  a 
national  coalition  of  the  major  neurological  groups  in  the  country. 
That  is  National  Stroke,  Parkinson's,  MS,  we  are  all  together  in  a 
large  coalition. 

I  am  also  in  my  other  hat,  the  senior  partner  in  a  large  real  es- 
tate development  firm  in  Boston  and  we  have  housing  projects  in 
seven  States  on  the  East  Coast. 

But  when  I  fell  off  my  bicycle  three  summers  ago,  my  life  totally 
changed.  I  bruised  my  spinal  cord  and  now  I  am  a  quadriplegic. 

What  I  found  was  that  the  research  was  very,  very  close  to  find- 
ing a  cure  for  even  my  disease  as  well  as  other  neurological  dis- 
eases. I  was  really  rather  shocked.  And  I  also  found  that  what  is 
standing  in  the  way  between  delivering  those  treatments,  and 
cures  to  patients  and  stopping  this  kind  of  thing,  was  really  fund- 
ing. And  that  was  really  all  it  was.  Because  they  have  the  strate- 
gies and  those  strategies  are  in  the  laboratories,  but  they  are  just 
not  being  funded. 

Let  me  give  you  one  little  example  in  spinal  cord  injury.  Just  the 
other  day,  or  maybe  a  month  or  so  ago,  Lloyd  Gouth,  from  William 
and  Mary  College,  with  Gene  Roberts,  with  the  City  of  Hope  in 
California,  had  a  recent  study  just  published  in  the  New  England 
Journal  of  Medicine.  He  had  15  rats  which  he  did  not  treat,  injured 
rats,  did  not  treat  with  a  substance  that  he  had  developed.  Aiid  of 
the  15  that  were  not  treated,  none  regained  any  mobility  at  all.  But 
in  the  16  rats  that  he  did  treat,  1 1  of  them  stood  and  walked  and 
4  almost  normally.  I  mean,  when  I  saw  the  study,  my  reaction  was 
that  these  damn  rats  are  doing  a  hell  of  a  lot  better  than  I  am. 

But  these  kinds  of  examples  are  true  in  all  of  the  areas.  When 
I  look  at  the  report  language  from  your  committee  and  from  the 
Senate,  I  can  see  over  the  years  that  you  hear  this,  you  understand 
this,  and  you  write  about  it.  Our  problem  is  that  we  don't  get  any 
funding  at  NINDS.  You  know,  if  you  look  at  it  from  a  financial 
side,  which  is  my  other  hat,  I  guess,  we  see  that  the  largest  prob- 
lem, one  of  the  biggest  problems  in  the  country  is,  obviously,  health 
care  costs,  the  inflation  of  health  care  costs. 

I  mean,  this  last  year  between  1992  and  1993,  health  care  rose 
at  a  relatively  low  rate  but  when  you  compare  it  to  the  consumer 
price  index,  it  was  still  double  the  consumer  price  index.  And  using 
those  even  moderate  increases,  HCFA  estimates  that  by  the  year 
2005,  health  care  will  go  from  $850  billion  today  to  $1.8  trillion  10 
years  from  now.  And  the  government's  share  goes  from  $250  billion 
today  to  $700  billion  by  the  year  2005.  And  that  our  share  in  the 
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Gross  National  Product,  when  you  look  at  it  in  comparison  to  the 
Gross  National  Product,  which  is  the  key  thing,  in  1980,  we  spent 
9  percent  of  the  gross  domestic  product.  In  1993,  we  spent  almost 
14  percent  of  the  Gross  National  Product  in  health  care,  and  by  the 
year  2005,  it  is  almost  20.  One  out  of  every  $5. 

Now  what  is  the  cause  of  these  skyrocketing  costs?  The  cause 
really  is  illness.  And  once  you  can  stop  people  from  getting  sick, 
you  are  going  to  stop  that  increase. 

And  when  you  look  at  Europe,  for  example,  which  has  done  enor- 
mous things  in  terms  of  controlling  their  costs,  even  Draconian 
things — you  know,  you  don't  get  health  care,  all  kinds  of  stuff — 
when  you  look  at  the  rates  of  inflation  in  Europe  and  in  Canada, 
and  you  adjust  it  for  inflation  and  for  the  value  of  the  dollar,  their 
rate  of  increase  in  medical  care  is  the  same  as  ours.  So  what  you 
need — obviously,  what  has  happened,  it  is  a  worldwide  problem. 
You  have  to  get  at  the  illness. 

You  know,  I  was  thinking,  realized  as  I  was  coming  down  here, 
that  if  you  were  coming  to  me  as  an  investor  and  say,  I  am  your 
investor — which,  in  fact,  I  am,  I  buy  Treasuries,  so  I  am  your  in- 
vestor— if  you  came  to  me,  you  would  come  with  a  pro  forma  and 
I  would  look  through  your  pro  forma,  and  I  would  say:  What  is  this 
item  here?  This  is  crazy.  This  is  going  right  off  the  scale.  And  I 
would  say:  What  are  you  going  to  do  about  this  health  care  prob- 
lem? And  you  would  say:  Well,  we  were  going  to  cut  costs.  And  I 
say:  Well  that  is  pretty  good.  But  I  would  know,  I  have  heard  that 
argument  already  from  plenty  of  real  estate  friends  of  mine  who 
are  already  down  the  tubes,  I  would  say:  Do  you  have  any  other 
ideas  other  than  cutting  costs?  That  is  helpful,  but  do  you  have 
anything  else?  And  you  say:  Well,  you  know,  I  have  a  lot  of  evi- 
dence here  from  lots  of  terrific  scientists,  Nobel  laureates  and 
chairs  of  departments  and  they  have  cures.  They  have  rats  that  are 
walking.  They  have  terrific  things  for  Alzheimer's,  Parkinson's. 
And  I  would  say:  Well,  what  is  that  going  to  cost  you?  That  is  going 
to  cost  us  another  $250  million  investment.  Against  what?  Against 
$100  billion  in  cost. 

I  mean,  that  is  how  I  would  give  you  the  loan.  And  so  basically, 
what  I  am  asking  you  to  do  is  to  give  NINDS  the  increase  that  they 
have  been  asking  for  since  the  beginning  of  the  decade. 

This  is  the  decade  of  the  brain.  My  Congressman  Silvo  O.  Conte 
presented  that,  and  I  guess  the  President  signed  it  in  1989.  They 
have  been  asking  since  the  beginning  for  an  increase.  They  are 
asking  this  year  for  a  $250  million  increase.  And  that  $250  million 
increase  will  go  to  allow  the  new  research  to  be  worked  on,  so  that 
we  can  stop  this  suffering  and  we  can  save  money  at  the  same 
time. 

I  must  say,  I  appreciate  your  giving  me  the  opportunity  to  ap- 
pear before  you.  And  if  you  have  any  questions,  I  would  be  happy 
to  respond. 

Mr.  Bonilla.  Mr.  Ullian,  we  appreciate  you  being  here  today. 
And  I  am  very  familiar  with  the  Decade  of  the  Brain  Project,  as 
I  have  been  involved  in  that  myself  with  many  of  the  researchers 
for  two  years  now.  Thank  you  for  being  with  us  today. 

Mr.  Ullian.  Thank  you  for  having  me. 

[The  prepared  statement  of  Arthur  D.  Ullian  follows:] 


1050 


STATEMENT  OF 

ARTHUR  D.  ULLIAN 

FOR  THE  NATIONAL  CAMPAIGN  TO  END 

NEUROLOGICAL  DISORDERS 

CONCERNING  FY  1996  APPROPRIATIONS 

for  the 

NATIONAL  INSTITUTE  OF  NEUROLOGICAL  DISORDERS  AND  STROKE 

before  the 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION, 

AND  RELATED  AGENCIES 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 
February  3, 1995 


1051 


My  name  is  Arthur  Ullian.  I  am  the  chairman  of  the  National  Campaign  to  End 
Neurological  Disorders  (END),  a  coalition  of  voluntary  and  professional  neurological 
organizations  which  have  come  together  with  the  one  purpose  of  increasing  funding  for 
neurological  research.  As  a  result  of  a  bicycle  accident  I  had  three  summers  ago,  which 
left  me  paralyzed  from  the  waist  down,  I  became  involved  in  a  national  effort  to  promote 
biomedical  research  devoted  to  finding  treatments  and  cures  for  neurological  disorders. 
After  my  family  and  I  experienced  a  short,  but  difficult  period  of  severe  depression  and 
anxiety,  I  arrived  at  the  realization  that  I  needed  to  use  my  affliction,  together  with  my 
business  experience,  to  work  towards  eradicating  devastating  disorders  of  the  central 
nervous  system.  These  disorders  include  Parkinson's,  traumatic  head  injury,  Alzheimer's, 
stroke,  multiple  sclerosis,  spinal  cord  injury,  Lou  Gehrig's  disease,  and  brain  tumors, 
among  others. 

To  my  surprise,  I  discovered  that  in  the  last  few  years  there  has  been  an  enormous 
explosion  in  scientists'  understanding  of  how  the  brain  works.  With  the  convergence  of 
computer  technology,  brain  imaging  and  genetic  and  biomedical  engineering,  we  are 
standing  on  the  threshold  of  a  revolutionary  era  of  enormous  medical  breakthroughs.  The 
leading  neuroscientists  in  the  world  agree  that  given  the  strategies  for  fighting  neurological 
diseases  that  are  available  to  scientists  now,  80%  of  stroke  could  be  eliminated  within  a 
decade  and  treatments  could  be  developed  to  dramatically  minimize  the  paralytic  effect  of 
spinal  cord  injury,  to  slow  the  progression  of  dementia  including  Alzheimer's,  and  to 
reverse  the  effects  of  Parkinson's,  multiple  sclerosis  and  other  diseases  of  the  nervous 
system 

Major  neurological  patient  organizations  joined  END  because  important 
developments  in  central  nervous  system  research  have  serious  implications  for  all 
neurological  diseases.  Nerve  regeneration,  for  instance,  is  important  to  spinal  cord  injury, 
head  injury,  and  stroke  survivors,  as  well  as  people  debilitated  by  Parkinson's  or  Lou 
Gehrig's  disease.  It  is  crucial,  then,  that  basic  neurological  research  be  funded  through  the 
National  Institute  of  Neurological  Disorders  and  Stroke  (NINDS),  the  NIH  institute  which 
funds  most  neurological  research. 

In  1989,  the  National  Advisory  Council  of  the  NINDS  issued  a  list  of  goals  which 
scientists  believed  they  could  achieve  by  the  end  of  the  decade  if  NINDS  received  a  $300 
million  increase  in  funding.  The  goals  were  stated  as  follows: 

•  Prevention  of  80%  of  strokes 

•  Effective  therapies  for  brain  and  spinal  cord  injuries 

•  Genetic  treatments  for  Tay-Sach's  and  Huntington's  disease 

•  Amelioration  of  progressive  dementias  including  Alzheimer's  and  cerebrovascular 


Treatments  that  prevent  or  reverse  neurological  loss  in  Parkinson's  disease  and 
Multiple  Sclerosis 

Treatments  protecting  the  brain  threatened  by  alcohol  and  substance  abuse 
Relief  of  chronic  pain 
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New  approaches  to  life  saving  therapy  for  brain  tumors  in  children  and  adults 
Development  of  new  drugs  to  reduce  spasticity,  dystonia  and  abnormal  movements  for 
persons  with  Cerebral  Palsy  and  other  degenerative  diseases 
A  new,  more  effective  generation  of  anti-epileptic  medicines 


Further,  in  1992,  the  Nobel  Laureate  Dr.  James  Watson,  who  discovered 
recombinant  DNA  and  founded  genetic  engineering  and  biotechnology,  convened  a 
meeting  of  the  country's  most  prestigious  scientists  in  the  field  of  neuro-science.  It  was 
the  objective  of  these  scientists  to  outline  ten  obtainable  goals  to  be  reached  by  the  end  of 
the  decade  with  sufficiently  funded  research.  These  goals  included  those  listed  by  the 
Advisory  Council  to  the  NINDS.  Unfortunately,  research  has  not  been  sufficiently  funded. 

Since  the  beginning  of  the  decade,  declared  by  Congress  and  the  President  to  be 
"the  Decade  of  the  Brain",  patients  have  appeared  before  this  subcommittee  to  testify  to 
the  enormous  suffering  caused  by  neurological  disorders.  Scientists  have  presented 
evidence  which  shows  the  potential  for  dramatic  research  breakthroughs  in  the  next  5  to 
10  years,  if  only  they  had  enough  funds  to  test  their  strategies  in  clinical  trials  across  the 
country.  The  Congressional  report  language  written  year  after  year  recognizes  the 
enormous  prospects  for  cures  and  the  concurrent  reduction  in  health  care  costs  if  cures  are 
found.  And  still,  the  NINDS  has  not  seen  any  substantial  increases. 

The  NINDS  is  the  focal  point  of  the  National  Institutes  of  Health  for  research  in 
neurological  and  neuromuscular  disorders.  Unfortunately,  over  the  years,  the  NINDS  has 
only  received  a  3-5%  increase  in  funding  which  merely  covers  inflationary  increases.  This 
is  not  enough  to  fund  the  new  research  that  we  all  agree  will  lead  to  cures  and  treatments 
for  millions  of  people  suffering  from  neurological  disorders.  In  the  past,  Congress  has 
appropriated  large  increases  to  other  NIH  institutes  when  they  have  determined  that 
additional  funds  will  bring  results. 

Why  not  increase  appropriations  to  the  NINDS?  The  NINDS  has  consistently  presented 
evidence  of  breakthroughs,  but  has  not  received  the  increases  that  they  have  asked  for. 
For  fiscal  year  19%,  the  NINDS  has  requested  an  increase  in  funding  to  $870  million,  a 
$220  million  increase  over  last  year's  appropriation.  A  $220  million  increase  is  small, 
compared  to  the  number  of  people  affected,  and  to  the  billions  of  dollars  that  could  be 
saved  in  health  care  expenditures.  $124  million  of  these  appropriations  would  be  used  to 
double  the  number  of  new  grants. 

People  with  neurological  disorders  do  not  die  quickly,  which  means  that  they 
suffer  and  they  are  expensive.  The  United  States  currently  spends  one  out  of  every  seven 
dollars  on  direct  health  care  costs  or  $121  million  for  persons  with  neurological  disorders. 
When  combined  with  indirect  costs,  this  results  in  a  staggering  bill  of  $400  billion. 

Increases  in  health  care  expenditures  is  the  major  fiscal  concern  for  our  country, 
and  if  not  controlled,  will  consume  more  and  more  of  the  Gross  Domestic  Product  (GDP). 
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In  1993,  total  health  care  expenditures  were  S85S  billion.  This  represents  an  increase  of 
5.9%  over  1992.  Although  this  was  the  lowest  increase  in  20  years,  when  we  compare  it 
to  the  Consumer  Price  Index  (CPI)  for  the  same  period,  which  was  3%,  the  medical  CPI 
still  doubled.  Many  economists  are  uncertain  that  this  low  rate  of  inflation  of  medical  CPI 
is  sustainable.  It  may  actually  have  been  a  result  of  the  national  focus  on  health  care 
during  the  health  care  reform  debate.  However,  even  using  this  low  rate  of  increase  for 
medical  care  expenditures,  the  Health  Care  Financing  Administration  (HCFA)  projects 
health  care  expenditures  to  increase  to  $  1 .8  trillion  by  the  year  2005,  which  will  represent 
18%  of  the  GDP,  up  from  9.2%  in  1980.  Furthermore,  the  federal  government's  share, 
according  to  the  Congressional  Budget  Office  (CBO),  will  increase  from  $242  billion  in 
1994,  to  $694  billion  by  2005.  This  not  only  represents  an  increase  in  the  cost  of  health 
care,  but  also  represents  an  increase  in  the  percentage  of  the  federal  government's  share  of 
these  costs,  from  30%  in  1994  to  35%  in  2005. 

Although  dramatic,  this  increase  is  much  less  than  the  projections  made  by  HCFA 
in  the  fall  of  1992.  These  projections  were  based  on  historical  data  collected  in  the  years 
prior  to  1993,  when  increases  were  smaller.  HCFA  estimated  that  by  2010,  health  care 
costs  will  be  $3.8  trillion,  22%  of  the  GDP  and  the  public's  share,  both  state  and  federal 
will  be  almost  $2  trillion.  Can  we,  as  a  society,  afford  to  spend  $1  out  of  every  $5  on 
healthcare? 

Medicaid  and  Medicare  represent  the  major  part  of  the  federal  share  in  health  care. 
Medicare  provides  minimal  coverage  for  long  term  care.  Persons  requiring  long  term  care 
will  spend  over  $40,000  a  year,  quickly  eating  through  their  assets,  leaving  many  of  the 
middle  class  elderly  qualifying  for  Medicaid.  Long  term  care  represents  over  40%  of 
Medicaid  payments  made  on  behalf  of  less  than  7%  of  the  recipients.  Most  beneficiaries 
of  long  term  care  are  elderly.  In  addition  to  the  elderly,  12%  of  Medicaid  payments  go  to 
the  mentally  retarded,  who  amount  to  only  1  %  of  the  recipients. 

The  majority  of  long  term  care  recipients  are  suffering  from  some  sort  of  a 
neurological  disorder.  In  fact,  one  half  of  long  term  nursing  care  costs  are  for  patients 
with  Alzheimer's  and  other  degenerative  diseases  of  the  brain.  It  is  logical  that  people 
with  neurological  disorders  would  constitute  the  bulk  of  these  costs,  since  people  suffering 
from  other  diseases  (heart,  cancer,  etc.)  either  recover  or  die.  In  contrast,  people  with 
neurological  disorders  suffer  and  linger  for  many  years. 

Why  is  health  care  increasing  so  rapidly?  The  answer  is  relatively  obvious.  The 
increase  is  due  to  the  medical  care  revolution  which  has  brought  us  a  better  quality  of 
medicine.  This  has  eliminated  many  of  the  deadliest  diseases  through  the  discovery  of 
antibiotics,  which  allow  us  to  live  healthier  and  longer  lives.  In  the  1950's  and  1960's,  we 
did  not  spend  money  on  big  screen  televisions,  VCRs,  or  personal  computers  because  the 
technology  was  not  there.  In  the  same  way,  during  that  era,  we  did  not  spend  money  on 
triple  bypass  surgeries,  CAT  scans  and  other  new  technologies  because  they  were  not 
available. 
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Many  countries  like  Canada,  Japan,  England,  Germany  and  Italy,  are  experiencing 
similar  health  care  costs  increases  and  have  attempted  to  control  costs  in  various  ways. 
For  example,  they  have  tried  limiting  care,  controlling  prices,  delaying  surgery  and 
employing  other  draconian  methods.  Even  with  their  cost  controlling  efforts,  we  find  that 
the  rate  of  inflation  for  health  care  abroad,  when  adjusted  for  the  value  of  the  dollar  and 
inflation,  is  close  to  what  we  have  experienced  in  the  U.S.  Various  states  in  the  US  have 
also  tried  to  control  Medicaid  costs  independently  but  they  have  merely  succeeded  in 
shifting  costs  between  and  within  sectors.  Simply  cutting  Medicaid  benefits  does  not 
reduce  the  costs,  as  these  costs  will  eventually  reappear  in  the  system  somewhere  else. 
Once  the  inefficiencies  in  the  health  system  have  been  dealt  with,  health  care  expenditures 
will  continue  to  rise  again  at  the  same  rate. 

The  obvious  conclusion  is  that  as  long  as  people  continue  to  get  sick,  health  care 
costs  will  continue  to  increase.  The  only  way  to  eliminate  illness  is  through  a  long-term 
commitment  to  research.  Promising  strategies  languish  on  the  shelves  in  laboratories 
across  the  country,  unable  to  be  tested  because  of  insufficient  research  funding.  There  are 
numerous  examples  of  important  research  that  has  shown  tremendous  promise  in  many 
neurological  diseases.  For  example,  recent  discoveries  of  the  protein  beta  amyloid,  which 
in  excess  causes  brain  cell  death,  has  led  scientists  to  develop  a  simple  test  to  block  this 
excess  production  of  the  protein.  This  is  one  of  the  causes  of  Alzheimer's.  With 
additional  funding,  many  more  strategies  to  find  the  blocker  drug  can  be  tested.  This  will 
most  certainly  lead  to  early  treatments.  This  drug,  when  found,  will  slow  down  the 
progression  of  Alzheimer's  by  1/3,  leading  to  shortened  nursing  home  stays  and  savings  of 
billions  annually. 

In  the  field  of  spinal  cord  injury,  there  have  also  been  numerous  exciting 
breakthroughs  that  have  gone  unfunded.  In  198 1 ,  Alan  Faden  and  his  colleagues  at  the 
Uniformed  Services  University  reported  that  a  drug  called  thyrotropin  releasing  hormone 
(TRH)  significantly  improved  recovery  when  given  to  cats  shortly  after  spinal  cord  injury. 
As  a  result  of  lack  of  funding,  a  Phase  II  clinical  trial  was  started  in  1989,  a  delay  of  8 
years.  The  trial's  findings  were  published  in  1994,  reporting  promising  results  which 
prompted  the  authors  to  call  for  a  Phase  HI  clinical  trial.  In  another  case,  Andrew  Blight 
and  his  colleagues  at  NYU  Medical  Center  discovered  in  1987  that  a  drug  called  4- 
aminopyridine  (4-AP)  significantly  improved  sensory  and  motor  function  in  spinal  injured 
cats.  Eight  years  and  five  publications  later,  still  no  funding  was  available.  The  funding 
was,  however,  found  in  Canada,  where  a  positive  Phase  D  trial  led  to  the  recommendation 
of  a  Phase  III  trial  by  the  authors. 

These  were  extremely  promising  results  which  could  have  reached  spinal  cord 
injured  patients  by  now.  Instead,  we  are  spending  $7  billion  to  maintain  them  in  their 
current  state,  an  option  that  has  no  real  benefit  for  anyone.  Even  a  partial  return  of 
function  would  produce  immediate  savings.  For  instance,  many  people  with  spinal  cord 
injury  have  paralyzed  bladders  and  must  catheterize  themselves  several  times  daily.  A 
sterile  catheterization  kit  costs  about  $8.  If  we  assume  very  conservatively  that  about  half 
of  the  220,000  spinal-injured  people  in  the  country  use  two  kits  daily,  the  bill  comes  to 
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$5840  per  person  or  $642  million  per  year.  One  effective  treatment  for  one  problem  in 
one  disease  can  return  the  Federal  government's  investment  in  all  of  neurological  research. 
Incidentally,  the  budget  of  the  National  Institute  of  Neurological  Disorders  and  Stroke  at 
NIH  is  $642  million  this  year.  The  pattern  is  clear.  Without  substantially  increased 
investment  in  neurological  therapy  research,  progress  will  continue  to  be  slow. 

Those  of  us  who  have  these  disorders  again  ask  Congress  to  make  the  moral 
choice  to  invest  in  neurological  research  and  provide  substantial  increases  in  funding  to  the 
NINDS    Only  once  before  have  we  had  an  opportunity  to  change  the  lives  of  so  many 
people,  while  simultaneously  benefiting  the  government  by  reducing  health  care  costs. 
The  polio  vaccine  was  discovered  just  as  the  United  States  government  was  considering 
appropriating  funds  to  create  iron  lung  centers  all  over  the  country. 

Dr.Albert  Sabin,  developer  of  the  oral  vaccine  for  polio,  said,  "A  scientist  who  is 
also  a  human  being  cannot  rest  while  knowledge  which  might  be  used  to  reduce  suffering 
rests  on  a  shelf." 

Can  we,  as  a  society,  allow  our  citizens  to  continue  to  suffer  knowing  full  well  that 
their  suffering  could  be  eliminated  with  such  a  small  investment?  The  voluntary 
neurological  organizations  representing  millions  of  Americans  urge  you  to  increase 
funding  in  fiscal  year  19%  to  $870  million. 

I  am  grateful  for  this  opportunity  to  present  testimony  to  this  distinguished 
Subcommittee  and  will  be  pleased  to  answer  any  questions  the  Members  or  the  Chairman 
may  have.  Respectfully  submitted  on  February  3, 1995. 
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Friday,  February  3,  1995. 

WITNESS 
CAROL  SIMPSON  STERN,  Ph.D.,  ASSOCIATION  OF  AMERICAN  UNIVER- 
SITIES 

Mr.  BONILLA.  Our  next  witness  is  Carol  Simpson  Stern,  Dr. 
Stern,  with  the  Association  of  American  Universities. 

Dr.  Stern.  I  am  pleased  to  have  this  opportunity  to  testify  before 
the  Members  of  the  subcommittee.  And  I  will  be  very  faithful  to  the 
time  constraints. 

We  have  a  document  in  front  of  you  which  is  developed  by  the 
American  Association  of  Universities  in  conjunction  with  Graduate 
School  Deans  and  many  others  of  us  who  are  in  the  higher  edu- 
cation enterprise. 

My  plea  to  this  group,  speaking  specifically  about  the  national 
fellowship  programs  which  are  in  Title  LX,  we  are  asking  for  you 
to  hold  a  place  in  the  appropriations  bill  to  permit  us  an  oppor- 
tunity to  consolidate,  to  put  through  the  authorization  changes  that 
will  allow  us  to  consolidate  the  four  programs  that  make  up  Title 
LX  in  a  way  which  we  believe  will  preserve  the  best  features  of 
them,  and  will,  indeed,  effect  economies  and  allow  for  an  oppor- 
tunity to  privatize  the  award  granting  mechanisms  involved  in 
these  Department  of  Education  programs. 

So  that  is  what  we  are  asking  for.  And  I  suppose  a  question  that 
you  could  ask  us  is  why  must  the  Federal  Government  continue  to 
be  asked  to  support  doctoral  education?  Is  it  indeed  a  vital  national 
need? 

We  would  certainly  say  it  is.  The  graduate  education  in  this 
country  is  unrivaled  in  the  world.  And  that  has  not  been  done 
without  the  assistance  of  the  Federal  Government. 

The  Federal  Government's  grants  have  made  this  possible;  the 
kind  of  discoveries  in  the  fields  of  knowledge  and  inventions  that 
you  are  hearing  about  this  morning,  is  largely  produced  obviously 
in  laboratories,  but  importantly,  within  the  universities.  And  the 
graduate  student  population,  whom  we  are  funding  with  this  Title 
IX  money,  that  is  approximately  2,500  students  in  any  one  year, 
they  are  the  capital  resource,  the  human  resource  that  you  need  to 
be  investing  in. 

If  you  ask  me  how  is  this  saving  you  money;  what  are  we  propos- 
ing here?  We  have  GAANN  monies  and  Patricia  Robert  Harris 
monies,  Javits  money  and  faculty  development  monies.  These  are 
four  fellowship  programs  which  are  contained  in  the  Title  LX.  We 
want  to  consolidate  that  Title  IX  so  that  what  is  now  four  pro- 
grams, in  effect,  becomes  one  program  with  two  parts. 

At  the  level  of  the  administration  of  this,  this  will  be  cost-effec- 
tive. We  will  preserve  the  aspects  of  the  grants  that  support  the 
sciences,  the  GAANN  is  specifically  what  I  am  thinking  of  here. 

In  my  institution  in  the  field  of  physics  since  these  grants  have 
begun,  which  is  recently,  we  have  seven  graduates,  all  of  whom 
have — one  just  graduated  in  December,  he  is  considering  where  he 
wants  to  go.  The  others  half  of  them  are  in  industry  and  half  in 
higher  education  and  two  of  them  are  women. 

The  faculty  development  grants  which  are  a  portion  of  this  pack- 
age have  permitted  us  to  bring  in  recently  six  African-American 
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men  entering  fields,  different  disciplines,  all  committed  to  pursue 
the  Ph.D.  I  would  correct  what  Mr.  Gray  said  earlier.  There  are, 
in  fact,  there  was  a  leveling  off  of  Ph.D.'s  minorities,  but  it  is  now 
slightly  increasing.  And  certainly,  the  majority  institutions,  as  well 
as  the  historically  black  institutions,  are  critical  if  we  are  going  to 
have  a  broad  spread  of  representation  in  our  society. 

The  consolidation  that  we  are  describing  has  several  components. 
One  is  to  simulate  the  method  that  the  NSF  uses  in  making  the 
awards,  you  are  putting  the  award  judgment  in  the  hands  of  people 
who  know  how  to  do  it.  They  are  close  to  the  faculty  enterprise. 
They  are  corrective  against  bias.  It  is  privatized,  you  don't  build  in 
the  constant  costs  that  you  would  have  with  government  personnel 
by  putting  the  four  programs  down  into  these  two  programs. 

We  also  want  to  say  the  TRIO  program  has  been  remarkably  suc- 
cessful. We  want  to  enlarge  that  program  to  enable  it  to  hold  the 
doctoral  component.  This  is  essential.  This  would  make  this  a  very 
integrated  program,  where  students  are  grabbed  in  high  school  and 
they  are  cultivated  through  the  colleges,  and  then  they  set  their 
sights  on  the  Ph.D.  And  it  is  true  that  some  of  the 
underrepresented  minorities  are  being  attracted  to  industry  and 
other  more  lucrative  jobs  in  our  society  but  it  is  critical  that  we 
have  these — this  presence  in  the  disciplines  in  the  graduate  school 
composition,  in  pursuit  of  the  Ph.D. 

So  we  believe  that  our  recommendations  that  are  before  you  will 
enable  us  to  keep  individual  fellowships  national  in  the  field  of  the 
humanities,  we  would  simplify  and  cut  away  the  social  science 
grant.  We  see  the  GAANN  instrument  as  vital  to  bringing  us  the 
breadth  of  scientific  discoveries  and  education  that  we  need. 

All  these  programs  in  the  Department  of  Education  recently  have 
focused  on  the  educative  side  of  this  as  well  as  the  discovery  and 
the  invention  of  knowledge.  That  is  changing  the  way  universities 
handle  knowledge.  And  is  changing  it  in  more  productive  ways. 

So  the  consolidation  proposal,  combined  with  the  way  in  which 
it  can  effect  economies,  can  be  scaled.  It  is  a  supple  instrument. 
You  can  scale  it  up  and  down  if,  in  fact,  there  were  a  need  to  be 
making  cuts. 

The  current  system,  you  have  four  of  these  programs,  to  cut 
away  at  one  of  them,  so  it  putting  them  all  at  risk.  Our  proposal 
would  keep  this  package,  use  it  more  frugally,  wisely,  more  pru- 
dently and  much  more  cost-effectively,  but  it  would  preserve  the 
range  of  instruments  that  we  in  the  education  world  feel  are  essen- 
tial. You  need  the  science.  You  need  the  humanities,  you  need  too 
continue  to  seek  underrepresented  populations  in  the  graduate 
school  cohort. 

And  the  government's  return  on  this,  these  students  are  proud 
of  these  awards.  They  name  them.  They  know  who  is  supporting 
them.  They  are  out  in  the  job  market. 

It  is  not  true  that  the  oversupply  is  so  daunting  that  we  are  edu- 
cating people  who  have  nothing  to  do  with  these  degrees  of  ours. 
Rather,  you  have  very  complex  knowledge  that  is  now  having  to  be 
mastered.  And  it  takes  a  lot  of  discipline  and  a  lot  of  time. 

The  final  component  that  we  are  suggesting  is  that  we  eliminate 
the  need  analysis.  Graduate  students  do  not  have  the  means  to  go 
through  graduate  school  with  their  own  money.  It  is  then  unneces- 
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sary  to  conduct  the  Title  IV  need  analysis  so  we  can  effect  many 
economies  by  eliminating  that  need  analysis.  If  you  want  other  test 
tests,  pass  it  down  to  the  institutions,  but  don't  burden  the  Federal 
Government  with  the  costly  mechanism  to  assess  need  which  saves 
you  relatively  little  money.  If  you  want  to  save  the  money,  then 
have  the  grants  lower. 

That  is  my  plea  for  graduate  education,  and  I  am  happy  to  an- 
swer any  questions  that  you  might  have. 

[The  prepared  statement  of  Carol  Simpson  Stern,  Ph.D.  follows:] 
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Mr.  Chairman,  I  am  Carol  Simpson  Stern,  Dean  of  the  Graduate  School  at 
Northwestern  University.   I  am  pleased  to  be  here  today  to  testify  on  the  importance  of  graduate 
education  programs  which  are  administered  by  the  Department  of  Education. 

Graduate  education  is  a  key  component  of  the  nation's  capacity  for  human  resource 
development,  and  the  federal  government  plays  a  critical  role  in  sustaining  that  capacity. 
Doctoral  recipients  become  the  scientists,  teachers,  and  scholars  responsible  for  the  discovery 
and  dissemination  of  new  knowledge  and  the  preservation  and  interpretation  of  our  intellectual 
and  cultural  heritage.  Doctoral  recipients  are  the  intellectual  core  of  our  colleges  and 
universities,  but  they  play  a  critical  role  in  other  key  sectors  of  society  as  well.  Almost  50 
percent  of  1992  PhD  recipients  had  employment  commitments  outside  the  academic  sector, 
including  19  percent  in  industry  and  10  percent  in  government.  Physical  science  and 
engineering  PhDs  are  particularly  important  to  industry:  of  1992  PhD  recipients,  50  percent  of 
physical  science  PhDs  and  58  percent  of  engineering  PhDs  had  employment  commitments  in 
industry. 

Master's  degree  recipients  may  go  on  to  pursue  doctoral  degrees;  more  often  they  are 
educated  to  begin  state-of-the-art  careers  in  industry,  strengthening  our  nation's  economic 
performance  in  global  competition.  Master's  students  also  enter  our  public  service  sector  to 
pursue  careers  which  enrich  the  quality  of  life  in  our  communities. 

The  federal  role  in  supporting  graduate  education  is  critical.  Because  the  talented 
students  who  receive  graduate  degrees  are  a  national  resource  whose  employment  prospects  are 
not  bounded  geographically,  states  are  reluctant  to  invest  substantially  in  graduate  education. 
Similarly,  industry  investment  in  graduate  education  is  as  likely  to  benefit  a  given  company's 
competitors  as  itself.   Financially  strapped  universities  invest  what  they  can,  particularly  in 
underfunded  areas  such  as  the  humanities  and  social  sciences.  Graduate  students  themselves 
are  likely  to  have  accumulated  substantial  debt  to  finance  their  undergraduate  education  and 
incur  the  additional  cost  of  foregone  income  to  pursue  graduate  education.   But  federal 
investment  in  graduate  education  and  fundamental  research  has  richly  benefited  this  nation, 
providing  a  strong  base  of  knowledge  and  talent  on  which  government,  industry,  and 
educational  institutions  have  drawn. 

The  Department  of  Education's  Title  IX  graduate  fellowship  programs  are  an  important 
part  of  the  federal  government's  investment  in  graduate  education.  The  Harris  Graduate 
Fellowship  program  has  enabled  universities  to  support  thousands  of  students  from  groups 
underrepresented  in  graduate  education.  The  Javits  fellowship  program  is  the  sole  federal 
program  focusing  on  support  for  graduate  study  in  the  humanities  and  social  sciences.  And  the 
Graduate  Assistance  in  Areas  of  National  Need  program  has  enabled  productive  graduate 
programs  in  areas  of  national  need  to  increase  the  number  of  gifted  U.S.  citizens  they  can 
support. 

Nonetheless,  we  are  keenly  aware  of  the  pressures  on  the  federal  budget  and, 
accordingly,  on  these  graduate  programs.  Added  to  that  financial  pressure  is  a  new  commitment 
to  try  to  make  government  smaller,  more  efficient,  and  more  effective.  Therefore,  we  are 
requesting  level  funding,  $59  million,  for  the  Department  of  Education's  graduate  education 
programs  in  FY'96.  As  indicated  below,  we  have  developed  a  consolidation  proposal  for  the 
graduate  education  programs  which  will  significantly  reduce  program  costs  and  therefore  save 
money. 
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Last  December,  AAU  assembled  a  group  of  graduate  deans  and  other  university 
officials  to  see  if  we  could  develop  a  proposal  for  consolidation  of  the  Department's  Title  IX 
programs  that  would  preserve  the  most  critical  elements  of  those  programs  while  reducing  the 
number  of  programs  and  reducing  the  federal  cost  in  dollars  and  personnel  of  administering 
those  programs.  We  believe  that  we  have  succeeded  in  producing  a  consolidation  proposal  that 
meets  these  objectives. 

We  understand  that  implementing  such  a  consolidation  proposal  will  require 
amending  authorizing  legislation,  and  we  intend  to  press  for  such  changes.  Our  request  to  you  is 
that  you  provide  a  place  holder  in  your  appropriations  bill  for  the  revised  Title  IX  we  will  work  to 
achieve. 

The  components  of  our  proposal  follow: 

Proposal  for  Consolidation  of  Graduate  Education  Programs 

This  proposal  would  consolidate  four  Title  IX  graduate  education  programs  (Javits,  Harris, 
CAANN,  and  Faculty  Development)  into  a  single  two-part  program.   In  addition,  it  would 
establish  a  new  TRIO  graduate  fellowship  program  which  would  be  available  to  McNair  students 
who  enroll  in  graduate  programs  in  pursuit  of  the  PhD. 

The  Title  IX  program  awards  would  be  allocated  strictly  on  the  basis  of  merit.  The 
program  would  be  contracted  out  to  nongovernmental,  not-for-profit  organizations  for  program 
administration,  particularly  the  merit  review  components  of  the  program.  The  contracting 
provision  would  reduce  the  demand  for  federal  employees  to  manage  the  program  and  would 
allocate  key  education-based  elements  of  program  administration  to  organizations  and  personnel 
with  strong  records  of  quality  administration  of  such  programs. 

Programs 

One  Title  IX  National  Graduate  Fellowship  Program 

This  program  would  include  two  components.  The  first  component  would  be  a  traineeship 
program  containing  elements  of  both  the  CAANN  and  Harris  programs: 

•  Grants  would  be  awarded  to  academic  departments  or  programs  based  on  merit;  grant 
funds  would  be  used  by  recipient  departments  to  provide  fellowships  to  students 
selected  by  them. 

•  Departments  which  used  the  funds  to  support  students  pursuing  doctoral  study  would 
receive  three-year  grants;  departments  which  used  the  funds  to  support  students 
pursuing  master's  study  would  receive  two-year  grants. 

•  The  program  would  provide  an  incentive  for  departments  to  recruit  students  from 
minority  groups  underrepresented  in  that  department's  academic  discipline:  for  each 
student  from  such  a  group  supported  with  its  first-year  funds,  departments  would  receive 
additional  funds  in  their  continuation  grants  equal  to  an  additional  fellowship;  these 
funds  could  be  used  either  to  support  additional  students  or  to  provide  funds  for  the 
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graduate  program,  such  as  acquiring  research  instrumentation  and  providing  funds  for 
fellows'  travel  to  scholarly  meetings. 

•  All  academic  disciplines  would  potentially  be  eligible  for  support.  Those  actually 
supported  in  a  given  year  would  be  selected  on  the  basis  of  judgments  of  national 
priority  made  by  a  panel  of  federal  and  graduate  education  policymakers  drawn  from: 

—  the  National  Science  Foundation,  the  National  Institutes  of  Health,  the  National 
Endowment  for  the  Humanities,  the  Department  of  Defense,  the  Department  of 
Energy,  the  National  Aeronautics  and  Space  Administration,  and  the  Department  of 
Agriculture  (i.e.,  the  six  federal  agencies  that  fund  95  percent  of  academic  research, 
plus  the  Humanities  Endowment),  and 

—  graduate  deans  and  other  senior  academic  administrators  drawn  from  universities 
substantially  involved  in  graduate  education. 

The  second  component  of  the  Title  IX  National  Graduate  Fellowship  Program  would  be  a 
three-year  portable  fellowship  program  for  college  graduates  pursuing  PhDs  in  the 
humanities  and  the  arts.  This  program  is  modeled  after  the  current,  highly  valued  Javits 
program,  with  the  following  key  differences: 

•  the  duration  of  support  would  be  reduced  from  four  to  three  years, 

•  the  eligibility  of  graduate  study  in  the  social  science  would  be  eliminated;  although 
graduate  study  in  the  social  sciences  is  underfunded,  NSF  does  support  some  social 
science  graduate  fellowships,  and  Javits  cannot  cover  that  broad  a  purview  when 
virtually  no  federal  support  outside  of  Javits  is  allocated  to  graduate  study  in  the 
humanities  and  in  the  arts. 

Reducing  the  duration  of  awards  from  four  years  to  three,  contracting  out  the  administration 
of  the  merit  review  components  of  the  program  (as  suggested  earlier  for  all  of  the  proposed 
Title  IX  programs),  and  reducing  the  scope  of  eligible  fields  should  provide  a  feasible  basis 
for  preserving  one  of  the  most  valued  government  programs  supporting  graduate  study. 
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The  TRIO  program  would  be  expanded  to  include  a  three-year  portable  graduate  fellowship 
program  available  to  students  who  have  successfully  completed  the  McNair  undergraduate 
program  and  intend  to  enroll  in  graduate  programs  in  pursuit  of  the  PhD.  Students  would 
be  notified  of  their  eligibility  for  the  fellowship  upon  completion  of  their  McNair 
undergraduate  program,  at  the  recommendation  of  a  McNair  faculty  advisor. 

This  proposal  resembles  the  NIH's  successful  Minority  Access  to  Research  Careers  (MARC) 
program,  in  which  MARC  students  who  complete  successfully  the  undergraduate  portion  of 
the  MARC  program  qualify  for  up  to  five  years  of  graduate  fellowship  support  through  NIH's 
National  Research  Service  Awards  (NRSA)  program.  The  assurance  of  three  years  of 
graduate  fellowship  support  would  provide  an  added  incentive  for  McNair  students  to 
enroll  in  PhD  programs,  and  this  assurance  would  be  provided  before  the  students  needed 
to  commit  to  a  graduate  program. 
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The  addition  of  this  final  layer  to  the  vertically  integrated  TRIO  programs  would  mean  that 
the  Department  of  Education  would  have  a  set  of  programs  that  initially  make  contact  with 
first-generation  and  low-income  students  in  high  school  and  could  provide  support  for  those 
with  sufficient  ability  and  interest  into  advanced  graduate  study.  The  program  would  be 
comparatively  easy  to  administer  since  the  pool  of  eligible  students  is  the  already  defined 
population  of  McNair  students. 

Other  Issues 

Use  of  Nongovernmental  Contractors 

•  The  two-part  Title  IX  National  Graduate  Fellowship  program  would  be  contracted  out  by 
the  Department  of  Education.  The  "privatization"  of  these  traineeship  and  fellowship 
programs  would  reduce  the  administrative  burden  on  the  Department,  including  reducing 
the  number  of  federal  employees  required  to  manage  the  programs.  Use  of 
nongovernmental  contractors,  as  has  been  the  practice  of  the  National  Science  Foundation, 
would  allow  the  Department  to  improve  program  administration  while  reducing  the  burden 
on  the  Department  by  securing  the  services  of  organizations  with  extensive  experience  in 
administering  such  programs,  including  strong  ties  to  academic  faculty  essential  for  quality 
merit  review. 

Financial  Need  Analysis  and  Level  of  Financial  Support 

•  The  use  of  Title  IV  financial  need  analysis  greatly  complicates  the  administration  of  the 
current  Title  IX  fellowship  programs  and  results  in  delays  in  announcing  awards,  often 
undermining  the  the  purpose  of  the  awards  to  empower  student  choice  and  departmental 
recruiting  capacity.  The  elimination  of  financial  need  analysis  and  the  substitution  of  a 
single  stipend  and  institutional  allowance  for  both  components  of  the  Title  IX  National 
Graduate  Fellowship  Program  and  for  the  McNair  graduate  fellowships  would  greatly 
simplify  program  administration  both  for  the  Department  and  for  institutions. 

If,  in  contrast  to  policies  used  by  all  other  federal  agencies  administering  graduate 
fellowships  and  traineeships,  the  Department  wishes  to  retain  some  financial  need 
component  in  these  programs,  it  should  adopt  the  provision  of  the  GAANN  program  used 
prior  to  the  1992  HEA  reauthorization,  in  which  financial  need  was  determined  according 
to  provisions  established  by  the  institution.  Although  this  approach  would  still  require 
institutions  to  contact  all  new  fellowship  recipients  prior  to  their  enrollment  to  determine 
financial  need  before  the  Department  could  process  final  award  slates,  it  would  result  in 
some  simplification  and  streamlining  of  financial  need  determination. 

Incentives  for  Enrolling  Students  from  Groups  Underrepresented  in  Graduate  Education 

•  The  traineeship  component  of  the  Title  IX  National  Graduate  Fellowship  Program  would 
contain  a  strong  incentive  for  institutions  to  recruit  and  retain  graduate  students  from 
minority  groups  underrepresented  in  graduate  programs.  The  addition  of  a  graduate 
fellowship  component  to  the  McNair  program  would  strengthen  the  capacity  of  the  McNair 
program  to  achieve  its  purposes,  add  another  mechanism  for  supporting  students  from 
minority  groups  underrepresented  in  graduate  education,  and  would  broaden  the 
Department's  reach  to  include  graduate  support  targeted  on  first-generation  and  low- 
income  students. 
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Accountability 

•     Institutions  would  be  required  to  provide  the  Department  of  Education  with  information  on 
completion  and  time-to-degree  for  students  supported  by  the  Title  IX  National  Graduate 
Fellowship  Program  and  the  McNair  graduate  fellowship  program.  These  data  would  allow 
the  Department  and  institutions  to  evaluate  the  effectiveness  of  these  programs  to  reduce 
time-to-degree  and  increase  completion  rates  relative  to  national  averages. 

We  appreciate  the  opportunity  to  present  our  views  and  we  stand  ready  to  work  with 
you  on  this  proposal. 
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Mr.  Bonilla.  Thank  you,  Dr.  Stern,  for  your  excellent  testimony. 
We  appreciate  you  being  here  today  and  pointing  out  not  only  the 
benefits  of  what  you  are  talking  about  but  also  about  the  savings 
that  we  can  accrue  from  it.  Thank  you  very  much. 

Dr.  Stern.  Thank  you.  And  I  must  welcome  my  Congressman 
Porter,  who  is  a  fellow  not  only  Illinoisan  and  local  Congressman, 
but  also  comes  from  my  institution  of  Northwestern  University. 

Thank  you  very  much. 


Friday,  February  3,  1995. 

WITNESS 

HON.  LOUIS  W.  SULLIVAN,  M.D.,  PRESIDENT,  MOREHOUSE  SCHOOL  OF 
MEDICINE 

Mr.  Porter  [presiding! .  I  am  sorry  I  was  down  voting. 

Our  next  witness  is  Dr.  Louis  Sullivan,  President,  Morehouse 
Medical  School  and  the  former  Secretary  of  Health  and  Human 
Services. 

Dr.  Sullivan,  it  is  a  true  delight  to  welcome  you  here  today  and 
we  look  forward  to  your  testimony. 

Dr.  Sullivan.  Thank  you  very  much,  Mr.  Chairman.  It  is  cer- 
tainly a  pleasure  to  be  here  before  this  committee  again.  I  have  ap- 
peared here  a  number  of  times,  and  I  have  to  confess  that  in  con- 
trast to  some  of  the  other  committee  testimonies  that  I  had  to  give, 
this  has  always  been  a  great  opportunity  and  a  great  pleasure.  So 
let  me  say  it  is  a  pleasure  to  be  here  with  you  and  with  all  of  your 
fellow  committee  members.  We  have  worked  with  all  of  you  over 
the  years. 

In  our  many  conversations  over  the  years,  we  have  discussed  the 
undeniable  need  for  targeted,  direct  programs  that  address  the 
health  needs  of  our  Nation's  minority  communities. 

For  too  long,  millions  of  Americans  have  been  systematically 
overlooked,  confronting  a  two-tiered  health  care  system — one  sys- 
tem for  the  general  population  and  another  for  the  poor  and  the 
underserved.  So,  Mr.  Chairman,  I  maintain  that  we  must  protect 
them,  and  we  must  also  find  ways  to  reduce  the  Federal  deficit. 

Now,  these  are  not  paradoxical  goals.  They,  in  fact,  are  compat- 
ible. After  working  on  many  budgets  at  HHS,  I  know  that  there  are 
ways  to  save  money  and  to  simultaneously  improve  the  health  sta- 
tus of  all  of  our  citizens.  I  would  like  to  suggest  two  avenues  to  ex- 
plore: 

First,  we  must  increase  our  Nation's  investment  in  biomedical  re- 
search, because  this  is  one  of  the  most  cost-effective  investments 
ever  made  by  the  Federal  Government.  Just  this  week,  there  were 
reports  of  a  successful  trial  of  the  drug  hydrozyurea  treating  sickle 
cell  anemia,  this  will  benefit  more  than  70,000  African-Americans 
afflicted  by  this  disease. 

In  the  study,  by  attacking  the  underlying  causes  of  pain  and  the 
organ  damage  in  this  disease,  expensive  hospitalizations  are  avoid- 
ed. And  the  quality  of  life  of  the  patients  is  materially  improved. 

Such  discoveries,  Mr.  Chairman,  are  the  result  of  our  public  in- 
vestment in  biomedical  research.  An  investment  that  daily  repays 
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our  national  investment  many  times  over.  I  could  cite  for  you 
many,  many  other  examples. 

This  is  why  I  am  disturbed  by  rumors  that  Congress  will  not  con- 
tinue to  sustain  our  investment  in  biomedical  research.  I  have  been 
told  that  some  Members  of  the  Congress  want  a  no-growth  budget 
for  NIH.  Others  speak  of  a  mere  3  percent  growth.  Well,  during  my 
four-year  tenure  at  HHS,  we  increased  the  NIH  budget  by  approxi- 
mately 10  percent  every  year,  and  that  allowed  for  funding  of  a 
larger  number  of  meritorious  studies  and  for  construction  of  the 
necessary  infrastructure.  I  maintain  that  it  would  be  a  major  mis- 
take to  hold  that  increase  to  anything  less  than  10  percent. 

Reductions  in  the  growth  of  the  NIH  budget  harm  all  of  us.  The 
reductions  are  especially  significant  for  our  Nation's  historically 
black  colleges  and  universities.  These  institutions  are  already 
caught  in  a  classic  Catch-22  situation. 

They  don't  receive  a  significant  proportion  of  the  research  grants 
presently  given  by  NIH.  There  is  a  need  to  mount  a  serious  effort 
to  build  capacity  within  minority  institutions  to  permit  them  to  ex- 
pand their  ability  to  contribute  to  the  advancement  of  disease-fight- 
ing efforts  of  the  Nation. 

Last  year,  I  testified  before  the  Senate  Appropriations  Commit- 
tee on  Labor,  Health,  and  Human  Services,  asking  that  NIH  be  di- 
rected to  substantially  increase  the  active  financial  participation  of 
minority  institutions.  I  asked  that  NIH  increase  the  current  level 
of  funding  to  historically  black  colleges  and  universities  by  a  five- 
fold amount  over  five  years.  Currently,  less  than  1  percent  of  the 
NIH  budget  goes  to  historically  black  colleges  and  universities. 
Well,  I  am  still  asking  for  those  proposals  to  be  adopted. 

Title  III  has  been  a  very  important  program  for  these  colleges, 
including  the  institution  that  I  presently  represent.  I  want  to 
thank  this  committee  for  its  support  and  its  interest  in  that  pro- 
gram, another  investment  that  repays  itself  to  our  Nation  many 
times  over. 

The  programs  in  primary  care  at  the  Health  Resources  and  Serv- 
ice Administration  are  also  important  to  improving  and  maintain- 
ing the  health  of  our  Nation.  Those  programs  also  return  their  in- 
vestment many  times  over  by  keeping  our  citizens  healthy. 

There  is  another  avenue  I  want  to  explore  and  that  is  to  provide 
a  more  effective  health  care  setting.  For  example,  we  must  have 
the  necessary  and  appropriate  health  personnel  to  appropriately 
care  for  patients,  especially  those  in  medically  underserved  areas. 

It  is  surprising  to  note  that  more  than  30  million  Americans, 
even  in  1995,  still  reside  in  officially  designated  health  professional 
shortage  areas.  Well,  this  will  help  to  assure  that  patients  received 
treatment  earlier,  when  it  will  be  less  costly  and  more  effective. 

Effectiveness  requires  the  health  care  setting  to  be  inclusive. 
However,  our  Nation's  health  care  personnel  are  far  from  rep- 
resentative of  the  general  population.  Because  while  12  percent  of 
the  population  of  our  country  is  African-American,  less  than  6  per- 
cent of  medical  school  graduates  today  are  African-American.  And 
less  than  3  percent  of  our  Nation's  medical  faculties  are  African- 
American. 

So  I  support  the  Association  of  Medical  Colleges  and  other  orga- 
nizations working  to  increase  minority  enrollment  with  the  goal  of 
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3,000  medical  students  by  the  year  2000.  This  would  virtually  dou- 
ble current  medical  enrollment  of  minority  students  in  medical 
school. 

But  this  minority  enrollment  will  only  increase  through  com- 
prehensive actions  by  both  the  public  sector  and  the  private  sector. 
Our  professional  schools  must  work  to  stimulate  and  develop  an  in- 
terest in  the  sciences  among  our  Nation's  minority  students.  We 
also  need  to  reorient  medical  education  to  produce  more  primary- 
care  practitioners  for  our  citizens.  We  need  to  double  the  Nation's 
percentage  of  primary  care  practitioners  by  the  end  of  this  decade 
to  have  appropriate  personnel  to  serve  our  citizens. 

Well,  here  I  am  proud  that  the  AAMC  reported  in  1993  that  the 
Morehouse  School  of  Medicine  was  the  number  one  school  in  the 
country  with  the  percentage  of  our  students  in  medicine  in  the 
practice  of  primary  care.  That  is  23  percent  for  all  medical  grad- 
uates today,  whereas  at  Morehouse,  75  percent  of  our  graduates  in 
practice  are  practicing  as  primary-care  practitioners.  Further,  two- 
thirds  of  our  graduates  are  working  in  underserved  inner-cities  or 
rural  areas. 

But  the  actions  of  our  medical  schools  alone  are  not  enough.  We 
need  the  Congress  to  sustain  minority  medical  education  programs 
and  other  minority  health  efforts.  Minority  scholarships  are  a  nec- 
essary component  of  any  plan  to  increase  minority  participation  in 
the  health  sciences.  Continued  financial  support  for  historically 
black  colleges  and  universities  is  an  indispensable  component  that 
the  Congress  must  address. 

We  also  need  to  give  the  National  Health  Service  Corps  a  higher 
profile  and  a  more  visible  priority  in  delivery  of  health  services  in 
our  Nation.  This  will  require  completing  the  revitalization  of  the 
Corps,  an  effort  that  I  began  during  my  tenure  as  Secretary. 

I  also  ask  that  congressional  support  for  the  recruitment  and 
training  of  minority  nurses  also  be  increased.  Only  4.5  percent  of 
the  Nation's  2  million  registered  nurses  are  African-Americans.  But 
these  individuals  provide  heroic  services  to  the  poor  and  to  the  un- 
derserved and  do  it  in  a  cost-effective  way. 

Eliminating  or  reducing  support  for  the  Office  of  Minority  Health 
is  not  a  sound  move.  We  should  continue  to  vigorously  support  and 
adequately  staff  this  important  office  in  the  public  health  service, 
an  office  in  which  I  took  great  interest  during  my  tenure  as  Sec- 
retary. This  office  has  been  extremely  helpful  in  increasing  the 
number  of  minorities  included  in  study  populations  and  in  energiz- 
ing clinical  trials  on  issues  of  importance  to  our  poor  and  minority 
community. 

Mr.  Chairman,  we  must  look  to  the  future  beyond  one  or  two 
budget  cycles.  Where  do  we  want  to  be  in  10  years  or  20  years? 

If  we  invest  with  courage  and  with  vision,  we  will  accomplish  the 
twin  goals  of  improving  the  health  of  our  citizens  and  reducing 
costly  governmental  expenditures.  But  we  must  avoid  the  tempta- 
tion to  slash  the  very  programs  that  offer  these  high  returns  on 
that  investment. 

Thank  you,  Mr.  Chairman,  and  Members  of  the  committee,  for 
this  opportunity  to  share  these  views  with  you. 

[The  prepared  statement  of  Louis  W.  Sullivan,  MD  follows:] 
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Thank  you,  Mr.  Chairman.  Congratulations  on  your  new  leadership 
position.  I  thank  you  and  the  members  of  the  subcommittee  for 
providing  this  opportunity  to  appear  before  you. 

Mr.  Chairman,  in  our  many  conversations  over  the  years,  we  have 
discussed  the  undeniable  need  for  targeted,  direct,  fully-funded, 
and  consistent  health  programs  for  our  nation's  minority 
communities.  For  too  long  millions  of  our  Americans  have  been 
systematically  overlooked,  confronting  a  two-tiered  health  care 
system  —  one  for  the  general  population  and  one  for  the  poor  and 
the  underserved. 

We  must  help  them,  and  we  must  also  find  ways  to  reduce  the  Federal 
deficit.  These  are  not  paradoxical  goals  —  they  are  compatible. 
After  working  on  four  budgets  at  HHS ,  I  know  that  there  are  ways  to 
save  money  and  simultaneously  improve  the  health  status  of  all  of 
our  citizens.   I  suggest  two  avenues  to  explore. 

First,  we  must  increase  our  nation's  investment  in  biomedical 
research  —  one  of  the  most  cost-effective  investments  ever  made  by 
the  Federal  government.  This  week  there  were  reports  of  a 
successful  trial  of  the  drug  hydroxyurea  for  treatment  of  sickle 
cell  anemia,  potentially  benefitting  more  than  70,000  African 
Americans  afflicted  by  this  disease.  By  attacking  the  underlying 
causes  of  the  pain  and  organ  damage  caused  by  this  disease, 
expensive  hospitalizations  are  avoided  and  the  quality  of  life  of 
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patients  is  materially  improved. 

Mr.  Chairman,  such  discoveries  are  the  result  of  our  public 
investment  in  biomedical  research  —  an  investment  that  daily 
repays  our  national  investment,  many  times  over. 

That  is  why  I  am  greatly  disturbed  by  rumors  that  Congress  will  not 
continue  to  adequately  sustain  that  investment.  I  have  been  told 
that  some  members  of  Congress  want  a  "no  growth"  budget  for  NIH; 
others  speak  of  a  mere  three  percent  growth.  During  my  tenure  we 
increased  the  NIH  budget  by  roughly  ten  percent  per  year,  which 
allowed  for  funding  for  a  larger  number  of  meritorious  studies  and 
for  construction  of  the  necessary  infrastructure.  It  would  be  a 
major  mistake  to  hold  that  increase  to  anything  less  than  ten 
percent . 

Reductions  in  the  growth  of  NIH  budget  harm  all  of  us.  The 
reductions  are  especially  significant  for  our  Historically  Black 
Colleges  and  Universities.  These  institutions  are  already  caught 
in  a  classic  "Catch-22"  situation.  They  don't  receive  a 
significant  proportion  of  the  research  grants  given  by  the  National 
Institutes  of  Health.  There  is  a  need  to  mount  a  serious  effort  to 
build  capacity  within  minority  institutions  to  permit  them  to 
expand  their  ability  to  contribute  to  the  advancement  of  our 
disease-fighting  efforts  for  the  nation.  Last  year  I  testified 
before  the  Senate  Appropriations  Subcommittee  on  Labor,  Health  and 
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Human  Services,  and  Education,  asking  that  NIH  be  directed  to 
substantially  increase  the  active  financial  participation  of 
minority  institutions.  I  asked  that  NIH  increase  the  current  level 
of  funding  to  Historic  Black  Colleges  and  Universities  five-fold 
over  the  next  five  years,  from  its  current  level  of  less  than  one 
percent  to  five  percent  of  the  NIH  research  budget.  I  am  still 
asking  for  these  proposals  to  be  adopted. 

There  is  a  second  avenue  to  explore,  and  that  is  to  provide  a  more 
effective  health  care  setting.  For  example,  we  must  have  the 
necessary  and  appropriate  health  personnel  to  adequately  care  for 
patients,  especially  in  underserved  areas.  This  would  help  assure 
that  patients  receive  treatment  earlier,  when  it  is  less  costly  and 
more  effective. 

Effectiveness  requires  the  health  care  setting  to  be  inclusive. 
However,  our  health  care  system  is  far  from  representative.  For 
example,  while  over  12  percent  of  the  nation's  population  is 
African-American,  less  than  6  percent  of  medical  school  graduates, 
and  less  than  3  percent  of  medical  school  faculty  members  are 
African  Americans.  Thus,  I  support  the  efforts  of  the  Association 
of  American  Medical  Colleges  and  others  to  increase  minority 
enrollment  to  3,000  medical  students  by  the  year  2000  —  virtually 
doubling  current  minority  enrollment  in  medical  school. 

Yet,  minority  enrollment  will  only  increase  through  comprehensive 
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actions  by  both  the  public  and  private  sectors.  Our  professional 
schools  must  work  to  stimulate  and  develop  an  interest  in  the 
sciences  among  minority  students.  We  also  need  to  re-orient 
medical  education  to  produce  more  primary  care  practitioners.  We 
need  to  double  the  nation's  percentage  of  primary  care 
practitioners  by  the  end  of  the  decade.  I  am  proud  that  the 
Association  of  American  Medical  Colleges  reported  in  1993  that  the 
Morehouse  School  of  Medicine  was  the  number  one  school  in  the 
nation  in  the  percentage  of  our  graduates  practicing  as  primary 
care  physicians.  Nationally,  only  about  2  3  percent  of  all  medical 
school  seniors  are  choosing  primary  care  fields  for  their  careers. 
But  at  Morehouse  almost  75  percent  of  the  physicians  we  have 
graduated  have  chosen  primary  care.  Two-thirds  of  our  graduates 
are  in  inner  cities  or  rural  areas. 

But  the  actions  of  the  medical  schools  are  not  enough.  We  need  the 
Congress  to  sustain  minority  medical  education  programs  and  other 
minority  health  efforts.  Minority  scholarships  are  a  necessary 
component  of  any  plan  to  increase  minority  participation  in  the 
health  sciences.  Continued  financial  support  for  Historically 
Black  Colleges  and  Universities  is  another  indispensable  component. 
We  also  need  the  Congress  to  give  the  National  Health  Services 
Corps  a  higher  and  more  visible  priority  in  health  care  delivery. 
This  will  require  completing  the  revitalization  of  the  Corps,  a 
process  begun  during  my  tenure  at  HHS .  I  also  ask  that 
Congressional  support  for  the  recruitment  and  training  of  minority 
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nurses  be  increased.  Only  4.5  percent  of  the  nation's  two  million 
registered  nurses  are  African  Americans,  yet  these  nurses  provide 
heroic  service  to  the  poor  and  the  underserved. 

Eliminating  or  reducing  support  for  the  Office  of  Minority  Health 
is  not  a  sound  move.  We  should  continue  to  vigorously  support  and 
adeguately  staff  this  important  office  in  the  Public  Health 
Service.  This  office  has  been  extremely  helpful  in  increasing  the 
number  of  minorities  included  in  study  populations  and  in 
energizing  clinical  trials  on  issues  of  importance  to  our  poor  and 
minority  communities.  Proposals  to  cut  this  support  would  be 
seriously  misguided. 

Mr.  Chairman,  we  must  look  to  the  future  —  beyond  one  or  two 
budget  cycles.  Where  do  we  want  to  be  in  ten  or  twenty  years?  If 
we  invest  with  vision  and  courage,  we  will  accomplish  the  twin 
goals  of  improving  the  health  of  our  citizens  and  reducing  costly 
governmental  expenditures.  We  must  avoid  the  temptation  to  slash 
the  very  programs  that  offer  a  high  return  on  investment. 

Thank  you  for  inviting  me  to  share  these  perspectives  with  you. 

#### 
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Mr.  Porter.  Dr.  Sullivan,  we  very  much  thank  you  for  your  ex- 
cellent statement. 

Earlier  Bill  Gray  was  in  and  testified  that  the  number  of  under- 
graduate degrees  being  given  by  historically  black  colleges  and  uni- 
versities is  going  up.  I  talked  yesterday  also  with  Dr.  Ladner  at 
Howard  and  Dr.  Minor,  and  they  said  that  the  number  of  Ph.D.s, 
however,  was  going  down.  What  about  MDs;  is  the  number  going 
up  or  down,  or  remaining  steady? 

Dr.  Sullivan.  The  number  is  gradually  increasing.  We  have  not 
quite  17,000  medical  graduates  each  year  from  our  Nation's  medi- 
cal schools.  In  1968,  we  were  graduating  approximately  180  Afri- 
can-Americans. With  the  efforts  that  began  in  the  late  1960s,  that 
number  increased  and  peaked  in  1975,  so  that  that  number  has 
been  in  the  range  of  700  to  800  per  year.  We  have  yet  to  see  a  year 
in  which  there  are  1,000  or  more  African-American  medical  grad- 
uates out  of  17,000  physicians. 

Another  bit  of  data  that  might  interest  you  is  the  fact  that  in 
1950,  2.1  percent  of  the  Nation's  physicians  were  African-Ameri- 
cans. Well,  today,  some  40  years  later,  that  percentage  is  3.6  per- 
cent. So  there  has  been  some  increase,  but  still  when  African- 
Americans  represent  12  percent  of  the  population,  can  you  see  that 
the  gap  that  we  have  to  cover  really  is  still  quite  wide. 

Mr.  Porter.  And  that  is  why  your  testimony  is  so  relevant  to 
how  we  can  close  that  gap,  and  I  certainly  agree  with  you  that  we 
very  much  ought  to  be  looking  far  ahead  in  seeing  how  we  can  plan 
now  to  achieve  what  we  want  to  achieve.  And  we  appreciate  again 
your  coming  to  testify  and  your  good  testimony  on  the  subject. 

Mr.  Stokes. 

Mr.  Stokes.  Mr.  Chairman,  thank  you  very  much. 

Dr.  Sullivan,  your  testimony  here  this  morning  was  excellent.  I 
wonder  if  you  would  take  just  a  moment  to  address  something  that 
I  think  you  could  perhaps  put  into  a  better  perspective  maybe  than 
anyone  else. 

Obviously,  the  scenery  has  changed  here  in  the  Congress.  It  is 
now  a  condition-controlled  Congress.  Along  with  the  change,  there 
is  a  very  concentrated  move  towards  balancing  the  budget,  deficit — 
spending  cutting,  and  so  forth,  and  so  on. 

On  this  particular  committee,  for  instance,  there  are  many  new 
Members  who  have  not  had  the  opportunity  over  the  years  as  you, 
and  I  and  Mr.  Porter  and  others  have  had  of  some  understanding 
of  how,  notwithstanding  the  two  political  parties,  that  with  a  bipar- 
tisan effort,  we  have  been  able  to  make  some  significant  efforts  to- 
wards the  improvement  in  the  minority  health  problem  in  this 
country  which  is  a  crisis. 

You,  for  instance,  are  a  Republican — were  a  Republican  ap- 
pointee, political  appointee  under  a  Republican  administration  and 
served  as  a  Secretary  of  HHS.  You  mentioned  in  here,  for  instance, 
the  importance  of  keeping  the  Office  of  Minority  Health,  and  so 
forth,  but  right  now  we  are  having  testimony  before  this  committee 
from  the  Heritage  Foundation,  the  National  Rifle  Association,  peo- 
ple who  say  to  you,  for  instance,  why  are  we  putting  $193  million 
into  Howard  University?  They  should  be  getting  their  money  from 
the  private  sector.  I  am  sure  that  when  they  get  to  looking  at  the 
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budget,  they  are  going  to  say,  well,  why  do  we  need  these  minority 
programs  out  at  NIH,  and  so  forth. 

Mr.  Chairman,  I  just  want  him  to  take  a  moment,  and  I  think 
Dr.  Sullivan  can  put  this  in  perspective  better  than  anyone  I  know 
of. 

Dr.  Sullivan.  Thank  you,  Mr.  Stokes.  It  is  certainly  good  to  see 
you. 

I  just  spoke  in  Cleveland  last  year,  the  Playhouse  Lecture  Series, 
and  enjoyed  the  beautifully  restored  facility  there. 

I  think  in  response  to  your  comments,  Mr.  Stokes,  the  reason 
this  is  important  is  this:  we  have  a  paradox  of  being  the  Nation 
that  has  the  most  advanced  health  care  system  in  the  world.  The 
most  sophisticated  medical  technology.  We  want  to  continue  that. 
But  at  the  same  time  that  we  have  such  a  powerful  system,  we 
really  haven't  been  effective  in  seeing  that  the  benefits  of  this  sys- 
tem are  distributed  to  all  of  our  citizens. 

I  think  all  of  us  are  committed  to  being  a  color-blind  society,  but 
we  are  not  there  yet.  And  those  who  say  that  there  is  no  need  to 
be  concerned  about  minority  populations,  I  think  are  mistaken. 

We  have,  for  example,  a  death  rate  from  heart  disease  in  the  Af- 
rican-American community  that  is  two  and  a  half  times  higher 
than  the  white  population.  Infant  mortality  rates  are  twice  as  high 
among  African-Americans.  So  while  we  have  a  national  infant  mor- 
tality rate  now  that  is  in  the  range  of  eight  and  a  half  infant 
deaths  per  thousand,  it  is  really  about  18  among  African-Ameri- 
cans. 

We  have  other  problems  such  as  the  fact  that — I  am  sure  all  of 
you  saw  the  data  that  now  AIDS  is  the  number-one  cause  of  death 
among  young  adults,  in  almost  half  of  our  Nation's  cities  with 
100,000  population  or  greater.  So  we  have  tremendous  problems, 
tremendous  gaps  that  exist  in  the  delivery  of  services  to  our  popu- 
lation. 

The  Office  of  Minority  Health  is  such  an  office  that  really  contin- 
ually works  to  see  that  the  programs  of  the  department,  as  well  as 
the  activities  of  the  private  sector  and  other  participants  in  our 
health  system,  really  focus  on  these  realities,  because  if  we  have 
citizens  who  are  overburdened  by  disease  and  injury,  those  are  not 
productive  citizens.  Rather  than  being  wage  earners  and  taxpayers, 
they  become  drains. 

So  this  is  the  kind  of  thing  that  happens.  This  is  why  I  say  dol- 
lars in  these  programs  represent  investments.  If  we  can  avoid  that 
person,  that  young  person  coming  into  an  emergency  room  who  has 
been  smashed  up  in  an  automobile  accident  by  programs  to  prevent 
drunken  driving,  we  can  save  that  $300,000  to  $500,000  it  costs  to 
put  that  person  back  together  if  they  survive  that  tragedy. 

The  Office  of  Minority  Health  also  works  to  see  that  minorities 
are  included  in  clinical  programs.  We  certainly  have  been  made 
away  that  the  past  practices  of  not  including  adequate  numbers  of 
women  in  clinical  trials  is  one  that  perhaps  has  been  a  wrong  deci- 
sion in  terms  of  really  understanding.  The  same  with  minorities, 
that  we  are  all  individuals  who  are  influenced  by  our  history,  our 
culture,  et  cetera. 

So  we  have  to  have  that  cultural  sensitivity  to  the  population 
that  is  being  served  so  that  that  population  understands  what  is 
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being  said,  so  that  what  is  being  said  has  credibility,  and  so  that 
it  will  be  adopted. 

So  the  Office  of  Minority  Health  serves  an  important  adjunct 
function  to  seeing  that  the  programs  of  the  Department  of  Health 
and  Human  Services  are  more  effectively  used  to  serve  those  needs. 

So  I  certainly  say  that  that  is  a  most  important  office. 

Mr.  Stokes.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you. 

Dr.  Sullivan.  If  I  might  make  one  further  comment,  Mr.  Chair- 
man, over  the  years  I  think  that  what  I  have  enjoyed  about  this 
committee  has  been  the  fact  that  there  has  been  tremendous  bipar- 
tisan cooperation.  Over  the  years,  Mr.  Conte,  Mr.  Natcher,  and  so 
many — you,  Mr.  Stokes,  Mr.  Porter,  and  others,  I  think  have  seen 
the  effectiveness  of  these  programs  and  have  worked  to  try  and  ad- 
dress first  of  all  the  obvious  realities  of  the  budget  but  also  work- 
ing to  make  sure  that  those  programs  that  are  effective  are  indeed 
preserved  so  that  they  can  serve  our  citizens. 

Because,  after  all,  that  is  what  all  of  us  are  all  about,  making 
sure  that  the  decisions  we  make  are  the  ones  that  indeed  benefit 
our  citizens. 

Mr.  PORTER.  Thank  you,  Dr.  Sullivan.  It  is  good  to  see  you. 


Friday,  February  3,  1995. 

WITNESS 
CATHERINE  AHL,  NATIONAL  MILITARY  FAMILY  ASSOCIATION 

Mr.  Porter.  Our  next  witness  is  Catherine  Ahl,  National  Mili- 
tary Family  Association. 

Ms.  Ahl.  I  thought  there  for  a  while  you  were  saving  the  best 
until  last.  I  am  happy  to  be  here,  Mr.  Chairman. 

Mr.  PORTER.  We  are  kind  of  jumping  around  today. 

Ms.  Ahl.  We  appreciate  the  opportunity  to  appear  before  this 
subcommittee. 

I  am  here  today  to  speak  on  behalf  of  the  military  child.  That 
child  normally  attends  a  school  which  receives  impact  aid  funds. 
That  child  moves  every  two  to  four  years,  has  to  say  good-bye  to 
old  friends  and  make  new  friends  with  each  move.  That  military 
child  has  to  adjust  to  different  school  systems,  ahead  of  the  class 
in  some  schools,  performing  below  grade  level  in  others.  That  mili- 
tary child  in  one  location  will  have  the  military  parent  home  the 
majority  of  the  time. 

At  another  location  that  child  may  have  to  say  good-bye  to  the 
military  parent  every  six  months  or  even  more  often.  The  last  thing 
that  military  child  needs  to  contend  with  is  blame  for  a  shortage 
of  textbooks,  overcrowded  classrooms  and  lack  of  sports  teams  and 
academic  programs. 

That  child  is  not  at  fault.  The  Federal  Government  is.  The  Fed- 
eral Government's  responsibility  originally  defined  in  Public  Law 
81-874  and  restated  in  Public  Law  103-382  is  to  provide  financial 
assistance  for  those  local  educational  agencies  upon  which  the 
United  States  has  placed  financial  burden. 

The  problems  arising  over  the  years  by  decreasing  funding  of  im- 
pact aid  brought  about  many  changes  and  additions  to  the  original 
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impact  aid  law.  What  started  out  as  a  simple  method  to  employed 
military  students  with  basic  education  became  a  complicated  and 
confusing  program.  These  problems,  we  believe,  were  corrected  by 
the  new  authorization  of  impact  aid  in  section  8  of  Public  Law  103- 
382. 

This  new  law  targets  impact  aid  dollars  to  federally  impacted 
school  districts  with  the  greatest  need.  The  problem  of 
underfunding,  however,  still  remains.  The  amount  appropriated  for 
fiscal  year  1995  was  $70  million  less  than  the  amount  for  fiscal 
year  1994. 

We  cannot  continue  on  this  course.  As  you  well  know,  Mr.  Chair- 
man, school  districts  may  declare  bankruptcy  as  a  result  of 
underfunding  of  impact  aid.  In  school  districts  which  have  a  low 
local  contribution  rate,  impact  aid  dollars  become  critical  to  the 
very  survival  of  the  district. 

Even  in  these  districts,  current  appropriated  impact  aid  dollars 
do  not  cover  100  percent  of  the  local  contribution  rate.  A  provision 
for  distributing  impact  aid  funds  when  the  authorized  amount  is 
not  appropriated  is  included  in  Public  Law  103-382.  Districts  with 
the  greatest  need  would  receive  a  higher  percentage  of  the  limited 
funds. 

But  because  of  overall  underfunding,  all  school  districts  will  con- 
tinue to  fall  behind.  Coterminous  schools  and  heavily  military  im- 
pacted schools  obviously  are  dependent  upon  impact  aid. 

Zero  funding  of  impact  aid  would  force  schools  to  close  their 
doors.  Inadequate  funding  will  prevent  schools  from  providing  basic 
education,  which  will  have  the  same  effect  as  closing  doors. 

Full  funding  of  impact  aid  must  be  available  for  all  school  dis- 
tricts. The  education  of  their  children  is  a  priority  with  military 
families.  Some  families  lifelong  distances  from  the  military  facility 
in  order  to  provide  their  children  with  better  educational  opportu- 
nities. 

Some  families  make  the  decision  to  send  their  children  to  private 
schools  at  great  financial  sacrifice.  Some  military  families  make  the 
difficult  decision  to  leave  the  spouse  and  children  behind  in  order 
to  provide  quality  education  to  the  children. 

The  education  of  their  children  is  as  much  a  part  of  the  quality 
of  life  for  military  families  as  housing,  cost  of  living,  support  facili- 
ties, and  spousal  job  opportunities.  The  burden  on  local  taxpayers 
is  unfairly  increased  when  the  Federal  Government  fails  to  meet 
its  obligation. 

No  only  military  connected  children  but  all  children  in  these 
schools  are  put  at  an  educational  disadvantage  when  impact  aid  is 
not  adequately  funded.  Funding  for  enhancement  programs  has 
soared  in  recent  years.  Funding  for  impact  aid,  which  Congress  it- 
self has  stated  is  a  Federal  responsibility,  has  remained  flat. 

Impact  aid  is  a  tried  and  true  program.  The  dollars  go  directly 
to  the  school  districts  from  the  Federal  Government  with  no  strings 
attached.  These  dollars  go  directly  to  students  to  provide  a  basic 
education. 

We  must  not  allow  the  present  situation  of  underfunding  impact 
aid  to  deteriorate  to  the  point  where  impact  aid  becomes  another 
unfunded  mandate. 
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Every  single  child  in  a  school  district  suffers  when  impact  aid  is 
not  fully  funded. 
Thank  you,  sir. 
[The  prepared  statement  of  Catherine  Ahl  follows:] 
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The  National  Military  Family  Association  (NMFA)  is  a  non-profit,  predominantly 
volunteer  organization  composed  of  members  from  the  seven  uniformed 
services,  active  duty,  retired,  reserve  component,  and  their  family  members  and 
survivors.  NMFA  is  the  only  national  organization  whose  sole  focus  is  the 
military  family  and  whose  goal  is  to  influence  the  development  and 
implementation  of  policies  which  will  improve  the  lives  of  those  family  members. 
NMFA  appreciates  this  opportunity  to  express  its  views. 

Mr.  Chairman,  NMFA  and  the  families  we  represent  are  extremely  grateful  to 
you  and  this  Subcommittee  for  your  untiring  efforts  on  behalf  of  the  Impact  Aid 
Program,  particularly  for  military  children.  However,  even  with  the  continued 
strong  support  of  this  Subcommittee,  Impact  Aid  has  not  been  fully  funded  since 
1970. 

Mr.  Chairman,  I  am  here  today  to  speak  on  behalf  of  military  families,  or  more 
specifically,  on  behalf  of  perhaps  the  most  important  member  of  the  family  -  the 
child.  That  child  normally  attends  a  school  which  receives  Impact  Aid  funds. 
That  child  moves  every  2  to  4  years,  has  to  say  goodbye  to  old  friends  and 
make  new  friends  with  each  move.  (My  own  son  attended  4  different 
elementary  schools  and  3  different  high  schools.)  That  military  child  has  to 
adjust  to  different  school  systems  -  being  ahead  of  the  class  in  some  schools, 
performing  below  grade  level  in  others.  That  military  child  in  one  location  will 
have  the  military  parent  home  the  majority  of  the  time.  At  another  location  that 
child  may  have  to  say  goodbye  to  the  military  parent  every  6  months  or  even 
more  often.  The  last  thing  that  military  child  needs  to  contend  with  is  blame  for  a 
shortage  of  textbooks,  overcrowded  classrooms  and  lack  of  sports  teams  and 
academic  programs.  That  military  child  should  not  be  blamed  for  the  fact  that 
the  school  district  cannot  afford  to  put  computers  in  every  classroom.  That  child 
is  not  at  fault  -  the  Federal  Government  is. 

The  Federal  Government's  responsibility,  originally  defined  in  P.L  81-874 
(passed  by  Congress  in  1950)  and  restated  in  P.L  103-382,  is  "to  provide 
financial  assistance  for  those  local  educational  agencies  upon  which  the  United 
States  has  placed  financial  burden." 


BACKGROUND 

Since  the  early  1800s  the  federal  government  has  recognized  its  obligation  to 
provide  an  education  for  military  students.  However,  during  the  early  years 
funding  for  schools  was  uneven  and  sporadic.  P.L.  81-874  provided  a 
mechanism  for  consistent  funding  of  the  government's  obligation  to  these 
students.  Public  school  districts  with  military  students  were  given  adequate 
monies  to  provide  these  children  a  basic  education.  The  original  intent  of  P.L 
81-874  was  to  provide  payment  equal  to  the  local  per-pupil  costs  for  students 
whose  military  parent  both  lived  and  worked  on  a  federal  installation.  The  law 
also  provided  one  half  of  the  local  per-pupil  cost  for  students  whose  military 
parent  worked  on  a  federal  installation  but  lived  in  the  civilian  community.  The 
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difference  in  funding  recognized  the  payment  of  some  taxes  (usually  real  estate 
taxes)  by  military  members  living  in  the  civilian  community. 

Over  the  years  many  changes  were  made  to  what  was  a  relatively  simple 
method  to  provide  military  students  with  a  basic  education.   Numerous  subsets 
of  categories  receiving  different  levels  of  funding,  "waves"  of  funding,  and 
assorted  other  provisions  made  the  intent  of  the  law,  providing  a  basic 
education  for  military  children,  unintelligible.  Those  complicated  additions  were 
not  due  to  defects  in  the  original  law  or  faulty  administration  by  the  Department 
of  Education,  but  were  caused  by  decreased  funding.   New  language  was 
added  almost  annually  in  an  effort  to  meet  the  educational  needs  of  children  in 
the  more  heavily  impacted  districts  as  well  as  those  needs  arising  from 
emergency  situations  in  individual  school  districts.   Each  addition  further 
complicated  the  program.    These  problems,  we  believe,  were  corrected  by  the 
new  authorization  of  Impact  Aid  in  Section  VIII  of  P.L  103-382. 


PRESENT   COURSE   -   FUTURE   DIRECTION? 

This  new  law  targets  Impact  Aid  dollars  to  Federally  impacted  school  districts 
with  the  greatest  need.  The  problem  of  underfunding,  however,  still  remains. 
P.L.  103-382  authorized  $866  million,  but  only  $728  million  was  appropriated 
for  FY  95  -  $70  million  less  than  the  amount  appropriated  for  FY  94. 

Mr.  Chairman,  we  cannot  continue  on  this  course.  As  you  are  well  aware, 
school  districts  may  declare  bankruptcy  as  a  result  of  underfunding  of  Impact 
Aid.  In  school  districts  which  have  a  low  Local  Contribution  Rate  (LCR)  Impact 
Aid  dollars  become  critical  to  the  very  survival  of  the  district.  Even  in  these 
districts,  current  appropriated  Impact  Aid  dollars  do  not  cover  100%  of  the  LCR. 
For  instance,  in  FY  94,  Impact  Aid  funding  per  military  child  received  by  the 
North  Chicago  School  District  was  only  68%  of  the  LCR.    In  districts  with  higher 
LCR's,  the  short  fall  in  Impact  Aid  is  even  more  striking.  The  Tinton  Falls,  New 
Jersey,  School  District  received  60%  of  LCR  per  military  child  in  FY  94  and  in 
the  same  year  the  Highland  Park,  Illinois,  School  District  a  mere  28%  of  LCR 
per  military  student. 

These  are  only  three  examples  of  Impact  Aid  underfunding,  but  these  are  areas 
where  military  families  are  expressing  concern  that  their  children  are  being 
blamed  for  the  problems  caused  by  underfunding. 

A  provision  for  distributing  Impact  Aid  funds  when  the  authorized  amount  is  not 
appropriated  is  included  in  P.L.  103-382.  Districts  with  the  greatest  need  would 
receive  a  higher  percentage  of  the  funds.    North  Chicago  will  fall  in  this 
category.  Highland  Park  and  Tinton  Falls,  however,  could  fall  further  behind. 
The  solution,  Mr.  Chairman,  is  full  funding  of  Impact  Aid  for  all  school 
districts. 

Coterminous  school  districts  have  the  same  boundaries  as  the  military 
installations  they  serve  and  therefore  have  no  local  tax  base  and  collect  no 
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property  taxes.  Coterminous  schools  in  the  San  Antonio,  Texas,  area  educate 
over  3500  military  children.    At  Fort  Leavenworth,  Kansas,  approximately  2000 
military  children  attend  coterminous  schools.  Without  Impact  Aid  coterminous 
schools  would  have  to  close  their  doors. 

Heavily  impacted  school  districts  with  30-50%  or  more  of  their  student 
population  consisting  of  military  connected  students  obviously  can  not  exist 
without  Impact  Aid.  Again,  Mr.  Chairman,  full  funding  of  Impact  Aid  must  be 
available  for  all  school  districts. 


BASIC    EDUCATION 

NMFA  agrees  with  the  goals  of  Head  Start,  to  ready  children  to  learn  in  a  basic 
educational  program.  Many  of  the  new  education  programs,  including  Goals 
2000,  add  to  that  basic  education.  However,  we  must  first  ensure  that  students 
receive  the  basic  education.  Impact  Aid's  goal  is  to  provide  that  basic 
education.  Students  will  not  find  that  basic  education  in  crowded  classrooms 
with  insufficient  teaching  materials,  no  matter  how  well  prepared  a  child  is  to 
learn  or  how  many  new  programs  are  added.   Funding  shortfalls  diminish  a 
school's  ability  to  provide  a  basic  program. 


THE  MILITARY  FAMILY 

The  education  of  their  children  is  a  priority  with  military  families.  Some  families 
live  long  distances  from  the  military  facility  in  order  to  provide  their  children  with 
better  educational  opportunities.  Some  families  make  the  decision  to  send  their 
children  to  private  schools,  at  great  financial  sacrifice.  Some  military  families 
make  the  difficult  decision  to  leave  the  spouse  and  children  behind,  the  military 
member  becoming  a  "geographical  bachelor"  at  the  new  location,  in  order  to 
provide  quality  education  to  the  children.  The  education  of  their  children  is  as 
much  a  part  of  the  Quality  of  Life  for  military  families  as  housing,  cost  of  living, 
support  facilities  and  spousal  job  opportunities. 


CONCLUSION 

The  burden  on  local  taxpayers  is  unfairly  increased  when  the  Federal 
Government  fails  to  meet  its  obligation  to  provide  financial  assistance  for  local 
schools  upon  which  the  United  States  has  placed  financial  burden.  Not  only 
military  connected  children,  but  all  children  in  these  schools  are  put  at  an 
educational  disadvantage  when  Impact  Aid  is  not  adequately  funded.  Funding 
for  enhancement  programs  has  soared  in  recent  years.  Funding  for  Impact  Aid, 
which  Congress  itself  has  stated  is  a  Federal  responsibility,  has  remained  flat. 

Impact  Aid  is  a  tried  and  true  program.  The  dollars  go  directly  to  school  districts 
from  the  Federal  Government  with  no  strings  attached.  These  dollars  go  directly 
to  students  to  provide  a  basic  education.  Mr.  Chairman,  please  do  not  allow 
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Impact  Aid  to  become  another  unfunded  mandate.  Do  not  allow  the  present 
situation  of  underfunding  Impact  Aid  to  deteriorate  to  the  point  where  all  military 
connected  children  are  blamed  for  that  underfunding.   Every  child  in  a  district 
suffers  when  Impact  Aid  is  not  fully  funded. 
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Mr.  Porter.  Ms.  Ahl,  I  know  you  know  that  you  are,  at  least  as 
far  as  the  Chairman  is  concerned,  preaching  to  the  choir  on  this 
one. 

Ms.  Ahl.  Yes,  sir. 

Mr.  Porter.  I  consider  this  particular  program  a  Federal  obliga- 
tion. And  yet  I  am  very  concerned  in  our  current  budgetary  cir- 
cumstance that  the  obligation  may  not  be  met.  And  you  are  prob- 
ably aware  that  the  first  cut  on  all  of  this  comes  at  the  budgetary 
level. 

Ms.  Ahl.  Yes,  sir. 

Mr.  Porter.  And  that  they  have  to  understand  how  much  of  an 
obligation  this  is  as  well  as  we  do. 

So  we  very  much  appreciate  your  being  here  to  testify  today  and 
your  good  statement  I  would  like  to  yield  to  Mr.  Riggs. 

Mr.  RlGGS.  Thank  you,  Mr.  Chairman. 

I  just  need  to  ask  one  question  to  be  clear  on  Ms.  Ahl's  testi- 
mony. In  California,  Ms.  Ahl,  you  probably  know  that  funding  is 
based  on  average  daily  attendance. 

Ms.  Ahl.  Yes,  sir. 

Mr.  RlGGS.  What  I  am  not  clear  on  is  since  that  funding  follows 
the  student  from  school  to  school,  why  is  Federal  impact  aid  so  es- 
sential, at  least  in  my  State  of  California? 

Ms.  Ahl.  In  a  State  like  California,  depending  on  where  in  Cali- 
fornia, for  instance,  in  the  San  Diego  area,  around  the  Alameda 
area,  where  you  have  a  great  percentage  of  your  ADA  being  mili- 
tary impacted  students,  if  these  students  are  living  on  a  Federal 
facility,  their  parents  are  paying  no  property  taxes  because  they 
are  living  on  Federal  property.  The  Federal  property  itself  may  not 
be  taxed  by  the  local  school  system.  Even  if  they  are  living  off  of 
property,  if  they  are  not  residents  of  the  State  of  California,  they 
are  not  paying  various  local  taxes  and  so  forth. 

I  am  not  sure  if  I  answered  your  question.  You  are  looking  at  me 
puzzled. 

Mr.  RlGGS.  I  am  not  sure  you  did  either.  Again,  since  at  least  in 
California  the  lion's  share  of  public  funding  for  education  is  ADA 
funds,  it  would  appear  to  me  that  Federal  impact  aid  is  not  so  es- 
sential. 

That  is  to  say,  it  won't  create  the  problem  that  you  are  stating 
because  in  fact  the  funding  follows  the  student.  Does  that  make 
sense? 

Ms.  Ahl.  Okay.  You  are  talking  about  State 

Mr.  Riggs.  I  am  talking  about  State  funding,  but  of  course  as 
you  well  know 

Ms.  Ahl.  But  State  funding  is  only  a  portion  of  the  total  funding 
to  educate  a  child. 

Mr.  RlGGS.  It  is  the  greater  percentage  of  the  funding. 

Ms.  Ahl.  It  may  be  in  California.  A  portion  of  funding  is  based 
on  local  property  taxes,  for  instance,  is  one  portion  of  it.  Some 
States  use  property  taxes  that  are  paid  for  registering  a  car,  get- 
ting a  license  plate,  as  part  of  their  local  contribution  to  education. 

Mr.  Porter.  Since  you  don't  need  it,  if  you  could  ship  your  por- 
tion over  to  Illinois,  we  are  in  bad  shape  with  property  taxes  being 
the  primary  source  of  funding  for  education. 
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Ms.  Ahl.  If  a  military  person  is  not  a  resident  of,  say,  the  State 
of  California,  if  he  is  a  resident  of  Pennsylvania  and  maintains  his 
residency  there,  he  does  not  pay  State  income  taxes  in  California. 
He  pays  them  in  Pennsylvania,  which  doesn't  help  the  State  of 
California. 

Mr.  RlGGS.  Your  argument  is  Federal  impact  aid  is  designed  to 
make  up  for  that  loss  in  property  tax  revenue? 

Ms.  Ahl.  I  think  that  is  the  simplest  definition  of  it,  is  the  fact 
that  the  Federal  Government  does  not  allow  a  school  district  or  a 
State  to  tax  Federal  property  yet  the  Federal  Government  has 
made  the  decision  to  put  that  Federal  property  there.  Yes,  they  de- 
serve to  make  up  that  loss. 

Mr.  Porter.  Let  me  give  you  an  example,  if  I  may.  The  largest 
Naval  training  facility  in  the  world  is  in  my  district  at  Great 
Lakes.  The  local  schools  in  north  Chicago  that  surrounds  the  base 
are  45  percent  impacted.  That  means  45  percent  of  the  students 
that  go  there  are  from  the  base. 

The  base  obviously  pays  no  property  tax  whatsoever.  The  city  is 
the  third  poorest  community  in  Illinois  and  has  a  very,  very  weak 
assessed  valuation  upon  which  to  base  school  taxes. 

The  tax  rate  that  they  assess  is  the  highest  tax  rate  in  the  entire 
area,  an  area  where  funds  devoted  to  education  are  among  the 
highest  in  the  country.  And  yet  they  derive  very  little  revenue  from 
it  because  of  their  weak  assessed  base. 

Two  years  ago  the  school  district  went  bankrupt.  They  didn't 
have  the  funds  to  meet  their  bills.  They  attempted  to  dissolve,  and 
in  the  meantime  the  State  representatives  managed  to  get  through 
the  legislature  a  million  dollars  extra  cost  or  they  simply  would 
have  dissolved.  There  was  no  way  they  could  continue  in  business. 

So  in  some  areas  in  the  country  where  the  costs  are  high,  in 
urban  areas  they  clearly  are  high,  because  the  military  bases  lo- 
cated in  those  areas,  all  of  their  costs  are  high,  it  is  a  severe  prob- 
lem. 

And  if  the  Federal  Government  were  to  stop  providing  impact  aid 
at  all,  you  would  have  school  bankruptcies  all  over  this  country. 
You  would  have  the  kids,  who  are  innocent  in  all  this,  being 
blamed  by  their  classmates,  as  we  did  in  north  Chicago,  for  the 
problems,  and  you  would  have  hundreds  of  lawsuits  for  the  Federal 
Government  to  pay  its  fair  share  of  the  cost  of  educating  those 
kids.  You  would  have  the  kids  ultimately  probably  excluded  from 
the  school  systems,  which  would  be  a  disaster  for  everyone. 

So  I  think  it  is  a  very  serious  problem.  It  differs  perhaps  from 
State  to  State. 

And  again,  if  you  don't  need  it,  frankly,  we  do. 

Mr.  RlGGS.  I  am  just  looking  at  maybe  there  is  a  better  way  to 
target  it,  Mr.  Chairman. 

Mr.  PORTER.  Thank  you  for  your  testimony. 


Friday,  February  3,  1995. 

WITNESS 
GAIL  MANZA,  ONE  TO  ONE 

Mr.  Porter.  Gail  Manza,  One  to  One  Partnership. 
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Ms.  Manza.  Thank  you. 

I  am  here  this  afternoon  representing  the  National  Mentoring 
Coalition,  which  is  composed  of  a  number  of  national  mentoring  or- 
ganizations, including  Big  Brothers  and  Big  Sisters,  the 
Intergenerational  Learning  Sister,  associated  with  Temple  Univer- 
sity, and  the  National  Black  Child  Development  Institute,  all  orga- 
nizations dedicated  to  promoting  and  advancing  the  practice  of 
mentoring. 

We  want  to  share  some  data  quantifying  the  relationship  be- 
tween mentoring  and  improved  academic  performance.  And  we  also 
want  to  seek  your  assistance  in  extending  the  reach  of  mentoring, 
which  we  believe  very  firmly  not  only  helps  people  stay  in  school 
but  succeed  there. 

We  will  start  with  defining  mentoring.  One  to  One  depends  on 
the  definition  of  mentoring  provided  by  Urie  Brofenbrenner,  which 
is,  "Mentoring  is  the  process  by  which  an  older,  more  experienced 
person  seeks  the  development  of  character  and  competence  in  a 
younger  person."  I  think  that  fits  perfectly. 

It  is  probably  important,  again,  in  providing  a  little  context  here, 
in  remembering  that  a  mentor  is  not  simply  a  tutor.  While  a  tutor 
is  an  undeniably  important  part  of  the  educational  process,  a  men- 
tor's role  is  broader.  He  is  a  wise  and  trusted  friend  and  guide,  who 
will  really  help  a  young  person  develop  to  their  fullest  potential. 

We  believe  a  mentor  is  a  sure  route  to  the  vital  matter  before 
your  committee,  which  is  academic  achievement. 

There  is  absolutely  no  doubt  in  my  mind  that  mentoring 
strengthens  academic  performance.  I  have  three  studies,  one  con- 
ducted by  the  Procter  &  Gamble  Company. 

The  second  is  conducted  by  the  Charles  Stewart  Mott  Founda- 
tion, which  focused  on  an  intergenerational  program.  The  third  is 
a  preliminary  look  at  our  own  program  which  we  are  running  in 
South  Central  L.A.,  in  the  Horace  Mann  Middle  School  in  Watts. 

The  findings  of  the  Procter  &  Gamble  study  are  very  compelling. 
It  involved  133  young  people,  all  of  whom  had  a  mentor.  As  a  group 
these  young  people  were  more  likely  to  stay  in  school,  more  likely 
to  achieve  better  grades  and  more  likely  to  go  to  college. 

Specifically,  not  one  of  the  young  people  involved  in  the  program 
dropped  out  of  school.  Their  daily  attendance  was  fair  higher  than 
their  peers.  Their  grade  point  average  was  at  least  a  unit  higher. 
Eighty-six  percent  went  on  to  college  or  technical  training  versus 
25  percent  of  the  remainder  of  their  class. 

The  Mott  study  produced  similar  results.  It  concentrated  on 
measuring  the  impact  of  mentoring  on  a  sickle  academic  career  and 
found  mean  grades  improved  for  all  subjects.  More  importantly, 
teacher  comments  absolutely  reinforce  the  sense  of  improvement  in 
attentiveness,  attendance  and  overall  performance. 

The  team  mentoring  project,  again,  produced  absolutely  similar 
results.  The  only  point  I  want  to  make  about  that  study  is  that  it 
also  found  that  the  teachers  who  had  originally  been  somewhat 
skeptical  about  the  program  ended  a  two-year  project  becoming  its 
strongest  advocates. 

To  what  extent  are  mentoring  programs  currently  connecting  and 
supporting  schools?  There  are  throughout  the  Nation  about  500 
school-based  partnerships  at  work  right  now  and  they  range  from 
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fairly  small,  meaning  about  1,000  students  in  New  York  City,  to  a 
new  experiment  being  conducted  as  we  speak  in  Kansas  City  which 
will  involve  30,000  young  people,  which  is  about  half  of  the  school 
systems  in  that  area  of  the  population. 

But  the  key  issue  is  not  enough  programming  is  being  done. 
There  are  at  least  6.8  million  young  people  at  serious  risk  of  never 
becoming  truly  connected  in  our  society  and  yet  only  3  percent  of 
them  have  mentors. 

Mentors  can,  again,  based  on  the  studies  available,  reach  and 
support  these  young  people.  They  can  keep  them  in  school,  help 
them  avoid  risky  behavior  and  help  them  envision  a  future  that  is 
worth  the  working  very  hard  for. 

So  what  more  needs  to  be  done?  Two  things. 

First,  we  need  more  research  to  quantify  the  relationship  be- 
tween mentoring  and  academic  success.  We  think  stronger  research 
will  produce  three  very  positive  outcomes. 

First,  more  adults  will  be  attracted  to  mentoring.  Schools  will  be 
more  inclined  to  establish  formal  mentoring  programs.  And  funders 
at  every  level  will  be  more  likely  to  provide  the  support  needed  to 
extend  this  to  the  remaining  portion,  meaning  the  97  percent  of 
young  people  who  do  not  have  the  advantage  of  a  mentor. 

We  also  need  support  for  affordable  training.  More  attention 
needs  to  be  applied  to  the  issue  of  volunteer  training.  It  has  been 
identified  as  the  single  most  persistent  block  to  extending  the  reach 
of  mentoring  in  the  U.S. 

And  specifically,  we  are  asking  you  and  your  subcommittee,  as 
you  develop  priorities  for  funding,  to  support  efforts  within  the  De- 
partment of  Education  to  further  demonstrate  how  mentoring  pro- 
motes academic  achievement,  and  to  support  efforts  to  produce  cost 
effective  training. 

As  you  consider  our  request,  I  hope  you  bear  this  in  mind.  The 
mentoring  movement  is  largely  privately  funded,  and  is  con- 
centrated on  direct  service.  We  have  made  few  requests,  and  antici- 
pate making  few  requests  of  the  Federal  Government  for  support. 

But  we  do  need  a  public  sector  partner  in  the  area  of  research 
and  development.  And  that  is  the  role  that  we  hope  that  particu- 
larly the  Department  of  Education  will  be  able  to  play  in  helping 
to  definitively  demonstrate  in  an  era  that  demands  results,  that 
mentoring  does  in  fact  produce  results,  and  to  help  us  develop  the 
training  we  need  to  make  mentoring  a  quality  experience  for  the 
young  people  we  are  trying  to  serve. 

In  closing,  I  thank  you  for  your  time  this  morning  and  I  also 
thank  you  for  your  long-term  leadership  on  the  Volunteer  Protec- 
tion Act.  All  of  us  who  are  involved  in  the  mentoring  movement  are 
deeply  appreciative  of  your  action  in  that  area. 

[The  prepared  statement  of  Gail  Manza  follows:] 
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My  name  is  Gail  Manza  and  I  am  the  National  Executive  Director  of  The  One  to  One 
Partnership,  Inc.  One  to  One  is  a  national  nonprofit  organization  whose  mission  is  to 
promote  mentoring  and  economic  empowerment  for  youth.  We,  along  with  our  many 
partners,  believe  that  when  children  are  connected  to  a  caring  and  committed  adult  mentor  - 
-  someone  who  listens  to  them  and  stands  by  them  -  they  truly  can  develop  to  their  fullest 
potential  as  individuals  and  as  responsible  citizens. 

I  appear  today  on  behalf  of  the  members  of  the  National  Mentoring  Coalition,  a  group  for 
which  One  to  One  serves  as  a  convener.  The  Coalition  was  formed  in  1993  and  is 
comprised  of  national  mentoring  organizations  that  are  committed  to  building  strong, 
effective  programs  for  America's  children.  Members  of  the  Coalition  include  Big  Brothers 
and  Big  Sisters  of  America,  the  National  Association  of  Partners  in  Education,  Temple 
University's  Center  for  Intergenerational  Learning  and  the  National  Black  Child  Development 
Institute.  The  Coalition  promotes  effective  mentoring  policies  and  practices  through  national 
conferences,  state  and  federal  legislation,  and  other  strategic  forums. 

The  purpose  of  my  testimony  is  to  share  available  data  that  quantifies  the  degree  to  which 
mentoring  programs  contribute  to  improved  academic  performance  of  disadvantaged  youth. 
I  would  like  to  show  the  members  of  the  committee  how  mentoring  contributes  to  positive 
youth  development  which,  in  turn,  contributes  to  stronger  performance  in  school.  And  I 
would  like  to  do  so  by  focusing  on  four  fundamental  questions. 

First,  what  is  mentoring?  One  to  One  relies  on  the  definition  of  mentoring  provided  by  Dr. 
Urie  Brofenbrenner:  "Mentoring  is  the  process  by  which  an  older,  more  experienced  person 
seeks  the  development  of  CHARACTER  and  COMPETENCE  in  a  younger  person."  While 
evidence  suggests  that  mentoring  programs  enhance  academic  performance,  a  mentor  is  not 
simply  a  tutor.  A  tutor,  whose  role  is  undeniably  important,  is  someone  who  teaches  or 
guides  an  individual  in  a  special  subject  or  for  a  particular  purpose.  A  mentor's  role  is 
broader.  In  short,  a  mentor  is  a  trusted  friend  and  guide  who  helps  a  young  person  become 
the  best  that  they  can,  and  want  to  be. 

2. 
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Second,  and  most  vital  to  matters  before  this  committee,  can  mentoring  strengthen  academic 
performance?  There's  no  doubt  in  my  mind  that  mentoring  can  improve  academic 
achievement.  One  strong  example  is  provided  by  a  Cincinnati  school-based  mentoring 
program  funded  by  The  Proctor  &  Gamble  Company.  An  evaluation  of  the  program  showed 
that  133  young  people  -  with  mentors  -  were  more  likely  to  stay  in  school,  aspire  to  and 
achieve  better  grades  and  go  on  to  college.  Not  one  student  with  a  mentor  dropped  out  of 
school,  their  average  daily  attendance  was  higher  than  their  peers  without  mentors  and  the 
grade  point  average  of  the  young  people  with  mentors  was  almost  half  a  unit  higher.  Eighty- 
six  percent  of  the  high  school  seniors  with  mentors  went  on  to  college,  compared  to  a 
typical  class  average  of  just  over  25  percent. 

A  recent  study  of  school-based  programs  by  the  Charles  Stewart  Mott  Foundation 
demonstrates  the  same  point.  Mentoring,  measurably  enhances  the  odds  that  children  will 
succeed  in  school.  The  evaluation,  which  concentrated  on  measuring  the  impact  of  mentors 
on  students'  academic  performance  during  the  course  of  the  1 992-1 993  school  year,  found 
that  the  mean  grades  of  the  children  involved  -  for  all  school  subjects  -  increased  and  that 
teacher  comments  reinforced  a  strong  sense  of  improvement  ...  in  attendance,  in 
attentiveness,  and  in  overall  performance. 

A  One  to  One  team  mentoring  program  piloted  last  year  at  Horace  Mann  Middle  School  in 
South  Central  Los  Angeles  has  also  produced  impressive  preliminary  results.  Parental 
involvement  in  the  school  has  increased;  children  have  strongly  expressed  in  their  own 
words  how  their  leadership  and  self-confidence  increased  (see  attached  document);  and 
teachers,  who  were  at  first  reluctant  and  skeptical  about  the  program,  are  now  its  chief 
advocates  and  are  using  the  skills  they  acquired  through  the  mentoring  program  to 
strengthen  their  classroom  techniques. 

A  third  question,  to  what  extent  are  mentoring  programs  connecting  with  and  supporting 
schools?  Traditionally,  mentoring  programs  have  not  been  formally  connected  to  our 
nation's  schools.    Increasingly,  however,  mentoring  programs  are  becoming  partners  with 
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schools.  We  estimate  that  there  currently  exist  as  many  as  500  local  partnerships  between 
mentoring  programs  and  schools.  Dr.  Susan  Weinberger,  a  member  of  the  National 
Mentoring  Coalition  and  the  director  of  mentor  programs  in  the  Norwalk  Public  Schools, 
believes  that  mentoring  programs  are  becoming  the  most  popular  preventive  programs  in 
America  today  and  offer  strong  support  to  the  second  National  Education  Goal:  By  the  year 
2000,  the  nation's  high  school  graduation  rate  will  increase  to  at  least  90  percent. 

While  students,  schools  and  communities  are  well  served  by  existing  school-mentoring 
partnerships,  these  programs  simply  are  not  reaching  enough  children.  In  fact  we  estimate 
that  only  340,000  children  in  this  country  are  currently  benefitting  from  having  a  volunteer 
adult  mentor.  That  is  less  than  2  percent  of  our  country's  13.6  million  at-risk  youth 
population. 

Academic  success  is  critical  to  helping  these  children  achieve  productive  adulthood. 
Mentors  can  reach  and  support  these  children.  They  can  give  young  people  the 
fundamentals  to  help  them  stay  in  school  and  avoid  risky  behavior.  And,  most  importantly, 
they  can  help  them  envision  a  future  that  is  worth  working  very  hard  for. 

Finally,  what  more  needs  to  be  done?  There  is  no  doubt  that  the  mentoring  community  and 
schools  must  continue  their  work  to  further  quantify  the  relationship  between  mentoring  and 
academic  achievement.  By  further  demonstrating  that  a  strong  correlation  exists,  the 
mentoring  community  will  be  able  to  attract  greater  numbers  of  adult  volunteers  into  the 
movement.  Schools  will  be  more  inclined  to  establish  formal  mentoring  programs  for  their 
students  once  they  are  convinced,  quantitatively,  that  mentors  help  improve  students' 
attendance  and  grades.  It  will  also  encourage  funders  to  provide  more  financial  support  for 
partnerships  between  schools  and  mentoring  programs. 

Also  needed  is  greater  attention  to  the  issue  of  volunteer  training.  Within  the  mentoring 
community,  providers  -  including  school  systems  -  identified  mentor  training  as  their 
number  one   need.      Most   mentoring   programs   have   neither  the   manpower   nor  the 
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technology  to  provide  cost-effective  training. 

As  this  Subcommittee  develops  priorities  for  funding  education  research  and  improvement 
in  fiscal  year  1996,  the  National  Mentoring  Coalition  requests  that  you  consider  supporting 
efforts  within  the  Department  of  Education  to  further  demonstrate  how  mentoring  helps 
young  people  in  school. 

We  also  ask  that  you  consider  support  for  the  development  of  high-quality,  low  cost 
training.  We  believe  that  widely  available  orientation  and  training  programs  for  volunteers 
and  school  administrators  will  not  only  reduce  volunteer  attrition  rates,  but  also  enhance 
educators'  ability  to  do  what  they  are  asked  to  do  -  ensure  academic  achievement  in  all 
children. 

The  mentoring  community  has  not  traditionally  relied  upon  or  requested  federal  funding. 
But  at  this  point  in  its  development,  mentoring  requires  a  public  sector  partner  to  assist  in 
basic  evaluation  research  and  training  development  -  both  geared  to  delivering  more 
mentors  to  more  children  as  quickly  and  efficiently  as  possible.  We  believe  that  with  this 
kind  of  targeted  support,  mentoring  can  help  schools  to  enhance  the  performance  of  their 
students  and  support  the  National  Education  goals.  And,  more  importantly,  we  believe  that 
mentoring  can  ensure  that  young  people  not  only  stay  in  school,  but  succeed  there. 

Finally,  I  thank  you  for  your  attention  to  our  request  and  for  the  opportunity  to  testify  before 
this  Subcommittee.  Chairman  Porter,  on  behalf  of  the  Mentoring  Coalition,  I  also  wish  to 
thank  you  for  your  many  years  of  leadership  on  the  Volunteer  Protection  Act.  Volunteer 
liability  is  an  important  issue  for  our  community  and  we  appreciate  all  you  have  done  over 
many  long  years  to  address  this  issue. 


Hie  following  was  excerpted  from  Felton  Booker's  list  of  26  benefits  derived 
from  me  Los  Angeles  Team  Mentoring  Program,  as  an  illustration  of  what 
One  to  One  hopes  to  achieve  for  every  child. 
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Gail  Manza 


Gail  Manza  is  the  National  Executive  Director  of  The  One  to  One  Partnership,  Inc. 
One  to  One  is  an  umbrella  organization  for  mentoring  programs  of  all  kinds  and  operates 
offices  in  15  major  cities.    The  organization  is  dedicated  to  promoting  mentoring  and 
economic  empowerment  -  twin  strategies  aimed  at  helping  young  people  to  envision  a 
positive  future  and  find  the  means  to  get  there. 

Ms.  Manza  was  formerly  a  Senior  Vice  President  at  United  Way  of  America,  where  she 
also  served  as  Managing  Director  of  the  Mobilization  for  America's  Children  -  a  national 
initiative  aimed  at  advancing  the  well-being  of  the  country's  most  disadvantaged  children. 
That  initiative  is  operating  in  over  100  communities  throughout  the  nation  and  embraces  the 
"Success  by  Six"  program.    Ms.  Manza  also  oversaw  UWA's  major  individual  giving  and 
national  development  offices. 

Ms.  Manza  is  a  social  worker,  with  a  masters  degree  from  the  University  of  Maryland 
School  of  Social  Work  &  Community  Planning.    Ms.  Manza  was  a  post-graduate  fellow  in 
Community  and  Organization  Systems  at  Johns  Hopkins  University  and  completed  the 
Nonprofit  Management  Program  at  the  Harvard  School  of  Business. 
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Mr.  Porter.  Thank  you  for  those  kind  words,  Ms.  Manza.  Didn't 
we  used  to  call  the  mentors  mom  and  dad?  And  isn't  this  yet  an- 
other symptom  of  the  breakdown  of  the  family  in  our  society? 

Ms.  Manza.  I  think  it  is  a  symptom  of  the  breakdown  in  our  soci- 
ety. No  one  has  to  repeat  the  statistics  to  any  of  you.  Young  people 
need  more  assistance  in  a  more  complicated  world  to  reach  their 
goals.  And  mentors  not  only  provide  the  pseudo-parental  support 
but  they  also  open  new  worlds  to  young  people,  which  is  really  crit- 
ical. 

Mr.  Porter.  Why  in  the  world  should  we  need  more  research 
into  the  value  of  mentoring  when  we  already  know  that  it  is  valu- 
able and  needed? 

Ms.  Manza.  Well,  I  am  enormously  pleased  that  you  feel  that 
way.  I  cited  three  studies  this  morning.  That  represents  half  of  the 
universe  of  available  quantitatively  based  statistical  studies  on 
mentoring.  Neither  the  Federal  Government  nor  individual  funders 
nor  individual  volunteers  will  rely  on  three  out  of  seven  studies. 
We  really  do  need  more  definitive  research. 

Mr.  Porter.  We  thank  you  very  much  for  your  testimony  this 
morning.  Thank  you  for  being  with  us. 


Friday,  February  3,  1995. 

WITNESS 
SHERIDAN  TURNER,  MUSEUM  OF  SCIENCE  AND  INDUSTRY 

Mr.  Porter.  Sheridan  Turner,  Museum  of  Science  and  Industry. 

Mr.  Turner,  it  is  nice  to  see  you  again.  Thank  you  for  being  with 
us. 

Mr.  Turner.  Thank  you.  My  name  is  Sheridan  Turner.  I  am  the 
Director  of  Education  at  the  Museum  of  Science  and  Industry  in 
Chicago.  During  the  Past  several  years,  this  subcommittee  has  lis- 
tened to  science  museums  explaining  their  on  going  efforts  to  serve 
as  interpreters  for  the  complex  issues  of  scientific  information  and 
to  serve  as  agents  for  change  in  our  formal  education  systems. 

Today  I  would  like  to  update  the  subcommittee  on  how  these 
science  museums  are  contributing  to  influencing  change  in  public 
education  and  the  specific  role  that  the  Museum  of  Science  and  In- 
dustry in  Chicago  is  playing  in  challenging  and  supporting  the  Chi- 
cago public  school  system. 

Several  years  ago  former  Education  Secretary  William  Bennett 
called  the  Chicago  public  schools  the  worst  school  system  in  the  na- 
tion. Since  that  time  Chicago  public  schools  have  been  taking 
strides  toward  improving  their  delivery  systems. 

The  informal  education  community  in  Chicago  has  played  a  sig- 
nificant role  in  that  improvement.  Through  its  work  with  Chicago 
public  schools,  the  Museum  of  Science  and  Industry  is  demonstrat- 
ing that  the  science  museum  community  can  facilitate  meaningful 
educational  reform. 

Science  museums  are  making  great  strides  in  reforming  the  way 
teachers,  parents  and  students  view  science  education  and  learn- 
ing. They  can  supplement  and  greatly  enhance  traditional  edu- 
cational curricula. 
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However,  science  museums  are  still  very  much  under-utilized  re- 
source in  our  efforts  to  challenge  the  former  systems  and  to  offer 
today's  youth  tools  and  technology  far  beyond  those  found  in  the 
formal  classrooms. 

The  Museum  of  Science  and  Industry  is  at  the  forefront  because 
we  offer  what  we  call  the  Uncommon  Classroom.  The  Uncommon 
Classroom  is  the  physical  manifestation  of  what  we  refer  to  as  the 
integrated  learning  experience.  The  science  exhibit  adds  depth  by 
providing  students  with  hands  on  real  experiences  that  is  pre- 
sented in  real  time  and  in  ways  that  are  meaningful. 

The  museum's  hands  on  interactive  experiences  integrate  a  num- 
ber of  principles  in  ways  that  are  engaging.  Recently  we  brought 
in  a  United  Airlines  727  into  our  building  because  what  better  ve- 
hicle than  to  learn  about  the  principles  of  flight  than  on  a  real  air- 
craft? 

Similarly,  our  new  AIDS  exhibit  will  help  the  community  to  de- 
velop a  much  better  understanding  of  the  HIV  virus. 

Science  museums  like  MSI  offer  superior,  innovative  and  meas- 
urably effective  teaching  methodologies  and  practices  to  meet  the 
needs  of  today's  youth. 

Two  distinctive  features  are  objective-based  learning  models  and 
the  social  context.  Through  these  hands  on  interactive  activities 
students  can  explore,  experiment  and  observe  results. 

Science  museum  learning  labs  supplement  and  reinforce  lessons 
learned  in  schools  through  challenging  students  to  solve  problems 
in  using  the  tools  of  technology. 

The  social  context  of  the  museum  also  provides  the  added  benefit 
of  involving  parents  in  the  educational  process.  As  this  committee 
is  very  much  aware,  most  learning  takes  place  outside  of  the  for- 
mal educational  setting,  and  the  most  critical  time  for  learning  is 
from  zero  through  12  years  of  age. 

Science  museums  recognize  this  challenge  and  the  opportunity  to 
embed  our  Uncommon  Classroom  within  an  ongoing  formal  pro- 
gram of  instruction.  This  is  occurring  as  we  speak  in  Chicago  today 
to  the  benefit  of  the  children  growing  in  our  city. 

There  has  also  been  a  great  deal  of  discussion  in  policy  circles 
of  setting  new  outcome  standards.  This  is  a  movement  to  establish 
new  learning  standards  with  assessment  based  far  more  on  the 
process  of  learning  than  learning  accrued  through  rote 
memoryzation. 

A  different  type  of  learning  environment  than  what  currently  ex- 
ists in  most  school  systems  is  envisioned  in  the  draft  standards. 
The  classroom  becomes  a  community  in  which  students  will  learn 
science  by  actively  engaging  in  scientific  inquiry  and  teachers  will 
be  assisted  in  empowered  to  make  decision  best  what  the  children 
learn,  how  they  learn,  and  how  the  resources  available  to  them  are 
allocated. 

According  to  Bruce  Alberts,  President  of  the  National  Academy 
of  Sciences,  by  engaging  students  to  ask  questions,  think  critically, 
learning  science  becomes  enjoyable.  And  learning  in  this  way  stu- 
dents will  develop  the  skills  that  will  help  them  make  more  in- 
formed decisions  throughout  their  lives. 

Last  year,  Congress  adopted  the  Improving  America  School  Act. 
The  reauthorization  of  the  Elementary  and  Secondary  Education 
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Act.  In  that  act,  Congress  provided  several  opportunities  from  for- 
mal science  education  organizations  such  as  our  museum  to  de- 
velop productive  partnerships  with  schools. 

I  know  Congress  may  reconsider  this  act.  And  let  me  take  this 
opportunity  to  emphasize  that  these  types  of  innovative  local  part- 
nerships can  work  to  benefit  the  youth  of  today. 

The  Federal  Government  can  play  a  role  in  promoting  and  en- 
couraging these  types  of  local  partnerships  in  support  of  edu- 
cational reform.  It  is  our  museum's  hope,  Chairman  Porter,  that 
this  subcommittee  will  recognize  the  important  roles  that  museums 
have  played  in  changing  science  education  and  that  they  will  con- 
tinue to  play. 

We  look  forward  to  building  upon  this  role  and  to  increasing  our 
contribution  to  the  learning  process  and  to  public  science  literacy. 

Thank  you  so  much  for  providing  me  with  the  opportunity  to  ap- 
pear before  you.  And  I  look  forward  to  working  with  Members  of 
this  subcommittee  to  involve  science  museums  through  local  part- 
nerships in  improving  our  educational  system. 

[The  prepared  statement  of  Sheridan  Turner  follows:] 
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TESTIMONY  OF 

SHERIDAN  TURNER 

DIRECTOR  OF  EDUCATION 
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BEFORE  THE 
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SUBCOMMITTEE  ON  THE  DEPARTMENTS  OF  LABOR,  HEALTH  AND  HUMAN 

SERVICES,  EDUCATION  AND  RELATED  AGENCIES 


FRIDAY  FEBRUARY  3,  19  95 
23  58  RAYBURN  HOUSE  OFFICE  BUILDING 
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Thank  you  for  providing  me  the  opportunity  to  appear  before  your 
Subcommittee  this  morning. 

My  name  is  Sheridan  Turner.  I  am  the  Director  of  Education  at  the 
Museum  of  Science  and  Industry  of  Chicago  and  I  am  here  on  behalf 
of  the  Museum's  President  Dr.  Jack  Kahn.  Dr.  Kahn  has  testified 
before  this  Subcommittee  in  previous  years. 

During  the  past  several  years  this  Subcommittee  has  listened  as 
science  museums  have  explained  their  ongoing  efforts  to  serve  as 
interpreters  for  the  public  of  complex  scientific  information,  and 
to  serve  as  agents  of  change  in  our  formal  education  system.  I 
understand  that  yesterday  you  heard  from  Dr.  Paul  Hanle,  Director 
of  the  Maryland  Science  Center,  on  how  science  museums  are  helping 
the  public  understand  complex  health  information. 

I  would  like  to  update  this  Subcommittee  on  how  science  museums  are 
contributing  to  influencing  change  in  public  education,  and  the 
spec: cic  role  that  the  Museum  of  Science  and  Industry  in  Chicago  is 
playing  in  challenging  and  supporting  the  Chicago  public  education 
system. 

Several  years  ago  former  Education  Secretary  William  Bennett  called 
the  Chicago  Public  School  system  the  worst  public  school  system  in 
the  Nation.  Since  that  time  the  Chicago  public  schools  have  been 
taking  strides  toward  improving  their  delivery  systems.  The 
informal  education  community  in  Chicago  has  played  a  role  in  that 
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improvement.  Through  its  work  with  the  Chicago  Public  Schools,  the 
Museum  of  Science  and  Industry  has  demonstrated  that  the  science 
museum  community  can  facilitate  meaningful  education  reform. 

Science  museums  are  making  great  strides  in  reforming  the  way  that 
teachers,  parents  and  students  view  science  education  and  science 
learning.  While  science  museums  are  sometimes  thought  of  as  mere 
"keepers  of  inanimate  things",  these  museums  are  living  forces  in 
the  establishment  of  a  new  education^-  paradigm.  Science  museums 
remain  an  under-utilized  resource  in  efforts  to  challenge  the 
formal  education  system  ari  to  offer  today's  youth  tools  and 
technology  far  beyond  those  found  in  the  formal  classroom. 
Science  museums  can  supplement,  and  greatly  enhance,  traditional 
educational  curricula. 

The  Museum  of  Science  and  Industry  is  at  the  forefront  of  the 
education  reform  movement  because  we  offer  the  "Uncommon 
Classroom."  The  "Uncommon  Classroom"  is  the  physical 
manifestation  of  what  we  refer  to  as  the  integrated  learning 
experience.'  The  science  exhibit  adds  depth  to  traditional  methods 
of  learning  by  providing  students  with  an  educational  experience 
that  is  presented  in  real  time  and  is  meaningful  in  the  real  world. 
Rather  than  presenting  students  with  discreet  scientific  principles 
and  phenomena,  the  Museum's  hands-on  interactive  experiences 
integrate  a  number  of  principles  in  a  way  that  is  engaging  and 
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memorable.  Recently,  the  Museum  of  Science  and  Industry  brought  an 
entire  727  into  the  building  because  there  is  no  better  vehicle 
through  which  to  study  the  principles  of  flight  than  on  a  real 
aircraft.  Science  museums  like  MSI  offer  superior,  innovative  and 
measurably  effective  teaching  methodologies  and  practices  to  meet 
the  science  needs  of  today's  youth. 

Two  distinctive  features  of  the  Museum  experience  are  object  based 
learning  models  and  soci  context.  Through  hands-on,  interactive 
activities,  students  can  explore,  experiment,  observe  results  and 
construct  new  knowledge.  Science  museum  "Learning  Labs"  supplement 
and  reinforce  the  lessons  learned  in  schools,  through  challenging 
students  to  solve  problems  in  real  time  using  today's  tools  of 
technology.  The  social  context  of  the  Museum  environment  also 
provides  the  added  benefit  of  involving  parents  in  the  educational 
process,  learning  from  their  peers  as  well  as  the  environment. 

Most  learning,  Chairman  Porter,  takes  place  outside  of  the  formal 
education  setting  and  it  has  been  documented  in  recent  articles, 
that  the  most  critical  time  for  learning  is  from  0  to  12  years  of 
age.  Science  museums  recognize  the  challenge  and  the  opportunity 
to  embed  our  "Uncommon  Classroom"  within  an  ongoing  formal  program 
of  instruction.  This  is  occurring  in  Chicago  today  to  the  benefit 
of  children  growing  up  in  that  city. 
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Th^re  has  been  a  great  deal  of  discussion  in  policy  circles  of 
setting  outcomes  standards.  There  is  a  movement  to  establish  new 
national  education  standards  with  assessment  based  more  upon  the 
process  of  learning  rather  than  knowledge  accrued  through  rote 
memorization. 

A  different  type  of  learning  environment  than  what  currently  exists 
in  most  school  systems  is  envisioned  in  the  draft  standards:  the 
classroom  becomes  a  "community"  in  which  students  will  learn 
science  by  actively  engaging  in  inquiries;  teachers  will  be 
assisted  and  empowered  to  make  decisions  about  what  students  learn, 
how  they  learn  it,  and  how  resources  are  allocated. 

"Memorizing  a  few  scientific  terms  and  definitions  is  not 
particularly  interesting  or  exciting  to  students  and  does  not  make 
a  person  scientifically  literate,"  said  Bruce  M.'  Alberts,  President 
of  the  National  Academy  of  Sciences  and  Chair  of  the  National 
Research  Council.  "By  engaging  them  to  ask  questions  and  think 
critically,  learning  science  becomes  enjoyable  and  exciting.  And 
by  learning  ir  this  way,  students  will  develop  skills  that  will 
help  them  make  more  informed  decisions  throughout  their  lives." 

Last  year  Congress  adopted  the  Improving  America's  Schools  Act,  the 
reauthorization  of  the  Elementary  and  Secondary  Education  Act.  In 
that  Act,  Congress  provided  several  opportunities  for  informal 
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education  organizations  such  as  science  museums  to  develop 
productive  partnerships  with  local  schools. 

I  know  that  the  new  congress  may  reconsider  this  Act.  Let  me  take 
this  opportunity  to  emphasize  that  these  types  of  innovative  local 
partnerships  can  work  to  the  benefit  of  youth.  This  has  been  a 
positive  beginning  for  the  Museum  of  Science  and  Industry  and  other 
similar  collaboratives  around  the  country.  We,  and  other 
collaboratives,  would  welcome  the  opportunity  to  bring  these 
alliances  with  Public  Schools  systems  to  fruition. 

The  fed- ral  government  can  play  a  role  in  promoting  and  encouraging 
these  types  of  local  partnerships  in  support  of  education  reform. 
It  is  our  Museum's  hope,  Chairman  Porter,  that  this  Subcommittee 
will  recognize  the  important  role  that  science  museums  have  played 
in  the  advancement  and  development  of  our  Nation's  education  system 
during  the  past  decade.  We  look  forward  to  building  upon  this  role 
and  to  increasing  our  contribution  to  the  learning  process  and 
public  science  literacy. 

Thank  you  for  providing  me  the  opportunity  to  appear  before  you 
today.  I  look  forward  to  working  with  the  Members  of  this 
Subcommittee  to  involve  science  museums,  through  local 
partnerships,  in  improving  our  education  system. 
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Mr.  Porter.  Mr.  Turner,  we  very  much  appreciate  your  coming 
to  testify. 

How  many  visitors  are  there  to  the  Museum  of  Science  and  In- 
dustry in  Chicago  in  a  year? 

Mr.  TURNER.  There  are  over  2  million  visitors,  of  which  there  are 
almost  400,000  school  students,  and  that  is  an  increase  of  almost 
20  percent  from  last  year. 

Mr.  Porter.  And  you  characterize  that  as  under-utilized? 

Mr.  Turner.  The  museum  in  itself  isn't  under-utilized.  It  is  the 
number  of  children  in  Chicago,  in  the  surrounding  Midwest,  that 
could  have  the  opportunity  to  come  and  make  better  use  of  our 
educational  facilities  and  to  embed  those  facilities  as  part  of  the 
school  improvement  plans. 

Mr.  Porter.  With  2  million  visitors  you  must  be  crowded  almost 
all  the  time,  though. 

Mr.  Turner.  No.  We  still  have  a  lot  of  room. 

Mr.  Porter.  You  still  have  some  capacity? 

Mr.  Turner.  A  lot  of  room,  yes. 

Mr.  Porter.  I  certainly  agree  with  what  you  have  had  to  say  and 
we  very  much  appreciate  your  coming  to  testify. 

Thank  you. 

Mr.  RiGGS.  Mr.  Chairman,  may  I  just  ask,  you  may  have  already 
mentioned  this  in  your  testimony,  what  your  private  endowment 
is? 

Mr.  Turner.  Our  private  endowment? 

Mr.  RiGGS.  What  percentage  of  your  budget  comes  from  chari- 
table or  philanthropic  donations? 

Mr.  Turner.  Approximately  60  percent  comes  from  private  phi- 
lanthropy. 

Mr.  RiGGS.  And  the  rest  comes  from 

Mr.  Turner.  The  rest  comes  from  the  revenues  from  the  build- 
ing, from  the  admission  fee  on  the  door,  from  general  revenue 
funds  that  have  been  raised  through  Chicago  park  district  bond 
money  which  has  gone  predominantly  to  facilities  improvement  of 
reconstructing  the  building,  which  is  103  years  old.  And  that  is  ba- 
sically the  amount  of  money  that  we  get. 

Mr.  RiGGS.  And  what  percentage  is  your  Federal  taxpayer  sub- 
sidy? 

Mr.  TURNER.  I  am  not  sure  of  that  Federal  percentage.  I  would 
have  to  refer  back  to  the  museum  for  that  information. 

Mr.  Porter.  Thank  you  very  much. 


Friday,  February  3,  1995. 

WITNESS 
DR.  PAUL  D.  HOUSTON,  AMERICAN  ASSOCIATION  OF  SCHOOL  ADMIN- 
ISTRATORS 

Mr.  Porter.  Dr.  Paul  D.  Houston,  American  Association  of 
School  Administrators. 

Dr.  Houston.  I  am  Paul  Houston.  I  am  Executive  Director  of  the 
American  Association  of  School  Administrators.  We  are  an  organi- 
zation of  about  16,000  professional  school  superintendents  and 
school  leaders  from  across  the  United  States. 


1105 

I  appreciate  the  opportunity  to  share  some  thoughts  with  you 
this  morning  as  we  enter  a  very  difficult  season  of  decisions. 

I  must  tell  you  that  I  have  been  in  this  job  now  about  10  months. 
I  was  a  school  superintendent  myself  in  States  from  New  Jersey  to 
Arizona  to  California  for  the  past  17  years,  so  my  perspective  is 
probably  as  clouded  by  my  view  from  outside  the  Beltway  as  it  is 
from  what  I  gathered  for  the  last  10  months  inside  the  Beltway. 

I  guess  I  would  like  to  say  a  couple  of  things  to  you  as  frame- 
work. One  is  that  I  felt  over  time  that  bad  assumptions  make  bad 
policies.  Put  another  way,  if  you  lean  your  ladder  against  the 
wrong  wall,  you  are  going  to  paint  the  wrong  house. 

When  I  look  at  a  lot  of  the  decisions  that  have  been  made  about 
education,  I  sometimes  worry  if  we  are  not  painting  houses  that 
don't  need  painting  and  ignoring  houses  that  do. 

I  would  say  counter  to  a  lot  of  what  the  popular  rhetoric  is  right 
now,  good  news  about  schools  in  this  country  is  that  they  are  doing 
a  better  job  than  they  have  ever  done.  The  bad  news  is  they  are 
not  doing  as  good  as  they  need  to  do.  Putting  it  another  way,  we 
are  doing  a  better  job  educating  kids  for  the  1950s  than  at  any 
other  point  in  this  country. 

That  is  the  fundamental  issue  I  would  put  before  you  this  morn- 
ing. I  would  offer  a  changed  mission  for  schools.  Historically  our 
mission  for  public  schools  in  this  country  was  a  mission  of  sorting. 
We  ran  a  hundred-yard  dash  and  gave  out  medals  for  first,  second 
and  third  prize.  That  is  what  we  were  asked  to  do  as  an  institu- 
tion. That  mission  is  no  longer  valid. 

What  I  think  we  have  to  do  is  look  more  at  the  metaphor  of  a 
marathon.  It  is  a  longer,  tougher  race.  It  doesn't  matter  too  much 
who  comes  in  first  and  second.  But  we  want  everybody  to  finish  the 
race. 

With  that  in  mind  what  I  would  offer  to  you  this  morning  are 
four  criteria  that — I  have  my  laundry  list  of  desires,  just  like  every- 
one else  that  has  come  before  you  this  morning — that  we  are  seek- 
ing for  funding  purposes.  But  just  like  schools  have  been  subjected 
to  a  lot  of  drive-by  criticism  and  silver-bullet  solutions  from  our 
critics,  I  have  a  feeling  you  are  being  subjected  to  a  lot  of  drive- 
by  suggestions. 

I  would  like  to  offer  four  criteria  to  look  at  as  you  make  decisions 
and  proposals.  First  is  that  whatever  fund  we  go  do  needs  to  fund 
this  new  mission.  It  needs  to  fund  a  mission  that  provides  every 
child  in  this  country  with  a  world-class  education,  not  just  some  of 
them. 

We  also  need  to  have  programs  and  fund  programs  that  prepare 
all  of  our  children  for  this  new  world  employee  that  is  emerging. 
We  need  to  that  he  that  into  consideration  as  we  make  decisions. 

I  would  also  suggest  that  as  you  look  at  Federal  dollars  you  look 
at  the  efficiency  of  those  dollars  in  terms  of  how  much  of  them  ac- 
tually get  to  the  children.  And  look  at  your  programs  that  do  not 
stop  at  the  bureaucratic  weigh  station  as  long  the  way  but  get  as 
much  of  it  directly  to  children  as  you  can  get. 

I  would  also  urge  to  look  at  the  moral  and  legal  obligations  that 
the  Federal  Government  has  established  for  itself  as  you  look  at 
funding  programs.  So  those  are  kind  of  the  four  areas  that  I  would 
urge  to  you  look  at. 
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I  would  also  draw  your  attention  to  an  editorial  in  the  Washing- 
ton Post  a  couple  of  weeks  ago  that  came  from  a  reminder  that  the 
big  city  mayors  gave  President  Clinton  about  the  fact  that  sending 
money  to  the  governors  of  States  doesn't  necessarily  mean  you  are 
sending  it  to  the  local  community.  And  in  fact  States'  history  of  get- 
ting money  to  poor  kids  in  rural  areas  is  not  necessarily  a  lot  bet- 
ter than  the  Federal  government,  in  fact  it  may  be  a  little  worse 
in  some  cases. 

And  what  we  have  seen  at  the  state  level  is  a  lot  of  jerking 
around  of  school  districts  as  different  programs  and  activities  have 
come  forward.  And  I  think  that  has  left  a  lack  of  clarity  in  the  mis- 
sion. 

I  would,  you  know,  suggest  a  lot  of  people  looking  on  the  outside 
at  schools  are  still  looking  at  them  like  the  1950s  in  terms  of  the 
way  they  think  that  the  world  of  the  schools  happen  to  be,  that  we 
are  frozen  sort  of  with  our  concept  of  schools  in  the  1950s.  Unfortu- 
nately, I  would  say  those  of  us  in  the  school  setting  are  frozen  in 
terms  of  how  we  are  responding  to  that  world. 

I  like  to  tell  people  or  remind  them  in  the  last  20  or  30  years 
we  have  gone  from  "Leave  It  To  Beaver"  to  "Leave  It  To  Beavis" 
in  terms  of  what  our  children  are  facing.  That  is  a  very  different 
kind  of  world.  You  know  the  statistics.  Over  half  the  African- 
American  kids  in  this  country  are  in  poverty. 

A  question  you  asked  earlier,  Mr.  Chairman,  parents  spend  40 
percent  less  time  with  their  children  today  than  they  did  in  1965. 
Forty-three  kids  are  killed  or  wounded  every  day  by  handguns  in 
this  country.  A  vast  majority  of  them  are  in  the  street  or  in  the 
homes. 

Since  1988,  death  by  gun  fire  is  the  largest  single  cause  of  death 
among  teenage  young  men  in  this  country.  More  than  all  the  other 
natural  causes  combinedment. 

I  would  draw  your  attention  probably  counter  to  the  rhetoric,  and 
that  is  that  Federal  programs  have  in  fact  worked.  There  is  a  popu- 
lar conception  that  somehow  all  this  Federal  money  we  have  spent 
doesn't  work. 

I  would  draw  your  attention  to  a  Rand  Corporation  study  called 
"Student  Achievement  and  the  Changing  American  Family"  which 
shows  clearly  that  Federal  dollars  directed  towards  poor  and  mi- 
nority youth  have  a  tremendous  impact,  that  in  the  last  20  years 
we  have  closed  the  gap  by  half  between  black  and  white  achieve- 
ment in  this  country  and  between  Hispanic  and  non-Hispanic 
achievement  in  this  country.  Programs  such  as  Head  Start  and 
Title  I  have  in  fact  been  largely  responsible  for  closing  that  gap. 

We  have  not  done  as  well  in  dealing  with  the  achievement  of 
nonpoor  white  children.  But  that  is  not  where  the  money  has  gone, 
either.  So  I  think  I  would  urge  you  to  have  a  look  at  that  study. 

Based  upon  the  criteria,  we  are  suggesting  that  you  give  some 
increased  support  for  Chapter  I  and  for  Even  Start.  We  are  sug- 
gesting modest  increases  there.  But  we  would  also  remind  you  that 
Chapter  I  is  probably  the  most  efficient  program  you  have  in  edu- 
cation at  the  Federal  level.  All  but  1.5  percent  of  the  dollars  go  di- 
rectly to  kids.  That  was  changed.  It  was  1  percent  and  it  was 
moved  down  to   1.5  taken  out  for  other  purposes,  which  doesn't 
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sound  like  much  but  that  is  $35  million  nationally,  so  it  is  about 
350,000  kids  not  served  that  could  have  been. 

We  would  ask  you  to  take  a  hard  look  at  the  IDEA  funding.  That 
is  a  Federal  obligation  that  has  never  been  met,  particularly  in  ex- 
cess costs  for  handicapped  kids.  There  was  a  sense  of  the  Federal 
Government  covering  40  percent  of  the  costs.  It  has  never  gone 
above  8  percent. 

There  is  a  lot  of  rhetoric  that  the  schools  have  doubled — the 
money  spent  on  schools  over  the  last  20  years  has  been  doubled, 
but  we  haven't  seen  the  achievement  go  up  accordingly.  The  fact 
is  most  of  the  money  we  have  put  into  schools  over  the  last  20 
years  has  not  gone  directly  into  achievement  except  in  areas  like 
Chapter  I.  It  has  gone  to  funding  excess  costs  in  special  education. 

We  would  also  ask  you  to  take  a  hard  like  at  the  Eisenhower 
grant  in  Title  VI  of  the  Improving  America's  Schools  Act.  If  we 
want  our  schools  to  be  world-class  schools,  we  need  to  have  people 
running  them  and  teaching  the  kids,  world  class. 

We  need  to  invest  in  training  them.  We  can't  bludgeon  people  to 
be  better.  We  have  to  train  them  to  be  better.  If  you  look  at  world- 
class  companies  you  see  them  spend  5  to  8  percent  of  their  budgets 
retraining  work  force.  If  you  look  at  schools,  only  1  percent  of  the 
money  goes  to  training,  and  that  is  largely  the  Federal  money  that 
is  supplied  to  these  programs,  because  most  school  districts  just 
don't  have  the  resources  to  put  into  training  otherwise,  and  that 
little  bit  of  Federal  money  that  is  supplied  has  made  a  huge  dif- 
ference in  terms  of  the  amount  of  money  that  goes  into  training  in 
schools.  We  would  like  to  see  that  continue. 

We  are  also  asking  you  to  take  a  look  at  the  Perkins  Applied  Vo- 
cational Act.  America  has  the  highest  percentage  of  its  population 
completing  college  in  the  world.  Three  fourths  of  the  population  do 
not  complete  college.  So  fundamentally  we  have  got  to  worry  about 
that  three  fourths  and  deal  with  that  in  a  funding  source. 

Finally,  we  would  support  those  who  are  worried  about  the  im- 
pact aid.  You  have  had  that  discussion.  I  won't  get  into  it  except 
that  it  is  obviously  a  Federal  obligation  that  needs  to  be  met. 

The  biggest  concern  I  bring  to  you  this  morning  is  a  Grand  Can- 
yon concern  of  the  difference  between  rich  and  poor  school  districts. 
That  is  an  unattended  activity,  an  unattended  concern  in  this  coun- 
try we  need  to  worry  about. 

There  was  a  recent  article  in  Money  magazine  that  talked  about 
the  comparison  between  public  and  private  schools.  Unfortunately, 
when  you  talk  about  comparisons  between  public  and  private 
schools  you  are  comparing  apples  and  oranges. 

You  are  moving  right  up  there. 

Mr.  RiGGS  [presiding].  Yes,  I  am.  Please  continue. 

Dr.  Houston.  This  article  did  a  comparison  of  public  and  private 
schools  and  it  was  interesting  because  it  showed  the  public  schools 
often  do  better  than  private  schools.  I  am  not  here  to  talk  about 
whether  one  is  better  than  the  other.  Those  comparisons  are  fairly 
useless  because  they  are  different  systems. 

The  interesting  thing  from  the  article  as  far  as  I  could  see  was 
that  those  students  who  go  to  school  in  affluent  communities, 
whether  they  go  to  public  or  private  school,  do  well  and  have  a  very 
good  head  start  on  life. 
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Those  who  go  to  school  in  less  affluent  communities  and  face  big- 
ger problems  with  fewer  resources  tend  to  have  a  much  more  dif- 
ficult time.  I  think  that  was  the  point  of  the  article. 

I  think  it  was  kind  of  interesting  that  it  came  out  of  Money  mag- 
azine, which  is  probably  appropriate,  to  say  that  money  does  make 
a  difference  even  though  often  people  will  tell  us  otherwise. 

We  are  also  concerned  about  the  condition  of  communities,  and 
particularly  the  fact  that  kids  who  live  in  communities  are  affected 
by  those  communities  dramatically.  That  is  why  we  are  pushing 
and  will  be  pushing  a  children's  crusade  through  our  association  to 
deal  with  the  fact,  you  know,  in  this  country  right  now  your  dog 
has  a  better  chance  of  being  inoculated  than  your  children,  that  we 
spend  more  money  on  this  country  on  cat  food  than  on  textbooks. 
We  spend  twice  as  much  annually  on  video  games  as  on  technology 
for  schools. 

In  many  States  we  are  building  prisons  that  have  much  better 
libraries  and  technical  facilities  than  schools  in  those  same  states. 
We  think  we  need  to  attend  to  that  problem  and  deal  with  it.  And 
we  see  it  as  an  investment. 

And  again,  we  realize  the  financial  condition  of  the  Federal  Gov- 
ernment being  what  it  is,  but  there  are  things  I  think  that  the  Fed- 
eral Government  must  and  can  only  do  that  states  and  local  com- 
munities cannot  do  for  themselves. 

Mr.  RlGGS.  Thank  you,  Dr.  Houston.  Can  you  conclude  your  testi- 
mony? 

Dr.  Houston.  Sure  can.  I  am  right  at  the  end. 

We  would  ask  you  to  look  at  programs  that  have  results  to  them 
like  Chapter  I  and  the  Perkins  programs,  and  to  look  at  those  pro- 
grams that  make  that  marginal  difference  in  school  districts  such 
as  the  programs  directed  at  staff  development  training  and  pro- 
grams that  help  meet  those  four  criteria  that  I  laid  out. 

And  again,  I  thank  you  for  the  opportunity  to  speak. 

[The  prepared  statement  of  Dr.  Paul  D.  Houston  follows:] 
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Chairman  Porter  and  members  of  the  Subcommittee,  my  name  is  Paul  Houston  and  I  am 
Executive  Director  of  the  American  Association  of  School  Administrators,  which  is  the 
professional  membership  association  of  some  16,000  local  superintendents  and  school  executives. 
I  want  to  thank  you  for  the  opportunity  to  discuss  the  funding  priorities  of  the  American 
association  of  School  administrators,  A  AS  A,.  In  these  times  of  tight  budgets,  rescissions  and 
balanced  budget  amendments  your  choices  for  funding  programs  will  determine  the  nature  of  the 
federal-state-local  partnership  to  improve  education. 

In  this  new  budget  climate  I  would  like  to  suggest  four  criteria  for  making  your  decisions  and 
then  discuss  federal  programs  that  best  meet  those  priorities.   The  four  criteria  are: 

1.  Funding  the  new  mission  of  education  to  provide  every  child  a  world  class 


2.  Funding  programs  that  have  the  greatest  promise  of  meeting  the  needs  of  children 
to  succeed  as  citizens  and  participants  in  the  new  world  economy: 

3.  Funding  programs  that  most  efficiently  distribute  funds  directly  to  children 
with  the  fewest  bureaucratic  stops  between  children  and  the  federal  government; 
and; 

4.  Funding  programs  that  meet  the  legal  and  moral  obligations  of  the  federal 
government,  as  evidenced  by  such  programs  as  Goals  2000. 

These  four  criteria  together  will  yield  the  biggest  bang  for  the  federal  buck,  by  funding 
the  best  services  and  the  most  efficient  services,  while  meeting  obligations  the  federal 
government  has  taken  on  by  virtue  of  past  federal  actions. 

This  past  weekend  the  Washington  Post  had  an  editorial  that  drew  my  attention  and 
support.  The  editorial  was  a  reminder  of  the  message  of  the  big  city  mayors  to  the  Clinton 
administration  and  the  Congress  that  the  movement  to  send  money  to  Governors  doesn't  mean 
that  local  needs  will  be  met.  States  have  neglected  cities  and  rural  areas  every  bit  as  badly 
as  the  federal  government.  And,  in  schools;  states,  listening  to  the  latest  drive-by  critics  of 
education;  have  jerked  schools  and  school  districts  first  one  way  and  then  another,  making 
coherent  planning  nearly  impossible.  People  on  the  outside  looking  in  at  schools  tend  to  have 
a  concept  of  community  that  is  frozen  in  the  1950s,  when  schooling  seemed  so  simple.  Of 
course,  schools  were  legally  segregated,  and  children  with  special  needs  simply  were  not 


Contrast  that  with  today:  one  child  in  four  lives  in  poverty;  half  of  Afro-American 
youngsters  under  the  age  of  six  live  in  poverty.  Parents  today  spend  40%  less  time  with 
their  children  than  parents  in  1965.  Forty-three  children  are  killed  or  injured  by  guns 
every  day;  and,  since  1988,  teenage  boys  are  more  likely  to  die  from  gunshot  wounds  than 
from  all  other  natural  causes  combined. 
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We  feel  that  the  message  of  the  recent  report  by  the  Rand  Corporation,  Student 
Achievement  and  The  Changing  American  Family,  ought  to  be  heeded  in  these  tight  budget 
times.  That  message  is  that  federal  policy  regarding  directing  funds  toward  poor  and 
minority  youth  has  had  an  enormous  impact.  In  fact  in  the  20  years  from  1970  to  1990  the 
black/white  achievement  gap  was  closed  by  one  half,  as  was  the  Hispanic/non-Hispanic  white 
achievement  gap.  Your  investment  in  Head  Start  and  Title  I  paid  off.  It  works!  On  the 
other  hand  the  lack  of  investment  in  white  students  who  weren't  poor  also  had  consequences— 
those  students  achievement  only  improved  slightly  over  the  same  20  years. 


Based  on  the  four  criteria  we  urge  you  to  give  the  Title  I  basic  grant  and  Even  Start 
5%  increases,  or  $335  million  and  $5.1  million,  respectively,  for  FY  1996.  Title  I  has 
worked,  and  has  even  greater  promise  due  to  the  changes  in  the  last  Congress.  And,  even 
better,  Title  I  is  the  most  efficient  federal  program  at  getting  dollars  to  the  local  level. 
Ninety-eight-point-five  percent  of  funds  directed  to  the  state  reach  school  districts,  where  the 
new  law  directs  almost  all  of  it  to  school  sites.  AASA  is  unhappy  that  Congress  decreased  the 
share  going  to  school  districts  from  99%  to  98.5%.  By  holding  an  additional  0.5%  or  $35 
million  of  Title  I's  $7  billion  appropriation  at  the  state  level,  this  means  local  districts  will  lose 
the  opportunity  to  serve  350,000  students  at  the  Title  I  national  per  pupil  average  of  $1000. 
As  revised  by  the  last  Congress,  Title  I  meets  the  new  mission  of  education  to  bring  every 
child  to  a  high  level  of  competence  in  the  important  basic  skills,  and  it  meets  the  important 
federal  moral  obligation  to  help  the  most  needy  students. 

Our  second  funding  priority  is  the  Individuals  with  Disabilities  Education  Act.  IDEA. 
We  recommend  a  5%  increase  for  IDEA,  or  $112  million  for  the  important  school  based 
programs  under  Part  B.  IDEA  is  not  nearly  as  efficient  or  effective  as  Title  I.  All  data  on 
disabled  students  indicate  that  dropout  rates  are  much  higher  than  other  non-disabled  students 
and  there  is  no  achievement  data,  because  most  states  and  school  districts  exempt  many  or  all 
disabled  students  from  testing.  IDEA  is  perhaps  the  most  important  obligation  the  federal 
government  has,  because  when  the  program  was  created  school  districts  were  promised  40%  of 
their  excess  costs  would  be  covered  by  the  federal  government.  School  districts  have  poured 
at  least  one  half  of  the  new  money  received  by  schools  since  1975  into  IDEA.  Someone  is 
bound  to  tell  this  committee  that  funding  for  schools  has  nearly  doubled  in  real  terms  since 
1970.  so  money  doesn't  matter.  Our  response  is  that  we  have  spent  nearly  all  of  that 
money  on  disabled  students,  and  social  services  for  disadvantaged  youngsters,  so  increases 
in  results  have  really  come  from  relatively  small  federal  programs  like  Title  I.  In  terms  of 
efficiency,  only  75%  of  the  funds  in  IDEA  are  directed  to  school  districts,  which  is  a  terrible 
mistake  that  we  hope  this  Congress  will  change. 

Our  third  funding  priority  for  FY  1996  is  programs  that  promise  to  improve  the 
ability  of  schools  to  meet  the  new  mission  of  bringing  every  child  to  world  class  levels  of 
competence.  There  are  two  federal  programs  that  fit  that  description.  The  first  is  the 
revised  Eisenhower  Staff  Development  program,  and  the  second  is  the  former  Chapter  2. 
now  Title  VI.  of  the  Improving  America's  Schools  Act. 
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Data  from  the  auto  industry  on  quality,  as  determined  by  defects  per  car,  is 
instructive  here  for  education  funding.  The  lowest  defect  rate  is  in  Japanese  cars  built  in 
Japan,  followed  very  closely,  almost  a  tie,  by  Japanese  cars  built  in  the  United  States.  Bringing 
up  the  rear,  but  closing  the  gap  are  American  cars  built  in  America.  New  Japanese  auto 
workers  receive  about  7  times  as  much  training  as  new  American  auto  workers  in  American 
plants,  but  only  slightly  more  than  American  workers  in  Japanese  plants. 

If  we  want  better  results  we  have  to  teach  teachers  and  administrators  new  ways  of 
reaching  children  and  structuring  schools.  World  class  industries  spend  5-8%  of  budget 
on  training,  public  schools  spend  about  1%_.  Public  school  budgets  are  80-85%  in  personnel, 
9-10%  in  heating,  cooling  and  maintaining  facilities,  and  about  5-10  %  for  everything  else  we 
do.  The  only  source  of  training  and  technology  dollars  are  Eisenhower  and  Chapter  2. 
Unfortunately  neither  program  is  very  efficient.  Only  about  70%  of  Eisenhower  funds  and  80% 
of  Chapter  2  funds  are  directed  to  school  districts.  Both  programs  have  huge  state  components, 
and  Eisenhower  directs  many  dollars  to  colleges.  We  ask  a  5%  increase  for  Eisenhower  and 
the  Chapter  2  state  block  grant  or  $33.4  million.  We  ask  that  the  increase  be  split  evenly 
between  the  two  programs. 

AASA  also  asks  for  a  5%  increase,  or  $48.6  million,  for  the  State  grant  program  in 
the  Perkins  Applied  Vocational  Education  Act  state  grant  program,  $5.4  million  for  the  Tech- 
Prep  program,  and  a  five  percent  boost  for  the  School  to  Work  Transition  program.  Sixty 
percent  (60%)  of  high  school  students  try  college,  but  only  half  ever  finish.  So  for  the  40% 
of  students  who  plan  on  going  directly  to  work  or  the  military  or  the  30%  who  don't  make 
it  through  college,  high  school  needs  to  be  a  first  chance  for  career  preparation.  Currently, 
our  school  to  work  transition  is  chaotic.  And  coherent  first  chance  programs  are  spotty, 
especially  regarding  the  tie  to  post  high  school  training.  These  programs  are  not  efficient;  only 
80%  of  Perkins  goes  to  the  local  level  and  the  School-to- Work  and  Tech-Prep  programs  are 
grant  programs,  so  all  schools  can't  benefit  by  them.  But,  coupled  with  Perkins  formula 
funds,  schools  can  begin  providing  benefits  for  non  college  bound  students,  and  help  college 
bound  students  think  about  careers  before  they  have  to  change  majors  their  sophomore 
year  in  college. 

Finally,  it  is  important  to  meet  the  federal  obligation  to  school  districts  near  military 
bases,  Indian  reservations  and  other  federal  property  that  can't  be  taxed  by  local 
communities.  The  last  reauthorization  of  Impact  Aid  ironed  many  of  the  problems  of  the 
program  and  directs  funds  to  schools  with  the  most  foregone  taxes. 

These  funding  requests  are  modest,  but  exceed  the  2.7%  estimate  for  inflation  of  CBO 
by  2  % .  This  is  not  a  huge  request,  but  in  these  tight  budget  times  we  know  that  increases  in 
one  program  mean  cuts  in  others.  We  think  the  list  of  proposed,  government-wide  cuts 
from  the  Clinton  administration  in  the  last  budget  cycle  is  a  good  place  to  start  looking  for 
savings,  but  this  committee  will  be  receiving  advice  from  other  quarters,  including  the  Clinton 
administration. 

My  final  advice  is  to  think  about  our  original  criteria  for  increases  and  to  think  about 
how  the  6%  federal  share  of  education  funding  can  have  the  greatest  impact. 
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The  largest  unattended  problem  in  education  quality  is  the  Grand  Canyon  between 
the  richest  school  districts  and  the  poorest.  Without  exception  the  richest  districts  serve  the 
most  well  off  students,  with  the  most  family  support,  and  the  poorest  school  districts  serve  the 
poorest  students  from  the  most  troubled  communities  and  families.  Interestingly,  Money 
magazine,  in  its  October  issue  trumpeted  the  fact  that  public  schools  are  as  good  as  private 
schools,  or  at  least  the  better  public  schools  are  as  good  as  the  better  private  ones.  The 
article's  findings  included:  students  who  attend  the  best  public  schools  outperform  most  private 
school  students;  the  average  public  school  teacher  tends  to  have  stronger  academic  qualifications 
than  the  average  private  school  teacher;  the  best  public  schools  offer  more  challenging  curricula 
than  most  private  schools;  public  school  classes  are  no  larger  than  those  in  private  schools;  and 
about  30  percent  of  the  kids  who  live  in  affluent  public  school  districts  attend  private  schools. 

The  wisdom  of  the  Money  article  is  that  affluence  has  a  major  impact  on  quality.  This 
is  not  a  shocking  finding,  but  one  worth  re-inforcing.  Children  who  live  in  affluent 
communities,  whether  they  go  to  public  school  or  private  school,  tend  to  have  a  very  good 
education  and  tend  to  be  set  up  very  nicely  for  life.  Children  who  go  to  schools  in  less 
affluent  communities  with  less  support  tend  to  face  many  more  problems.  I  think  this  is 
something  we  as  a  nation  should  worry  about.  Despite  what  our  critics  sav.  money  does 
matter.  And  the  crisis  we  now  face  with  the  bottom  third  of  our  students  will,  unless 
addressed  seriously,  be  an  anchor  that  will  drag  us  all  down,  as  a  society. 

Only  Title  I,  and  Head  start  are  directed  to  those  communities  completely.  The  Perkins 
and  Eisenhower  programs  are  partially  directed  toward  the  poorest  communities  and  therefore 
the  poorest  school  districts.  Congress  needs  to  do  as  little  as  possible  to  further  unbalance 
school  funding.  Although  the  Governors  and  other  state  officials  have  claimed  near  omnipotence 
in  education  knowledge,  they  haven't  had  the  guts  to  deal  with  the  public  policy  that  they  alone 
control  to  provide  every  child  the  basics  for  an  adequate  education. 


The  other  problem  for  American  education  is  the  deterioration  of  communities.  Schools 
can  only  succeed  where  communities  succeed,  and  communities  can  only  succeed  where 
schools  succeed.  The  Rand  study  shows  20  years  of  remarkable  progress  for  minority  students, 
far  beyond  the  effect  of  improving  overall  family  conditions  for  those  youngsters.  But,  now  we 
are  down  to  the  toughest  part,  and  we  need  the  federal  government  to  help  the  middle  class  with 
the  burgeoning  cost  of  Special  education  by  funding  IDEA,  and  by  providing  funds  for  staff 
development  and  technology  for  all  schools. 


AASA  believes  that  nothing  less  than  a  Children's  Crusade,  this  time  lead  by  i 
will  meet  the  challenge  of  rebuilding  communities  torn  by  the  events  of  the  latter  part  of 
this  century.  In  a  treatise  on  America,  "Bowling  Alone,"  one  author  noted  we  have  become 
a  nation  of  loners  who  are  very  tribal,  but  in  very  small  tribes.  Amati  Etzioni,  and  his 
communitarian  movement  offer  hope,  but  for  now  schools  are  scrambling  for  strategies  that 
reach  families  and  involve  communities.  The  new  emphasis  on  standards  has  proved 
controversial  in  many  communities,  especially  where  school  districts  are  explicitly  defining  the 
outcomes  communities  value  for  their  students. 
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We  hope  that  by  funding  results-oriented  programs  like  Title  I  and  Perkins,  and 
programs  that  support  needed  improvements  like  Eisenhower  and  Chapter  2,  that  schools 
can  bring  communities  together  around  what  they  want  for  their  kids.  Your  help  is  critical 
in  this  process.  Last  year  at  this  time  I  was  superintendent  in  Riverside,  California;  a  growing 
district  of  35,000  very  diverse  students.  I  needed  funds  that  helped  me  move  toward  change, 
and  the  cuts  in  California  meant  that  state  and  local  funds  simply  were  not  available— so 
we  depended  on  federal  funds  and  private  grants  to  support  change.  As  a  young 
administrator  in  Birmingham,  Alabama,  I  had  a  similar  experience,  so  I  know  it  is  not  peculiar 
to  California. 

Your  decisions  are  critical,  I  urge  you  to  appropriate  funds  to  programs  that  move 
schools  toward  the  new  mission,  are  most  effective,  most  directed  to  kids,  and  meet  the  moral 
and  financial  obligations  taken  on  by  past  Congresses.  Local  decision  making  means  local,  not 
in  the  state  capitol.  Communities  need  to  be  able  to  plan  and  move  forward.  People  who 
actually  know  the  names  of  the  children  and  see  them  struggle  to  grow  up  are  most  likely 
to  know  how  to  meet  their  needs. 

Thank  you  for  the  opportunity  to  discuss  our  priorities  with  you. 
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Mr.  RlGGS.  Thank  you  for  your  testimony. 

Let  me  just  clarify  for  a  moment.  Does  your  organization  rep- 
resent State  superintendents  of  education  or  just 

Dr.  HOUSTON.  We  have  some  members  who  are  State  super- 
intendents but  it  is  primarily  local  school  superintendents  from 
around  the  country  and  other  school  leaders. 

Mr.  RlGGS.  I  want  to  mention,  you  mentioned  a  couple  of  articles. 
If  you  would  like  to  submit  these  for  the  record,  I  am  sure  there 
will  be  Members  of  the  subcommittee  interested  in  it.  You  ran  a 
little  bit  long  and  we  need  to  move  forward. 

I  would  be  remiss  if  I  didn't  ask  you  one  quick  question,  and  that 
is  your  succinct  views  on  the  move  afoot  here  in  Washington  to 
downsize  if  not  eliminate  the  United  States  Department  of  Edu- 
cation and  the  idea  of  block  granting  funds.  You  expressed  a  con- 
cern about  the  relationship  between  State  education  agencies  and 
local  ones.  I  need  to  get  your  views  on  that. 

Dr.  Houston.  I  think  that  my  organization  has  not  really  taken 
a  position  on  the  abolition  of  the  Federal  Department  of  Education. 
We  think  there  are  Federal  responsibilities  that  need  to  be  dealt 
with,  and  there  are  some  things,  unfortunately  the  States  have  not 
been  as  good  at  doing  as  the  Feds  have  been  at  doing. 

On  the  other  hand,  we  applaud  the  notion  of  moving  as  much  of 
the  money  and  action,  indeed  deregulating  as  much  of  the  money 
down  to  local  levels,  because  the  people  who  stare  in  the  eyes  of 
the  children  on  a  day-to-day  basis  are  the  ones  who  have  an  idea 
what  needs  to  be  done. 

I  am  somewhat  sympathetic  to  the  idea  of  moving  things  more 
locally.  Certainly  that  would  appeal  to  my  membership  who  are  all 
local  leaders.  We  think  that  the  emphasis  that  seems  to  be  going 
on  here  towards  community  building  is  something  that  we  not  only 
applaud,  but  think  is  long  overdue  and  something  that  needs  to  be 
taken  very,  very  seriously  by  all  of  us. 

Mr.  RlGGS.  Thank  you  again  for  your  testimony. 


Friday,  February  3,  1995. 

WITNESS 

LYNN  DOHERTY,  INTERSTATE  CONFERENCE  OF  EMPLOYMENT  SECU- 
RITY AGENCIES 

Mr.  RlGGS.  The  Chair  will  next  call  Lynn  Doherty,  with  the 
Interstate  Conference  of  Employment  Security  Agencies. 

Ms.  Doherty.  Good  morning,  Mr.  Chairman  and  Members  of  the 
subcommittee.  I  want  to  thank  you  for  the  opportunity  to  appear 
before  you  today.  I  apologize  for  my  rather  froggy  throat. 

My  name  is  Lynn  Doherty.  I  am  the  Director  of  the  Illinois  De- 
partment of  Employment  Security.  I  am  here  today  representing 
ICESA,  which  is  the  Interstate  Conference  of  Employment  Security 
Agencies.  ICESA  is  the  national  organization  of  State  officials  who 
administer  the  Nation's  public  employment  service,  unemployment 
insurance  laws,  and  many  job  training  programs. 

I  want  to  cover  three  major  areas  today.  Number  one,  I  would 
ask  you  to  recognize  the  employment  security  system  as  a  logical 
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and  appropriate  infrastructure  for  one-stop  career  center's  poten- 
tial. 

I  also  would  like  to  thank  you  for  the  fiscal  year  1995  Appropria- 
tions Act  which  included  language  that  allowed  us  to  use  unem- 
ployment insurance  money  and  employment  service  money  to  sup- 
port automation  that  integrates  re-employment  with  unemploy- 
ment benefits.  This  has  allowed  States  to  move  toward  a  seamless 
service  for  our  customers,  both  job  seekers  and  employers,  and  we 
urge  to  expand  that  language  this  year  to  permit  full  unemploy- 
ment insurance  and  employment  service  administrative  cost  pool- 
ing. 

We  also  ask  that  you  recognize  that  sound  and  accessible  labor 
market  information  is  crucial  to  career  decisions  of  individuals,  to 
economic  decisions  of  business,  and  policy  decisions  by  public  offi- 
cials. We  recommend  an  investment  in  building  an  integrated  na- 
tional labor  market  information  system. 

Most  of  the  programs  I  am  speaking  of  today  are  covered  by  the 
unemployment  trust  fund  like  the  Social  Security  Trust  Fund.  This 
is  made  up  of  a  dedicated  funding  source  from  Federal,  State  and 
payroll  taxes.  We  understand  that  while  the  trust  fund  is  sufficient 
to  cover  the  operations  of  our  program,  the  Federal  budget  rules 
which  tend  to  ignore  the  dedicated  nature  of  funding  place  substan- 
tial importance  on  this  committee. 

We  still  ask  you  to  remember  the  bargain  that  was  struck  when 
the  Federal  Government  imposed  the  fuel  tax  on  business.  You  pay 
the  tax  and  we  will  maintain  a  system  that  is  capable  of  effectively 
addressing  the  needs  of  both  employers  and  job  seekers. 

There  is  a  great  deal  of  discussion  nowadays  about  reinventing 
the  Nation's  unemployment  system.  Much  of  this  has  focused  on 
the  need  for  worker  training  and  retraining  programs. 

We  as  employment  security  administrators  see  considerable 
merit  in  linking  these  systems  together.  However,  we  do  worry  that 
many  workers  who  go  through  temporary  periods  of  unemployment 
could  drop  through  the  system. 

In  1994  alone,  the  employment  security  system  provided  8.4  mil- 
lion individuals,  unemployed  individuals  with  $27  billion.  The  aver- 
age unemployed  worker  was  only  on  unemployment  benefits  for  ap- 
proximately 15  weeks. 

The  basic  infrastructure  for  a  comprehensive  reemployment  sys- 
tem already  exists  in  the  1800  employment  service  and  job  services 
offices  around  this  country.  In  these  community-based  offices,-  cus- 
tomers receive  unemployment  insurance,  job  assistance  through 
the  employment  services  program,  labor  market  information,  and 
in  many  cases  referral  to  job  training,  skills  development,  and  sup- 
port services. 

Studies  continue  to  verify  that  job  search  assistance  is  the  single- 
most  effective  service  for  the  unemployed  and  dislocated  workers. 

One  of  the  most  frustrating  aspects  of  the  current  system,  and 
I  think  this  is  both  for  the  job  seekers  and  those  of  us  that  are  ad- 
ministrators of  these  programs,  is  the  lack  of  bottom-line  funding 
authority.  States  receive  Federal  funds  to  administer  the  employ- 
ment service,  unemployment  insurance,  Job  Training  Partnership 
Act,  Bureau  of  Labor  Statistics,  cooperative  labor  market  informa- 
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tion  grants,  and  employment  and  training  programs,  all  as  sepa- 
rate grants. 

These  funds  must  be  used  only  for  the  specific  purposes  for 
which  they  are  appropriated.  Under  the  current  scheme,  one  of  the 
things  that  really  strikes  most  of  us  as  unusual  is  helping  an  un- 
employed person  to  find  employment  is  not  considered  a  legitimate 
use  of  unemployment  funds.  This  separation  becomes  incredibly 
problematic  when  you  talk  about  a  one-stop  shop. 

In  one-stop  shop,  one  staff  person  may  in  fact  do  intake  for  many 
programs  and  provide  many  other  activities  for  different  programs. 
Currently  it  would  be  necessary  for  that  staff  to  record  the  amount 
of  time  spent  on  each  program,  which  is  not  only  burdensome  and 
inefficient,  it  is  incredibly  costly. 

There  is  growing  consensus  that  the  States  could  more  effectively 
service  our  customers  and  manage  these  programs  if  there  was 
flexibility  between  the  fund  use  and  the  management.  The  exten- 
sion of  bottom-line  authority  between  the  programs  would  require 
a  modification  in  the  appropriation  language — in  the  appropriation 
of  the  funds  for  this  program. 

In  all  the  debates  surrounding  these  issues,  there  is  clear  consen- 
sus that  accurate  and  timely  labor  information  is  vital  to  economic 
planning  and  development,  monetary  policymaking,  and  financial 
decision  making,  both  for  government  and  business.  Labor  market 
information  is  necessary  for  efficient  allocation  of  resources,  pro- 
gram monitoring,  and  program  performance.  Billions  of  dollars 
could  conceivably  be  misallocated  for  this  information  system  is  in- 
accurate. 

Rather  than  reinvent  the  wheel,  we  encourage  the  committee  to 
invest  in  the  existing  system  and  adequately  fund  the  State  em- 
ployment security  agencies  to  produce  world  class  market  informa- 
tion. 

In  closing,  ICESA  supports  fiscal  year  1995  funding  levels  for  the 
employment  service  State  allocations.  The  support  for  fiscal  year 
1996,  the  current  base  load-base  workload  of  2.0  million  average 
weekly  unemployed  should  be  maintained  and  the  tax  workload 
provided.  They  also  support  the  statutory  funding  levels  for  veter- 
ans' employment  and  training.  These  issues  are  outlined  more  thor- 
oughly in  our  written  statements. 

In  conclusion,  we  are  happy  and  thrilled  with  the  resource  that 
you  gave  us  last  year  for  automation  funding  and  ask  that  you  in- 
crease our  ability  to  use  our  funds  flexibly. 

I  will  be  happy  to  respond  to  any  questions.  I  sound  worse  than 
I  feel. 

[The  prepared  statement  of  Lynn  Doherty  follows:] 
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STATEMENT  BY  LYNN  DOHERTY,  DIRECTOR 

ILLINOIS  DEPARTMENT  O?  EMPLOYMENT  SECURITY 

ON  BEHALF  OF  THE 

INTERSTATE  CONFERENCE  OF  EMPLOYMENT  SECURITY  AGENCIES 

444  N.  CAPITOL  STREET,  NW,  SUITE  142,  WASHINGTON,  DC  20001 

FEBRUARY  3,  1995 


Mr.  Chairman,  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to 
appear  today.    My  name  is  Lynn  Doherty.    I  am  Director  of  the  Illinois  Department  of 
Employment  Security,  and  am  here  today  representing  the  Interstate  Conference  of 
Employment  Security  Agencies  (ICESA).    ICESA  is  the  national  organization  of  state 
officials  who  administer  the  nation's  public  Employment  Service,  unemployment 
insurance  laws,  labor  market  information  programs  and  job  training  programs. 

OVERVIEW 

I  am  here  today  not  just  to  ask  for  money,  but  also  to  ask  for  the  authority  to  more 
effectively  use  the  funds  that  you  invest  in  the  programs  we  run. 

We  ask  you  to  recognize  the  Employment  Security  System's  potential  as  a 
logical  and  appropriate  infrastructure  for  one-stop  career  centers.   We  believe 
that,  together,  we  should  continue  to  invest  in  creating  one-stop  centers  to 
better  serve  our  customers. 

The  FY  1995  Appropriations  Act  included  language  permitting  states  to  use 
Employment  Service  and  unemployment  insurance  funds  to  support  automation 
that  integrates  reemployment  and  unemployment  benefits  services.    To  permit 
states  to  move  further  toward  "seamless  service"  for  our  customers  - 
jobseekers  and  employers  -  we  urge  you  to  expand  last  year's  language  to 
permit  full  unemployment  insurance  and  Employment  Service  administrative 
resource  and  cost  pooling. 

Recognizing  that  sound  and  accessible  labor  market  information  is  crucial  to 
the  career  decisions  of  workers,  economic  decisions  of  businesses  and  policy 
decisions  of  public  officials,  we  recommend  an  investment  in  building  an 
integrated  national  labor  market  information  system. 

UNEMPLOYMENT  TRUST  FUND 

As  you  know,  appropriations  for  administration  of  unemployment  insurance 
programs,  the  Employment  Service  and  certain  veterans  employment  programs 
come  from  the  Unemployment  Trust  Fund  (UTF).    The  UTF,  like  the  Social  Security 
Trust  Fund,  is  made  up  of  dedicated  revenues  from  state  and  federal  payroll  taxes. 
We  understand  that,  while  the  Trust  Fund  balance  is  sufficient  to  fully  fund  the 
operation  of  those  programs,  federal  budget  rules,  which  ignore  the  dedicated 
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nature  of  the  Fund,  place  substantial  constraints  on  this  subcommittee.    Still,  it  is 
important  to  remember  the  bargain  that  was  struck  when  the  federal  government 
imposed  the  FUTA  tax  on  business:  you  pay  the  tax  and  we  will  maintain  a  system 
capable  of  effectively  addressing  the  needs  of  employers  and  jobseekers. 

UNEMPLOYMENT  INSURANCE  -  EMPLOYMENT  SERVICE  ~  LABOR  MARKET 
INFORMATION  LINKAGE 

A  great  deal  of  discussion  about  reinventing  the  nation's  "unemployment"  system 
has  focused  on  worker  training/retraining  programs.    State  employment  security 
agencies  see  considerable  merit  in  linking  unemployment,  employment,  and  training 
programs  to  create  a  comprehensive  workforce  development  system.    However,  the 
many  workers  who  go  through  periods  of  temporary  unemployment  and  return  to 
their  previous  job  or  a  similar  one  without  retraining  should  not  be  forgotten.    In  FY 
1994  alone,  the  Employment  Security  System  provided  an  estimated  8.4  million 
unemployed  workers  with  unemployment  checks  totalling  over  $27  billion.    The 
average  unemployed  worker  received  benefits  for  just  over  15  weeks.    More  than 
1 1 .6  million  jobseekers  received  job  search  assistance  from  the  Employment 
Service  last  year,  and  over  3.3  million  were  referred  to  jobs. 

The  basic  infrastructure  for  a  comprehensive  reemployment  system  already  exists  in 
over  1800  Employment  Service/Job  Service  offices  all  around  the  country.    In  these 
community-based  offices,  customers  now  receive  unemployment  insurance  benefits, 
job  search  assistance  through  the  Employment  Service,  labor  market  information, 
and  in  many  cases,  referral  to  job  training,  skills  development,  and  support  services. 
Studies  continue  to  verify  that  job  search  assistance  is  the  single  most  effective 
service  for  unemployed  and  dislocated  workers.    Many  states  have  been 
implementing  one-stop  centers  for  years.   The  federal  and  state  governments  should 
build  upon  this  foundation,  and  invest  in  the  Employment  Security  System.    For 
some  states,  the  funds  requested  by  the  Administration  and  provided  by  Congress 
to  advance  the  one-stop  concept  have  increased  the  capability  to  deliver  workforce 
and  employment  services  in  an  effective  and  efficient  way.   We  need  to  continue 
this  investment. 

BOTTOM  LINE  FUNDING  AUTHORITY 

One  of  the  most  frustrating  aspects  of  the  current  system  -  for  both  our  customers 
and  for  us  as  administrators  -  is  a  lack  of  "bottom  line"  funding  authority.    States 
receive  federal  funds  to  administer  the  Employment  Service,  unemployment 
insurance,  Job  Training  Partnership  Act,  the  Bureau  of  Labor  Statistics  cooperative 
labor  market  information  programs,  and  other  federal  employment  and  training 
programs  as  separate  grants.    These  funds  may  be  used  only  for  the  specific 
purposes  permitted  by  the  appropriation  authority,  and  require  the  use  of  time 
reporting  and  accounting  for  each  program  separately. 
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To  illustrate,  under  the  current  scheme,  helping  an  unemployed  worker  find  a  job  is 
not  considered  a  legitimate  use  of  unemployment  insurance  funds. 

This  separation  becomes  problematic  in  a  "one-stop"  setting,  in  which  a  single  staff 
person,  in  a  single  interaction  with  one  customer,  may  do  intake  or  other  activities 
for  more  than  one  program.    Staff  must  record  the  amount  of  time  they  spend  on 
each  program,  which  is  burdensome  and  inefficient. 

The  separate  funding  streams  also  mean  that  states  cannot  achieve  program 
efficiencies  such  as  enclosing  information  about  services  for  dislocated  workers  with 
unemployment  checks,  even  if  there  is  no  additional  postage  cost.    Under  federal 
regulations,  JTPA  Title  III  funds  would  have  to  share  in  the  cost  of  the  mailing. 
States  have  also  been  prohibited  from  using  computer  terminals  which  were 
purchased  with  Ul  funds  to  access  the  Employment  Services  system  even  though 
such  access  might  be  on  behalf  of  an  unemployment  insurance  claimant. 

There  is  a  growing  consensus  that  states  could  more  effectively  and  efficiently  serve 
their  customers  and  manage  these  programs  if  flexibility  existed  in  fund  use  and 
management.    Bottom  line  authority  exists,  to  some  degree,  with  each  program. 
The  extension  of  bottom  line  authority  between  programs  would  require  a 
modification  in  the  appropriation  of  funds  for  these  programs. 

The  FY  1995  Appropriations  Act  includes  language  which  allows  States  to  use 
unemployment  insurance  and  Employment  Service  funds  for  integrated  employment 
and  unemployment  insurance  automation  efforts.    As  a  result,  now  equipment 
purchased  with  program  funds  for  Ul  or  ES  can  be  used  for  both  programs.    On 
behalf  of  ail  of  the  States,  I  want  to  thank  you  for  taking  this  step  toward  "seamless 
service"  for  our  customers  -  jobseekers  and  employers  -  and  to  urge  you  to 
expand  last  year's  language  to  permit  full  unemployment  insurance  and  Employment 
Service  administrative  resource  pooling. 

LABOR  MARKET  INFORMATION 

In  all  the  debate  surrounding  reemployment  and  job  training  issues,  there  is  clear 
consensus  that  accurate  and  timely  labor  market  information  is  vital  for  economic 
planning  and  development,  monetary  policy  making,  and  financial  decision  making 
by  both  government  and  business.  Labor  market  information  is  necessary  for  the 
equitable  and  efficient  allocation  of  resources,  program  monitoring  and  performance 
measurement.  Billions  of  dollars  will  be  misallocated  if  this  information  system  is 
inadequate. 

Most  of  the  nation's  labor  market  information  is  produced  by  state  employment 
security  agencies  in  cooperation  with  the  Bureau  of  Labor  Statistics  (BLS)  and  other 
federal  agencies.    However,  funding  to  support  the  production  of  labor  market 
information  is  piecemeal  and  inadequate.    Frequently,  legislation  requires  state  and 
area  level  information  but  provides  few  if  any  funds  to  collect  and  analyze  such  data. 
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For  example,  the  Employment  and  Training  Administration  (ETA)  has  not  defined  an 
information  policy  consistent  with  the  legislative  requirements  of  the  Job  Training 
Partnership  Act  (JTPA).    State  agencies  must  constantly  seek  funding  for  specific 
information  products  from  other  agencies,  which  results  in  a  lack  of  consistency  and 
comprehensiveness. 

Rather  than  reinvent  the  wheel,  we  encourage  the  Congress  to  invest  in  the  existing 
system  and  adequately  fund  the  state  employment  security  agencies  to  produce 
world-class  labor  market  information. 

EMPLOYMENT  SERVICE 

To  ensure  that  the  Employment  Service  can  continue  to  provide  basic  labor 
exchange  services  to  jobseekers  and  employers,  the  states  are  requesting,  at  a 
minimum,  maintaining  FY  1995  funding  levels  for  Employment  Service  state 
allotments. 

UNEMPLOYMENT  INSURANCE 

As  an  improving  economy  and  lower  unemployment  are  forecast  for  FY  1996, 
unemployment  insurance  workloads  drop,  and  so  do  administrative  funds.    We 
support  the  workload  basis  for  unemployment  insurance  funding,  but  urge  you  to 
recognize  that  the  infrastructure  of  offices,  computer  systems,  and  highly  trained 
staff,  such  as  those  who  adjudicate  claims  and  appeals,  must  be  maintained  even 
as  workloads  decline. 

In  FY  1996,  the  current  base  workload  level  of  2.0  million  average  weekly  insured 
unemployment  should  be  maintained  and  normal  growth  in  tax  workloads  (subject 
employers  and  wage  records)  provided.    Funding  based  on  these  workloads  should 
be  increased  to  cover  the  rising  cost  of  doing  business. 

VETERANS'  EMPLOYMENT  AND  TRAINING 

An  equally  critical  area  of  investment  is  for  veterans  employment  and  training 
services.    To  ensure  a  smooth  transition  of  separating  military  personnel  into  the 
civilian  workforce,  ICESA  supports  an  investment  of  $186  million-$99  million  for  the 
Disabled  Veterans  Outreach  Program  and  $87  million  for  the  Local  Veterans 
Employment  Representative  program.   These  levels  are  the  statutory  funding  levels 
defined  in  law.   These  specialized  veterans  employment  representatives  working  in 
Employment  Service  offices  nationwide  will  help  ensure  our  nation  does  not 
abandon  the  fine  men  and  women  separating  from  the  military. 
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CONCLUSION 

In  summary,  our  message  is  one  encouraging  efficient  and  effective  investment  of 
public  resources  in  a  strong  workforce  development  system  built  on  the 
infrastructure  that  exists  today.   With  your  help  and  targeted  investment,  we  have 
the  ability  to  link  unemployment,  employment,  and  training  programs  together  to 
provide  seamless,  high  quality,  customer  service  to  America's  employers  and 
jobseekers.    I  will  be  pleased  to  respond  to  any  questions  you  might  have. 
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Mr.  Porter  [presiding].  Ms.  Doherty,  I  first  want  to  apologize  to 
you  that  my  wife  is  in  Tirane,  Albania,  on  a  human  rights  mission, 
and  was  calling  in.  It  is  the  only  time  that  she  can  get  the  use  of 
the  telephone.  So  I  had  to  leave.  I  apologize  for  that. 

You  are  out  of  Springfield,  are  you? 

Ms.  Doherty.  Actually  I  am  in  Chicago. 

Mr.  Porter.  Out  of  Chicago.  I  had  looked  forward  to  hearing 
your  entire  testimony  from  a  fellow  Illinoisan.  I  apologize  to  you  for 
not  being  able  to  do  that.  This  is  not  your  usual  voice? 

Ms.  Doherty.  Not  at  all. 

Mr.  Porter.  Well,  this  voice  is  politically  correct  here  in  Wash- 
ington, so  we  very  much  appreciate  your  being  here  to  testify,  and 
thank  you  for  coming  out. 

Ms.  Doherty.  Thank  you  very  much. 


Friday,  February  3,  1995. 

WITNESS 
TERRY  W.  HARTLE,  AMERICAN  COUNCIL  ON  EDUCATION 

Mr.  Porter.  Our  final  witness  is  Terry  W.  Hartle,  American 
Council  on  Education. 

Mr.  Hartle. 

Mr.  Hartle.  Thank  you  very  much,  Mr.  Chairman.  I  realize  you 
have  saved  the  best  for  last,  and  I  am  delighted  to  be  here. 

I  am  Terry  Hartle.  I  am  the  Vice  President  of  the  American 
Council  on  Education,  which  is  an  organization  here  in  Washing- 
ton, D.C.  that  represents  colleges  and  universities.  I  am  testifying 
on  behalf  of  my  own  organization  and  the  19  other  organizations 
that  are  listed  in  my  testimony. 

I  have  submitted  a  copy  of  my  full  testimony  for  the  record,  and 
that  contains  the  specific  recommendations  we  would  like. 

The  hour  is  late.  This  has  been  a  long  and  arduous  process  for 
you,  Mr.  Chairman,  and  the  other  Members  of  the  Committee.  I  am 
very  well  aware  of  how  long  and  arduous  it  has  been  before  you. 
Rather  than  run  through  my  testimony,  I  would  like  to  make  five 
general  points  I  would  encourage  you  to  keep  in  mind  as  you  think 
about  higher  education  and  the  support  this  committee  gives  to 
student  aid  and  financial  assistance. 

The  first  point  I  would  make  is  that  the  public  believes  student 
aid  is  a  vitally  important  function  of  the  Federal  government.  The 
new  congressional  leadership  has  made  it  clear  they  want  to  hear 
the  views  of  the  public  rather  than  the  views  of  lobbyists  and 
Washington  trade  associations. 

To  help  in  that  effort,  we  sponsored  a  national  survey  of  public 
attitudes  about  financing  higher  education  and  student  financial 
assistance  that  was  done  January  21st  to  January  23rd.  It  involved 
a  thousand  individuals.  It  is  the  largest  survey  of  this  type  ever 
done. 

But  89  percent  to  10  percent  of  Americans  favored  maintaining 
the  current  level  of  funding  for  college  students.  This  level  of  sup- 
port was  almost  identical  to  the  level  of  support  they  expressed  for 
Social  Security,  which  was  favored  by  92  percent  of  the  population. 
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As  an  important  Federal  function,  college  aid  ranked  ahead  in 
the  public's  mind  of  health  care,  defense,  welfare,  and  foreign  aid, 
the  other  objects  that  they  could  choose  from. 

Support  for  student  aid  was  consistently  high  regardless  of  party 
identification,  regardless  of  ideology,  income  level,  gender,  age  or 
race.  By  all  accounts,  Americans  think  this  is  important. 

Respondents  were  asked  if  the  government  should  maintain  Fed- 
eral funding  for  student  aid  programs  even  if  it  prolongs  the  deficit 
reduction  efforts.  Sixty-eight  percent  of  Americans  agreed,  includ- 
ing 61  percent  of  those  identifying  themselves  as  conservative 
when  asked  about  their  ideology. 

Even  Secretaries,  former  Education  Secretaries  Lamar  Alexander 
and  Bill  Bennett  in  their  testimony  before  the  Education  and  Eco- 
nomic Opportunities  Committee  a  couple  of  weeks  ago  indicated 
they  thought  Federal  student  aid  was  an  important  function  of  the 
Federal  government. 

The  second  point  is  that  a  lot  of  people  depend  on  Federal  stu- 
dent aid  to  go  to  college.  There  are  14  million  college  students  in 
the  United  States.  More  than  70  percent  of  full-time  students  in 
private  colleges  get  student  assistance.  At  public  colleges  and  uni- 
versities, more  than  50  percent  of  the  students  get  student  finan- 
cial aid. 

Many  of  these  students  need  and  receive  a  lot  of  this  money. 
Many  of  them  would  simply  not  go  to  college  if  they  did  not  get  the 
money. 

I  would  emphasize  that  colleges  and  universities  themselves  put 
a  substantial  amount  of  money  into  student  financial  assistance. 
We  think,  based  on  the  surveys  that  have  been  done  on  this,  that 
it  is  roughly  $9  billion  a  year  that  colleges  themselves  are  putting 
into  it. 

And  at  some  schools,  the  amount  that  they  put  in  exceeds  the 
amount  that  the  Federal  Government  provides  to  students  at  those 
same  institutions.  At  Northwestern,  Mr.  Chairman,  your  alma 
mater,  the  students  get  roughly  $55  million  from  the  Federal  Gov- 
ernment's student  aid  programs,  but  Northwestern  University  it- 
self puts  in  roughly  $58  million  a  year  into  student  aid. 

Despite  the  strong  efforts  institutions  are  making,  roughly  75 
percent  of  the  student  aid  money  in  the  Nation  comes  from  the 
Federal  Government. 

The  third  point  I  would  make  for  the  committee  is  there  are  a 
variety  of  student  aid  programs  that  are  there  for  a  reason.  Dif- 
ferent programs  serve  different  students  and  different  institutions. 

You  are  all  very  familiar  with  the  enormous  diversity  in  Amer- 
ican higher  education  from  community  colleges  to  liberal  arts  col- 
leges to  great  research  universities.  Lake  Forest  College  in  your 
district,  Mr.  Porter,  a  small  private  liberal  arts  college,  it  has  about 
a  thousand  students.  They  get  about  $1.11  million  a  year  from  the 
campus  based  programs  and  $100,000  a  year  from  the  Pell  pro- 
gram. 

By  contrast,  at  Oakton  Community  College,  the  students  there 
receive  more  than  $1  million  in  Pell  grants,  the  11,000  students 
there.  The  school  gets  just  $100,000  in  campus-based  aid.  It  is  a 
very  delicate  mix.  These  programs  serve  different  populations  at 
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different  schools.  And  it  is  balanced  pretty  carefully  the  way  it  is 
now. 

Some  have  suggested  eliminating  campus-based  programs  and 
putting  the  money  into  Pell  grants.  We  do  not  think  this  would  be 
a  good  idea.  The  maximum  money  that  you  would  get  if  you  elimi- 
nated the  campus  based  programs  and  put  half  the  savings  into 
Pell  Grant  as  the  savings  calls  for  is  about  a  $300  increase  in  the 
maximum  Pell  Grant  for  the  neediest  student. 

The  average  student  receiving  campus-based  aid  gets  more  than 
$3000.  This  would  not  be  a  good  deal  for  most  of  those  students. 
They  would  see  their  college  plans  greatly  altered  by  such  a  huge 
shift  in  their  funding. 

The  fourth  point  I  would  make  for  you,  the  money  in  the  Federal 
student  aid  programs  goes  directly  to  students  and  families  to  pay 
college  bills.  Pell  grants  and  student  loans  are  vouchers  that  go  to 
the  students.  The  money  is  not  doled  out  by  the  colleges.  The  stu- 
dents get  the  money.  They  take  it  to  the  institution  they  wish  to 
attend. 

Campus-based  aid  does  go  to  the  institutions.  The  schools  must 
match  the  money  that  they  get  from  the  Federal  Government,  a  25 
percent  match.  And  the  schools  award  the  money  to  students  based 
on  Federal  eligibility  rules  and  an  assessment  of  where  it  will  have 
the  greatest  impact  on  the  students. 

And  finally,  Mr.  Chairman,  a  brief  word  about  direct  lending. 
Colleges  do  not  care  with  respect  to  the  Federal  student  loan  pro- 
gram where  the  money  comes  from.  It  could  come  from  Dunkin 
Donuts  for  all  we  care.  It  makes  no  difference  if  it  comes  from  the 
Federal  Government  or  private  lenders.  What  colleges  want  is  that 
the  loans  be  there  with  good  terms  for  the  students  and  that  the 
programs  be  run  efficiently  and  effectively. 

Some  of  the  campuses  I  represent  like  direct  lending  very,  very 
much.  Others  like  the  Federal  student  loan  programs  run  through 
the  banks  very,  very  much.  There  is  quite  a  divergence  of  opinion 
on  the  campuses. 

But  you  know  the  low  regard  that  many  college  officials  have  for 
the  bureaucrats  at  the  U.S.  Department  of  Education.  Still,  when 
they  were  given  the  choice,  many  schools  decided  to  go  into  direct 
lending  because  they  found  the  existing  Federal  loan  program  so 
cumbersome  and  so  complicated,  being  run  through  a  myriad  of 
private  sector  organizations,  that  they  could  not  comprehend  how 
to  do  it. 

They  found  many  of  the  private  sector  organizations  in  the  old 
student  loan  program  very  unwilling  to  change  anything,  even  if  it 
would  be  better  for  the  students  and  the  schools. 

For  example,  until  1993,  there  were  47  separate  student  loan  ap- 
plications for  the  Federal  student  loan  program.  Depending  on  the 
bank  that  you  used,  you  filled  out  a  different  application.  This  was 
much  harder  for  the  students.  It  was  much  harder  for  the  schools 
and  it  meant,  for  example,  that  we  do  not  have  a  national  database 
to  tell  us  about  the  students  who  are  applying  for  student  loans. 
It  made  it  much  harder  for  everybody. 

The  direct  lending  program  has  injected  competition  into  this 
mix.  We  are  seeing  much  more  cooperation  and  collaboration  to 
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make  certain  that  students  and  schools  find  the  programs  attrac- 
tive and  that  they  work  as  effectively  and  efficiently  as  possible. 

In  this  sense,  direct  lending  has  had  a  salutary  effect  on  the  Fed- 
eral student  loan  program  and  we  are  delighted  with  the  changes 
that  the  private  sector  lenders  are  making  in  the  FFELP  program 
and  we  hope  those  changes  continue.  At  the  same  time,  of  course, 
the  Department  of  Education  is  doing  its  best  to  make  sure  that 
the  schools  find  direct  lending  attractive,  that  it  works  well  for  the 
students. 

So  in  that  sense  the  students  and  the  schools  see  a  very  good 
competitive  situation  right  now. 

Mr.  Chairman,  I  appreciate  the  chance  to  appear  before  you.  You 
have  all  been  very  tolerant  of  what  has  been  a  very  long  day.  And 
I  would  be  happy  to  answer  any  questions  you  may  have. 

[The  prepared  statement  of  Terry  W.  Hartle  follows:] 
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FOR  THE 

DEPARTMENT  OF  LABOR,  HEALTH, 

AND  HUMAN  SERVICES,  AND  EDUCATION 


Submitted  to  the 

House  Appropriations  Subcommittee  on  Labor-HHS-Education 

February  3, 1995 


by 

Terry  W.  Hartle 

Vice  President 

American  Council  on  Education 

On  behalf  of  the  following  associations: 

American  Association  of  Community  Colleges 

American  Association  of  State  Colleges  and  Universities 

American  Association  of  University  Professors 

Association  of  American  Universities 
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Mr.  Chairman  and  members  of  the  Subcommittee: 

I  am  Terry  Hartle,  Vice  President  of  the  American  Council  on 
Education.  I  welcome  this  opportunity  to  address  the  subcommittee 
regarding  funding  levels  for  higher  education  programs  within  the  fiscal  year 
1996  and  revised  fiscal  year  1995  appropriation  for  the  Departments  of  Labor, 
Health  and  Human  Services,  and  Education.   The  recommendations 
presented  in  this  statement  are  endorsed  by  the  20  higher  education 
associations  listed  on  the  cover  sheet,  whose  membership  encompasses  the 
nation's  3300  colleges  and  universities  and  the  14  million  students  they 
educate. 

Although  federal  government  support  of  American  higher  education 
is  not  as  predominant  as  it  is  in  most  other  nations,  the  federal  government 
has  historically  supported  those  functions  deemed  to  be  uniquely  in  the 
national  interest:   direct  aid  to  students  from  low-  and  middle-income 
families  (thus  removing  the  barrier  of  insufficient  income  as  an  obstacle  to 
college),  and  support  for  research  and  development.  These  federal 
investments  have  reaped  large  dividends  for  all  Americans:   in  this  century, 
increases  in  the  educational  attainment  of  the  workforce  accounted  for  27 
percent  of  the  growth  in  the  nation's  wealth;  advances  in  knowledge  (better 
education,  research  and  development,  and  new  technologies)  accounted  for 
55  percent. 

But  higher  education  has  been  buffeted  in  recent  years  by  a  pattern  of 
instability  in  federal  support,  particularly  in  respect  to  student  financial 
assistance.  When  adjusted  for  inflation,  between  1980  and  1994,  the  value  of 
the  Pell  Grant  maximum  award  has  declined  by  29  percent;  Supplemental 
Educational  Opportunity  Grants  by  15  percent;  Federal  Work-Study  by  39 
percent;  Perkins  Loans  by  70  percent;  and  State  Student  Incentive  Grants  by  49 
percent.  These  trends  have  had  a  steep  cost  for  students  and  their  families:  of 
the  $183  billion  borrowed  over  the  30-year  history  of  the  Federal  Family 
Education  Loan  Program  (formerly  the  Guaranteed  Student  Loan  Program), 
an  astonishing  22  percent  has  been  borrowed  in  the  last  two  years. 

These  trends  have  contributed  substantially  to  the  widespread  feeling 
among  Americans  that  they  are  working  harder,  but  not  gaining  on  the 
American  dream.   Most  Americans  view  providing  a  college  education  for 
their  children  as  a  key  element  of  upward  mobility,  and  they  are  willing  to 
make  enormous  personal  sacrifices  to  make  it  possible.  And,  as  the  members 
of  this  subcommittee  know,  many  families  do  make  these  sacrifices. 
However,  in  overwhelming  numbers,  Americans  regard  helping  to  make 
college  affordable  for  them  through  grant  and  loan  assistance  as  a  key 
responsibility  of  the  federal  government.  The  results  of  a  poll  released  this 
week  by  KRC  Research  and  Consulting,  Inc.,  a  national  polling  firm  based  in 
New  York  City,  demonstrate  that  student  aid  has  strong  support  regardless  of 
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party  identification,  ideology,  race,  or  income.   Participants  in  the  survey 
ranked  continued  funding  for  student  aid  with  Social  Security  as  a  top 
national  priority,  and  fully  68  percent  responded  that  funding  for  student  aid 
programs  should  be  maintained  even  if  it  prolongs  deficit  reduction  efforts. 
The  results  of  the  survey  are  enclosed  for  inclusion  in  the  hearing  record. 

We  recognize  the  extreme  scarcity  of  discretionary  outlays  at  your 
disposal,  and  understand  that  competition  for  available  funds  will  be  intense. 
However,  the  public  has  not  asked  for  deficit  elimination  at  any  price,  and 
most  assuredly  not  at  the  expense  of  their  children's  education.   As  the 
members  of  this  subcommittee  prepare  to  undertake  the  difficult  challenge  of 
preparing  the  FY  1996  appropriations  bill  and  revisions  to  the  FY  1995 
appropriation,  we  respectfully  make  the  following  recommendations: 

«  Appropriate  a  meaningful  increase  in  the  FY  1996  Pell  Grant 
maximum  award  and  shield  the  FY  1995  Pell  Grant  appropriation  from 
revision.  We  understand  the  President's  FY  1996  budget  request  will  contain 
a  substantial  increase  in  Pell  Grant  funding  to  support  a  $2620  maximum 
award,  and  we  strongly  urge  you  to  accept  this  request.  We  estimate  that  this 
would  make  Pell  Grants  available  to  180,735  additional  students.   Further,  we 
urge  you  to  maintain  the  FY  1995  appropriation  and  maximum  award  level 
approved  for  the  Pell  Grant  program  last  year.   Although  the  maximum 
award  level  reached  $2400  in  FY  1991,  by  FY  1995  it  has  dropped  to  $2340 
against  the  tide  of  consumer  price  increases  and  rising  college  costs.  In 
addition,  the  fundamental  stability  of  the  program  was  rocked  last  year  with 
the  imposition  of  an  eligibility  cap.   In  spite  of  firm  assurances  that  were 
given  that  this  unprecedented  cap  was  employed  only  to  reconcile 
scorekeeping  discrepancies  and  not  to  limit  student  access,  the  cap  continues 
to  be  a  cause  for  very  grave  concern.  We  urge  members  to  retain  the  FY  1995 
Pell  Grant  appropriation  and  maximum  level  without  alteration  or 
adjustment. 

•  Retention  of  not  less  than  the  unrevised  FY  1995  appropriation  for 
campus-based  student  aid  programs  (Supplemental  Educational  Opportunity 
Grants,  Perkins  Loans.  Federal  Work-Study)  and  State  Student  Incentive 
Grants.  Together  these  programs  comprise  an  interactive  web  of  assistance 
that  enables  higher  education  institutions  to  tailor  aid  to  the  individual  based 
on  family  resources,  the  amount  of  institutional  aid  funds  available,  and 
institutional  charges.   While  these  programs  work  interactively,  and  have 
been  invaluable  in  helping  to  cushion  the  decline  in  Pell  Grant  value,  each 
has  its  own  distinctive  role  and  focus,  and  serves  students  with  different 
income  characteristics.  During  academic  year  1993-94,  for  example,  students  at 
Oak  ton  Community  College  in  Des  Plaines,  Illinois,  received  nine  times  as 
much  aid  in  the  form  of  Pell  Grants  than  it  did  from  the  three  campus-based 
programs  combined,  while  at  nearby  Lake  Forest  College,  campus-based  aid 
dollars  supplied  more  than  twice  as  much  aid  than  Pell  Grant  funds. 
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•  Increase  funding  for  TRIO  programs  bv  $70  million  above  the  FY  1995 
unrevised  appropriation,  and  make  no  adjustment  in  the  FY  1995 
appropriation  of  $463  million.  This  increase  would  give  an  additional  82,000 
students  from  low-income  families  a  realistic  change  to  enter  college  and 
graduate.  Just  as  Head  Start  has  proved  successful  in  mitigating  the  effects  of 
economic  disadvantage  in  help  young  children  benefit  from  education,  TRIO 
programs  vastly  improve  a  disadvantaged  youth's  chance  of  attaining  a 
college  degree.  However,  fewer  than  5  percent  of  those  eligible  for  services 
are  able  to  receive  them  at  current  funding  levels. 

»  Maintain  funding  at  least  at  the  unrevised  FY  1995  level  for  Title  III 
(Developing  Institutions)  Programs.  All  categories  of  Title  m  funding 
perform  a  critical  role  in  sustaining  the  viability  and  existence  of  institutions 
that  serve  a  very  high  percentage  of  students  with  extreme  financial  need. 
The  institutions  that  compete  for  Title  HI  awards  are,  by  definition,  in  great 
financial  need  and  serve  substantial  percentages  of  disadvantaged  and 
minority  students.    As  these  institutions  derive  scant  revenue  from  alumni 
contributions,  corporate  donors,  or  large  endowments,  Title  HI  funds  are  a 
critical  means  for  institutional  improvement  and  renewal.    Whether  funds 
are  used  for  mathematics  curriculum  development  or  instituting  a  new 
student  record-keeping  system,  Title  in  funds  provide  local  flexibility  in 
permitting  institutions  to  respond  to  their  own  needs.  In  FY  1994,  only  15 
percent  of  Part  A  applicants  received  funding. 

The  recommendations  that  we  have  developed  attempt  to  be 
reasonable  and  modest,  rather  than  expansive  and  expensive.   They  are  based 
on  the  sincere  conviction  that  good  fiscal  policy  is  not  incompatible  with  good 
public  policy.  We  are  gratified  that  American  public  appears  to  concur,  and 
that  they  share  our  view  that  student  aid  funding  is  a  worthy  and  necessary 
enterprise  in  which  the  government  should  continue  to  be  engaged.   We 
respectfully  urge  you  to  accept  these  recommendations. 
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OBJECTIVES  AND  METHODOLOGY 


From  January  21  to  January  23, 1995,  KRC  Research  conducted  a  national  survey 
among  1000  adults,  all  registered  voters,  to  establish  the  frequency  and 
distribution  of  attitudes  toward  and  opinions  of  proposed  federal  budget  cuts  in 
financial  aid  for  education. 

Prior  to  the  opinion  poll,  KRC  conducted  a  series  of  six  focus  groups  in  three 
cities  ~  Columbus,  Ohio;  Phoenix,  Arizona;  and  Charlotte,  North  Carolina  -  to 
assess  public  knowledge  of  the  issues,  investigate  attitudes  about  the  proposed 
cuts  and  inform  the  development  of  the  survey  instrument. 

This  report  will  provide  in-depth  analysis  of  the  survey.  Overall,  there  are  few 
demographic  variations  in  the  findings;  however,  when  political  affiliation  is 
taken  into  account,  some  differences  appear. 

The  margin  of  error  for  this  survey  is  +  or  -  3  percent. 
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OPINIONS  ABOUT  NATIONAL  DIRECTION 


Members  of  the  general  public  show  optimism  with  regard  to  their  personal 
lives,  but  are  somewhat  unsure  about  the  direction  of  the  country.  Almost  half  of 
the  survey  respondents  (49%)  believe  that  the  country  is  heading  in  the  wrong 
direction,  nearly  one  quarter  (20%)  are  somewhat  unsure  of  its  direction  and  a 
small,  but  still  significant,  number  of  respondents  (31%)  believe  the  country  is 
heading  in  the  right  direction.  Although  20%  are  expressing  uncertainty  about 
national  direction,  they  are  not  responding  negatively.  This  suggests  a  "wait  and 
see"  attitude  rather  than  an  inability  on  the  part  of  respondents  to  make  a 
decision. 

Generally,  respondents  are  optimistic  about  the  quality  of  their  lives.  Although 
opinions  are  mixed  about  whether  or  not  economic  conditions  in  the  United 
States  are  improving  or  getting  worse  -  a  significant  number  (70%)  of 
respondents  say  that  they  are  working  longer  and  harder  to  maintain  the  same 
standard  of  living  that  they  had  five  years  ago  ~  over  two-thirds  (68%)  of 
respondents  are  satisfied  with  their  quality  of  life. 
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IMPORTANCE  OF  MAINTAINING  FUNDING 


Most  respondents  (89%)  believe  that  it  is  important  for  the  government  to 
maintain  the  current  level  of  funding  for  financial  aid  programs  for  college 
students.  Moreover,  many  (86%)  say  that  tax  dollars  allocated  for  student  aid 
programs  is  money  well-spent.  Research  clearly  indicates  that  support  for 
financial  aid  is  widespread  across  the  respondent  pool.  Almost  all  respondents, 
regardless  of  demographic  characteristics  (age,  income,  political  party,  political 
ideology,  gender,  etc.),  believe  that  maintaining  the  current  level  of  funding  for 
financial  aid  is  important. 

The  only  program  where  maintaining  the  current  level  of  funding  is  considered 
more  important  than  financial  aid  is  social  security  (92%). 

Importance  of  Continuation  of  Federal  Funding  for 
Selected  Programs 


Not  Important 


-100%     -80%      -60%      -40%      -20%        0%        20%       40%       60%       80%      100% 


Not  Important  At  All  _J  Somewhat  Important 

Not  Very  Important  ~l  Very  Important 


Again,  almost  all  respondents  —  regardless  of  demographic  characteristics  — 
place  great  importance  on  maintaining  funding  for  healthcare  and  defense 
programs  as  well.  Eighty-three  (83)  percent  of  respondents  consider  maintaining 
the  current  level  of  funding  for  healthcare  to  be  important,  and  81  percent  believe 
the  current  level  of  defense  funding  is  important  to  maintain. 
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Importance  of  Continuation  of  Federal  Funding  for 
Selected  Programs 


(c)  KRC  1W5/Q4-9 


Opinions  differ  somewhat  according  to  political  affiliation  (except  on  financial 
aid).  More  Republicans  (88%)  than  Independents  (80%)  or  Democrats  (75%) 
think  that  the  current  level  of  funding  for  defense  programs  is  important  to 
sustain.  Nearly  three-quarters  (73%)  of  Democratic  respondents  feel  that  it  is 
important  to  maintain  the  current  level  of  funding  for  welfare  programs,  while 
fewer  Independents  (51%)  and  Republicans  (49%)  believe  likewise. 

Almost  all  Democrats  (95%)  believe  that  it  is  important  to  maintain  the  current 
budget  for  healthcare.  Fewer  Independents  (83%)  and  Republicans  (70%)  believe 
likewise. 
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Which  Should  Be  The  Federal  Government's  Top 
and  Second  Priority 


Top  Priority 

H33°/< 


Second  Priority 


0%    20%  40%  60%  80%  100% 


0%     20%    40%    60%    80%   100% 


(c)  KRC  1W5/Q10 


In  terms  of  top  government  funding  priorities,  financial  aid  is  ranked  fourth  out 
of  a  possible  six  -  social  security  and  healthcare  are  the  "sacred  cows."  However, 
in  terms  of  second  priorities,  financial  aid  is  ranked  second,  after  social  security. 
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IMPORTANCE  OF  FUNDING  PROGRAMS 


Federal  Funding  For  Student  Aid  Programs  Should  Be 
Maintained  Even  If  The... 


Welfare  budget  has  to  be  trimmed  to  help 
reduce  the  deficit. 


Defense  budget  has  to  be  trimmed  to  help 
reduce  the  deficit. 


Social  security  budget  has  to  be  trimmed  to 
help  reduce  the  deficit 


-100%    -80%     -60%     -40%     -20%      0%       20%      40%      60%      80%     100% 


(OKRC1996/Q30-32 


Somewhat  Disagree 
Strongly  Disagree 


^J    -tangly  Agree 
Somewhat  Agree 


Nearly  three-quarters  (74%)  of  respondents  agree  that  federal  funding  for 
student  aid  programs  should  be  maintained,  even  if  the  welfare  budget  has  to  be 
trimmed  to  help  reduce  the  deficit. 

Over  two-thirds  (68%)  of  respondents  express  support  for  trimming  the  defense 
budget  to  maintain  student  aid;  however,  support  is  divided  along  political  lines. 
While  a  high  percentage  of  Democratic  (75%)  and  Independent  (72%) 
respondents  support  this  option,  fewer  Republicans  (59%)  are  in  agreement. 
Demographic  considerations  such  as  income,  age,  gender,  education,  etc.  do  not 
splinter  support. 

Support  for  cutting  the  budget  for  social  security  to  maintain  financial  aid  for 
education  is  low.  Only  35%  of  respondents  are  in  support  of  this  option. 

This  low  level  of  support  clearly  shows  that  respondents  are  most  concerned 
about  issues  that  have  the  potential  to  directly  impact  their  finances. 
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PERCEIVED  BENEFITS  OF  A  COLLEGE  EDUCATION 


Do  You  Agree  or  Disagree  With  These  Statements. 


By  providing  financial  aid  for  people  who 

want  to  go  to  college,  the  federal 

government  is  investing  in  America's  future. 


Without  a  college-educated  workforce, 

America  will  not  be  able  to  compete  in  the 

global  marketplace. 


•100%   -80%    -60%     -40%    -20%      0%       20%      40%      60%      80%     100% 


(c)  KRC  1995/Q27.28 


Somewhat  Disagree          ||||1   Strongly  Agree 
Strongly  Disagree  I   Somewhat  Agree 


Almost  all  respondents  (92%)  believe  that  by  providing  financial  aid  for  people 
who  want  to  go  to  college,  the  federal  government  is  investing  in  America's 
future. 

A  very  high  percentage  (85%)  of  respondents  agree  that  providing  financial  aid 
for  college  students  is  a  "good  thing"  because  it  enables  the  United  States  to 
maintain  a  competitive  edge  with  respect  to  other  first  world  nations,  such  as 
Germany  and  Japan.  Moreover,  many  (87%)  agree  that  without  a  college- 
educated  workforce,  America  will  not  be  able  to  compete  in  the  global 
marketplace. 

Agreement  with  both  statements  is  very  strong  across  the  respondent  pool.  No 
statistically  significant  differences  occur  with  regard  to  demographic 
characteristics  such  as  political  affiliation,  political  ideology,  age,  income,  gender, 
education,  etc. 
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Are  They  Working  For  or  Against  Your  Best  Interests 


Working 


Working  in  Favor 


-100%      -80%       -60%       -40%       -20%         0%         20%        40%        60%        80%        100% 


(c)  KRC  1995/Q19-24 


Very  Much  Against        M   Very  Much  In  Favor 
Somewhat  Against  Somewhat  In  Favor 


Respondents  are  most  convinced  that  colleges  and  universities  among  all  parties 
in  the  financial  aid  debate,  are  working  in  their  best  interests  (66%).  Half  (50%) 
see  their  congressman  or  woman  as  protecting  their  interests,  followed  by 
Democrats  in  Congress  (46%),  the  President  (44%)  and  Republicans  in  Congress 
(42%).  Lobbyists,  however,  inspire  little  confidence  among  respondents.  Only  27 
percent  see  them  as  working  in  their  best  interests  with  regard  to  financial  aid. 
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ACCESSIBILITY  ISSUES 


A  College  Education  Is. 


Democrats         Independents        Republicans 


A  Privilege 


A  Right 


A  majority  of  respondents  (53%)  agree  that  a  college  education  is  a  right  for  those 
who  qualify,  while  only  about  a  third  (38%)  see  it  as  a  privilege. 

Democrats  tend  to  believe  that  a  college  education  is  more  of  a  right  (63%)  than  a 
privilege  (30%)  for  those  who  qualify,  while  Republicans  tend  to  believe  that  a 
college  education  is  more  of  a  privilege  (51%)  than  a  right  (41%). 
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Do  You  Agree  or  Disagree  With  These  Statements... 


Students  who  meet  academic  requirements,  should 
get  financial  help  from  the  government  if  they  need  it. 


Provide  financial  aid  to  people  who  meet  academic 
and  income  requirements,  regardless  of  race  or  age. 


Making  it  possible  for  students  to  go  to  college  should 
not  be  sacrificed  in  the  name  of  deficit  reduction. 


Maintain  federal  funding  for  student  aid  programs, 
even  if  it  prolongs  deficit  reduction  efforts. 


-100%  -80%   -60%  -40%   -20%     0%      20%    40%    60%    80%    100% 


(c)  KRC  1995/Q29.36J8.44 


Somewhat  Disagree  j   Strongly  Agree 

Strongly  Disagree  Somewhat  Agree 


Nevertheless,  almost  all  respondents  (90%)  agree  that  students  who  meet  the 
academic  requirements  for  college  admission,  should  be  able  to  get  financial  help 
from  the  federal  government  if  they  need  it. 

A  high  percentage  (80%)  of  respondents  agree  that  the  United  States  has  a  duty 
to  provide  financial  aid  for  college  education  to  people  who  meet  academic 
requirements,  regardless  of  race  or  age.  Moreover,  85%  of  respondents, 
regardless  of  political  affiliation  or  ideology,  believe  that  the  federal  government 
has  an  important  role  to  play  in  making  it  possible  for  students  to  go  to  college 
and  that  this  role  should  not  be  sacrificed  in  the  name  of  deficit  reduction. 

Fewer  (68%)  say  that  federal  funding  for  student  aid  programs  should  be 
maintained,  even  if  it  prolongs  deficit  reduction  efforts. 
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Do  You  Agree  or  Disagree  With  These  Statements... 


Disagree 


Agree 


Cuts  in  financial  aid  will  make  college 
inaccessible  to  many  "middle  class"  students. 


To  balance  the  budget,  all  must  sacrifice, 

even  families  who  will  not  be  able  to  afford 

to  send  their  children  to  college. 


Once  taxes  are  cut,  the  amount  of  money 

families  will  save  will  increase,  so  financial 

aid  for  college  not  an  issue. 


-100%    -80%    -60%     -40%     -20%      0%       20%      40%      60%      80%     100% 


(c)  KRC  1995/Q42J4.41 


Somewhat  Disagree         HI   Strongly  Agree 
Strongly  Disagree  Somewhat  Agree 


The  majority  (54%)  of  respondents  express  opposition  to  the  notion  that  all 
Americans  must  make  sacrifices,  even  if  it  means  that  many  average  American 
families  will  not  be  able  to  afford  to  send  their  children  to  college.  In  addition,  it 
is  the  opinion  of  over  two-thirds  (67%)  of  respondents  that  proposed  federal 
budget  cuts  in  financial  aid  programs  will  make  college  inaccessible  for  many 
"middle  class"  students. 

Only  one-third  (33%)  of  respondents  find  value  in  the  argument  that  once  taxes 
are  cut  by  Congress,  the  amount  of  money  that  many  families  will  be  able  to  save 
will  increase,  so  financial  aid  for  college  will  no  longer  be  an  issue.   In  addition, 
many  survey  respondents  (78%)  never  expect  "to  pay  fewer  taxes  than  I  do 
today." 
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PERCEPTIONS  OF  FINANCIAL  AID  PROGRAMS 


Do  You  Agree  or  Disagree  With  These  Statements... 


Working  in  public  service  to  pay  a  student 

loan  should  be  an  option  available  to  all 

student  loan  recipients. 

Work  study  programs  are  a  viable  way  tc 
defray  the  cost  of  college 


College  students  have  high  earning  potential  so 
debt  from  loans  is  not  an  issue. 


The  government  should  eliminate  college  grants 
and  loan  to  the  middle  class  and  help  the  poor. 


-100%  -80%    -60%   -40%    -20%     0%      20%     40%     60%     80%    100% 
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Somewhat  Disagree 
Strongly  Disagree 


|H    Strongly  Agree 
I   Somewhat  Agree 


Respondents  support  the  federal  government's  role  in  helping  students  to 
manage  the  cost  of  a  college  education.  A  significant  percentage  (85%)  of 
respondents  agree  that  federally-sponsored  work  study  programs  are  a  viable 
way  for  students  to  defray  the  cost  of  college  tuition.  An  even  greater  percentage 
(91%)  believe  that  the  option  of  working  to  pay  off  a  student  loan  by  taking  a  job 
in  public  service  should  be  available  to  all  student  loan  recipients. 

Since  almost  all  respondents  (92%)  believe  that  middle-class  taxpayers  have 
consistently  carried  the  tax  burden  for  America,  it  is  not  surprising  that  a  small 
number  (22%)  of  respondents  disagree  with  the  notion  that  the  federal 
government  should  eliminate  grants  and  loans  for  college  to  the  middle  class  and 
concentrate  on  helping  the  poor. 


KRC 


12 


1144 


Do  You  Support  or  Oppose  Cutting  the  Interest 
Exemption  Feature  of  the  Student  Loan  Program 


Oppose 

Support 

-69% 

26% 

1 17% 

-100%  -80%  -60%  -40%  -20%     0%     20%    40%    60%    80%    100% 


Strongly  oppose  ||  Strongly  support 

Somewhat  oppose  ~J  Somewhat  support 


After  respondents  are  presented  with  information  that  helps  them  to  determine 
how  much  "student  debt"  may  increase,  opposition  to  an  increase  in  debt 
surfaces.  For  example,  a  large  majority  (69%)  of  respondents  oppose  cutting  the 
interest  exemption  feature  of  the  student  loan  program. 
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Mr.  Porter.  Well,  I  am  very  impressed  at  how  well  you  have 
done  your  homework.  Northwestern  University  and  Lake  Forest 
College  and  Oakton  Community  College,  you  certainly  have  tar- 
geted your  message  very  well. 

Mr.  Hartle.  We  were  hoping  you  would  be  in  the  Chair. 

Mr.  Porter.  I  would  like  to  ask,  the  direct  lending  program  is 
phased  in  from  five  to  40  percent  this  year,  and  I  find  exactly  what 
you  said,  some  colleges  like  it,  others  don't.  What  shall  we  do  about 
the  future?  It  is  to  be  phased  in  further  according  to  the  original 
plan.  Should  we  follow  the  original  plan  and  eventually  have  100 
percent  direct  lending?  Should  we  keep  it  where  it  is  and  have  a 
mix,  two  different  approaches? 

Mr.  Hartle.  The  original  plan,  Mr.  Chairman,  would  take  you 
to  at  least  60  percent  five  years  down  the  road.  Direct  lending  is 
working  well  so  far  because  the  Federal  Government  is  making  the 
money  available  to  students.  And  what  the  schools  who  have  done 
it  have  found  is  that  the  money  gets  credited  to  the  students'  ac- 
counts very,  very  quickly.  The  application  has  been  streamlined. 
The  front  end  of  business  of  student  loans  works  better  than  it  ever 
has  done  before. 

The  questions  will  come  at  the  back  end  when  the  money  has  to 
be  collected.  Collecting  student  loans  has  been  a  problem  that  the 
Federal  Government  and  the  private  sector  has  wrestled  with  for 
years.  We  have  had  a  high  default  rate  with  respect  to  some 
schools.  That  is  coming  down.  The  amount  of  money  spent  on  de- 
faults is  coming  down. 

Mr.  Porter.  That  is  where  the  scoring  looks  so  good.  What  about 
the  end? 

Mr.  Hartle.  This  is  the  question,  whether  or  not  the  government 
through  contracting  will  be  able  to  collect  loans  as  well  as  the  pri- 
vate sector  is.  This  will  be  contracted.  Instead  of  owning  the  loans, 
these  companies  will  be  collecting  them  under  contract  to  the  Fed- 
eral Government.  And  that  is  the  $64  million  question. 

The  private  sector,  as  I  said,  has  been  much  more  responsive 
about  trying  to  improve  the  FFELP  program  so  that  it  will  work 
better.  We  are  very  pleased  with  that.  I  have  told  you  the  schools 
that  have  done  direct  lending  so  far  have  found  that  it  has  been 
an  enormous  improvement  over  the  old  system  for  them.  So  I  think 
letting  the  demonstration  program  run  makes  a  great  deal  of  sense. 
But  it  will  really  be  when  we  start  getting  into  repayment  that  you 
will  get  an  indication  of  how  that  is  going. 

Mr.  Porter.  Well,  we  really  appreciate  your  testimony.  I  am 
sorry,  as  it  worked  out,  you  became  the  last  witness.  But  thank  you 
for  your  willingness  to  stay  with  us.  And  we  appreciate  having  ad- 
vice on  these  matters. 

Mr.  Hartle.  Thank  you,  Mr.  Porter. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  I  too  want  to  thank  you. 

I  particularly  want  to  thank  you  for  your  poll  numbers  that  you 
entered  into  testimony.  I  understand  that  we  may  be  faced  with  a 
decision  next  week  with  a  potential  cutback  in  education  to  pay  for 
the  defense  supplemental.  So  I  think  those  numbers  are  particu- 
larly enlightening  and  I  hope  that  all  that  are  going  to  be  making 
the  decision  read  them  very,  very  carefully  because  I  think  it  is  an 
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important  message  to  send,  that  the  American  people  do  support 
investment  in  education,  and  particularly  your  numbers  with  re- 
gard to  financial  aid.  And  we  appreciate  that. 

I  also  wanted  to  comment  and  get  your  brief  comment.  I  am  sure 
you  are  aware  of  Mr.  Gingrich's  recent  comment  that  SPRE  will  be 
considered  for  elimination  on  "Corrections  Day."  I  am  sure  you  are 
aware  of  Mr.  Goodling's  response  and  I  would  hope  Mr.  Gingrich 
would  consult  with  Mr.  Goodling.  He  was  the  cosponsor  of  the  bill 
which  I  authored. 

Perhaps  you  can  briefly  comment  on  that.  There  has  been  a  good 
deal  of  discussion  concerning  SPRE  and  there  are  clearly  dif- 
ferences of  opinion.  And  in  all  fairness  to  Mr.  Gingrich,  I  think  he 
responded  and  made  those  statements  and  he  later  said  that  he 
was  not  that  familiar  with  the  program. 

Mr.  Hartle.  Thank  you  very  much  for  your  questions,  Mrs. 
Lowey. 

On  the  first  point,  the  poll  data  that  you  asked  about,  we  did  not 
do  this  ourselves,  it  was  done  by  KRC  Research,  a  national  survey 
research  and  polling  program.  They  do  a  lot  of  polls  that  even  they 
were  stunned  by  the  results  that  they  found.  This  is  really  sort  of 
off  the  charts.  It  was  much  greater  than  they  anticipated. 

We  asked  40  questions.  We  asked  a  lot  of  information.  In  the 
past  when  these  surveys  were  done,  they  were  four  or  five  ques- 
tions that  were  added  on  to  additional  surveys.  This  was  a  separate 
survey,  40  questions,  and  the  results  were  overwhelming. 

With  respect  to  the  State  Postsecondary  Review  Entity  programs, 
most  of  the  colleges  and  universities  that  I  represent  would  cheer- 
fully see  that  program  obliterated  tomorrow.  They  do  not  like  it. 
When  you  authored  that  bill,  when  the  Congress  put  it  together  in 
1992,  the  focus  was  explicitly  to  increase  State  oversight  on  schools 
that  we  thought  were  involved  in  waste,  fraud,  or  abuse. 

The  concern  that  the  four-year  and  two-year  colleges  that  I  rep- 
resent have  had  is  that  rather  than  focus  on  those  schools,  the  De- 
partment of  Education  has  chosen  to  use  the  SPRE  program  as  a 
general  device  to  try  and  increase  regulation  related  to  outcomes, 
accountability,  measurement,  quality,  whatever  word  you  want,  on 
all  colleges  and  universities,  somewhat  untroubled  by  the  legisla- 
tive history  that  said  this  is  about  waste,  fraud,  and  abuse. 

Well,  we  think  in  their  hands  that  the  SPRE  program  has  be- 
come an  automatic  weapon  fired  indiscriminately  at  too  many  good 
colleges  and  universities.  The  University  of  Chicago  was  singled 
out  by  the  Department  of  Education  for  attention.  By  nobody's 
stretch  of  the  imagination  was  the  University  of  Chicago  a  bad 
school  involved  in  waste,  fraud,  or  abuse. 

The  Department  of  Education,  after  the  University  of  Chicago 
appealed  and  hired  a  lawyer  and  presented  the  evidence,  agreed, 
yes,  that  was  a  mistake  on  our  part.  So  we  think  that  program 
needs  to  be  focused  very  much  on  waste,  fraud,  and  abuse. 

Four-year  colleges  and  two-year  colleges  suffer  grievously  from 
high  default  rates  in  the  student  loan  programs  in  that  it  under- 
mines support  for  the  entire  program.  Our  schools  and  students  do 
not  have  high  default  rates  but  we  suffer  by  association  because  it 
is  part  of  the  program. 
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We  want  bad  schools  out  of  the  program  as  quickly  as  possible 
and  as  aggressively  as  possible.  But  we  do  not  want  four-year 
schools  and  two-year  schools  that  are  running  good  programs  and 
providing  good  services  to  students  to  see  themselves  hamstrung  by 
the  federally  armed  State  bureaucrats  coming  in  and  looking  over 
their  shoulder. 

Mrs.  LOWEY.  We  are  hours  late  and  I  am  sure  we  could  have  a 
lengthy  discussion  on  that.  I  think  the  purpose  here  is  not  to  throw 
the  baby  out  with  the  bath  water.  And  we  do  want  to  crack  down 
on  waste,  fraud,  and  abuse  and  we  do  want  to  be  sure  that  the  stu- 
dent loan  program  survives  and  has  the  confidence  of  our  Mem- 
bers. And  you  know  it  has  been  under  attack  by  many  of  the  Mem- 
bers because  of  waste,  fraud,  and  abuses. 

The  purpose  of  the  program  originally  was  to  put  in  place  a 
structure  that  would  give  the  Members  and  the  country  confidence 
in  the  program  so  we  would  continue  to  gain  support  because  it  is 
so  important  for  our  youngsters  and  for  the  future.  So  I  would  hope 
that  the  Department  of  Education  has  learned — and  I  understand 
that  they  have — from  the  errors  of  their  ways  and  that  the  pro- 
gram can  be  enforced  and  utilized  in  such  a  way  that  it  accom- 
plishes the  original  objectives.  And  I  would  be  delighted  to  talk 
with  you  further  about  it. 

Mr.  Hartle.  I  would  be  glad  to  do  that.  We  want  bad  schools  out 
of  the  program  the  quicker  the  better.  We  don't  want  the  two-  and 
four-year  schools  that  are  doing  a  good  job  to  be  swept  up  in  this. 
That  is  a  bad  use  of  resources.  There  is  only  so  much  money  for 
doing  those  things  and  the  target  ought  to  be  those  schools  that  are 
having  problems,  not  those  like  the  University  of  Chicago  where 
the  Department  of  Ed  just  didn't  keep  their  records  in  the  right 
file.  I  hope  the  Department  of  Education  has  gotten  the  message. 
We  are  waiting  to  see. 

I  think  what  Speaker  Gingrich  said  at  the  NICU  meeting  basi- 
cally was  that  I  am  going  to  ask  Mr.  Goodling,  Chairman  Goodling, 
to  look  into  this  and  see  if  we  shouldn't  make  this  corrections  bill 
number  two.  I  think  when  the  crowd  rose  up  and  gave  the  Speaker 
a  thundering  standing  ovation,  it  was  immediately  apparent  to  him 
that  this  was  an  emotional  issue  and  maybe  he  shouldn't  go  too  far 
promising  anything  without  asking  somebody  what  the  details 
were  in  this  particular  situation. 

Mrs.  Lowey.  Just  in  closing,  I  do  want  to  say  that  I  share  our 
Chairman's  commitment  to  evaluating  every  program.  We  want  to 
make  sure  it  is  working  and  accomplishing  its  original  objectives. 
And  if  it  isn't,  it  has  to  be  modified  or  exchanged  for  something 
that  does. 

So  I  think  that  our  mutual  goal  is  to  make  sure  that  all  these 
funds  that  are  so  difficult  for  us  to  protect  in  this  climate,  the  in- 
vestment in  student  funds  is  preserved  and  that  we  make  sure  that 
we  do  root  out  all  fraud  and  abuse,  and  I  look  forward  to  continu- 
ing the  dialogue. 

Mr.  Porter.  Thank  you.  I  would  simply  say  to  the  gentlelady 
from  New  York,  I  got  a  great  earful  last  night  from  the  Illinois  pri- 
vate colleges  and  universities,  all  of  whom  said  that  the  program 
was  a  huge  bureaucratic  imposition  on  them,  that  they  couldn't  see 


1148 

the  purpose  of  filling  out  all  the  information  because  this  was  not 
a  problem  that  was  really  theirs. 

Mr.  Hartle.  The  intent  of  the  Congress  in  1992  was  appropriate. 
There  were  too  many  schools  that  were  more  interested  in  student 
aid  dollars  than  in  students  and  that  were  not  serving  the  tax- 
payers. 

Mr.  Porter.  A  lot  of  those  are  gone,  though,  by  the  caps  or  the 
percentages  that  were  put  into  the  law  too. 

Mr.  Hartle.  That  is  true.  The  number  of  schools  in  the  student 
loan  program  has  fallen  from  8,300  in  1989  to  about  6,500  today. 
And  many  of  those  are  schools  that 

Mr.  Porter.  Many  of  them  were  the  offenders. 

Mr.  Hartle.  Yes,  sir. 

Mr.  Porter.  You  are  very  kind  to  be  so  patient  with  us.  Thank 
you  very  much  for  coming  to  testify  and  this  discussion  will  be  con- 
tinued I  am  sure  for  some  time.  Thank  you. 

That  completes  all  of  our  witnesses  and  all  of  our  public  witness 
hearings;  eight  days  and  approximately  140  witnesses.  And  the 
subcommittee  will  adjourn  until  February  16th  at  10:00  a.m. 
Thank  you. 


Thursday,  April  6,  1995. 

WITNESSES 

HON.  PATSY  T.  MINK,  A  REPRESENTATrVE  IN  CONGRESS  FROM  THE 
STATE  OF  HAWAII 

HON.  NEIL  ABERCROMBIE,  A  REPRESENTATP/E  IN  CONGRESS  FROM 
THE  STATE  OF  HAWAII 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

This  is  the  last  day  of  hearings  on  the  fiscal  year  1996  budget 
for  the  Departments  of  Labor,  Health  and  Human  Services  and 
Education  and  Related  Agencies.  We  will  hear  from  Members  of 
Congress  today. 

I  am  pleased  to  welcome  our  colleagues  from  Hawaii,  Patsy  Mink 
and  Neil  Abercrombie,  to  testify  on  Native  Hawaiian  programs. 
Please  proceed. 

Mrs.  Mink.  Thank  you  very  much,  Mr.  Chairman. 

Today  we  seek  to  bring  to  the  particular  attention  of  this  sub- 
committee the  important  programs  for  Native  Hawaiians  in  my 
State,  specifically  the  Native  Hawaiian  Education  Act,  the  Native 
Hawaiian  Health  Care  Act  and  the  Native  Hawaiian  Revolving 
Loan  Fund. 

Within  the  last  year,  programs  specifically  designed  for  Native 
Hawaiians  have  been  singled  out  and  attacked  as  unnecessary, 
Federal  pork  to  the  State  of  Hawaii,  as  it  has  been  described.  Infor- 
mation about  the  programs  have  been  misrepresented  and  mis- 
construed. That  is  why  we  felt  it  important  to  come  before  your 
subcommittee  to  explain  the  historical  context  in  which  these  pro- 
grams were  established  and  the  distinct  Federal  role  in  the  social 
and  economic  welfare  of  the  Native  Hawaiian  people. 

Native  Hawaiians  are  Native  Americans.  They  are  descendents 
of  people  who  inhabited  the  Hawaiian  islands  for  centuries  prior  to 
the  islands'  annexation  to  the  United  States.  Today,  most  people  in 
Hawaii  are  not  of  Native  Hawaiian  ancestry.  There  are  approxi- 
mately 200,000  Native  Hawaiians  living  in  Hawaii.  They  account 
for  about  18  percent  of  the  population. 

Prior  to  the  arrival  of  the  first  Europeans  in  1778,  the  Native 
Hawaiian  people  lived  in  a  highly  organized,  self-sufficient,  social 
system  based  on  communal  land  tenure  with  a  sophisticated  lan- 
guage, culture  and  religion.  From  1810  until  the  overthrow  of  its 
government,  Hawaii  was  ruled  by  a  series  of  eight  monarchs  begin- 
ning with  Kamehameha  the  First. 

From  1826  until  1893,  the  United  States  recognized  the  Kingdom 
of  Hawaii  as  an  independent  country  and  extended  full  and  com- 
plete diplomatic  recognition  to  the  Hawaiian  government.  The  U.S. 
entered  into  treaties  and  conventions  with  the  Hawaiian  monarchs 
to  govern  commerce  and  navigation  between  the  two  nations. 
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As  contact,  commerce  and  business  between  Hawaii  and  the 
Western  world  grew,  American  and  European-born  businessmen 
gained  more  and  more  interests  and  property  in  the  small  island 
country,  primarily  in  productive  agricultural  lands.  It  was  this 
small  but  powerful  group  of  businessmen  who  plotted  against  the 
sovereign  government  of  Hawaii  in  order  to  gain  annexation  with 
the  United  States  for  business  purposes.  With  the  assistance  of 
U.S.  Minister  John  L.  Stevens  and  the  U.S.  Navy's  military  power, 
this  group  led  the  overthrow  of  the  Hawaiian  monarchy  in  1893. 

The  Hawaiian  Queen,  Liliuokalani,  was  imprisoned  and  over  one 
million  acres  of  crown  and  government  lands  were  confiscated  with- 
out compensation  to  the  Native  Hawaiian  people  or  their  sovereign 
government.  Today,  the  Federal  Government  still  has  possession  of 
most  of  these  crown  lands.  Despite  the  fact  that  U.S.  investigations 
found  U.S.  participation  in  the  overthrow  illegal,  the  Queen  was 
never  restored  to  her  throne  and  Hawaii  eventually  was  annexed 
to  the  U.S.  in  1900  against  the  will  of  the  Native  Hawaiian  people 
and  against  the  will  of  their  sovereign  monarch. 

This  loss  of  sovereignty  was  the  greatest  of  all  indignities  the 
Native  American  people  were  forced  to  endure.  Disenfranchised 
from  their  land,  culture  and  ability  to  self-govern,  the  indigenous 
people  of  Hawaii  suffered  greatly  under  the  hand  of  Western  influ- 
ences. 

The  introduction  of  previous  unknown  diseases,  the  breakdown  of 
their  culture  and  suppression  of  traditional  healing  practices  left  a 
legacy  of  poor  health  and  nutrition  and  high  mortality  rates  that 
continue  today.  The  lack  of  property,  education  and  employment 
has  kept  the  Native  Hawaiian  people  among  the  most  impover- 
ished in  Hawaii. 

Making  the  determination  that  Native  Hawaiians  have  suffered 
a  fate  similar  to  Native  American  Indians,  the  Congress  has  con- 
sistently abided  by  the  principle  that  Native  Hawaiian  peoples  are 
entitled  to  Federal  assistance,  specifically  targeted  to  their  commu- 
nity in  order  to  promote  self-sufficiency,  education,  and  economic 
achievement. 

As  early  as  1921,  the  Congress  recognized  these  injustices 
against  the  indigenous  people  of  Hawaii,  and  Prince  Jonah 
Kalanianaole  Kuhio,  Hawaii's  delegate  to  Congress  at  the  time 
sponsored  the  Homes  Commission  Act  of  1921,  which  established 
a  trust  of  approximately  200,000  for  special  homesteading  purposes 
for  the  Native  Hawaiian  people. 

The  intent  was  to  return  at  least  part  of  the  lands.  But  because 
of  the  powerful  influences  of  the  agricultural  interests  in  Hawaii  at 
that  time,  the  lands  that  were  returned  were  the  most  remote,  the 
most  inaccessible,  the  most  arid,  the  most  unsuitable  for  human  in- 
habitation. 

Nevertheless,  it  was  through  this  act  that  the  United  States  as- 
sumed its  role  as  trustee,  in  my  opinion,  of  the  Hawaiian  homes 
lands  and  of  the  Native  Hawaiian  peoples.  The  act  has  not  been 
implemented  by  the  U.S.  Government.  Funds  have  not  been  appro- 
priated for  the  improvement  of  these  lands.  And  the  Native  Hawai- 
ian people  have  been  virtually  abandoned  by  the  U.S.  Government. 

In  1974,  in  my  previous  tenure  in  Congress,  I  authored  an 
amendment  to  the  Native  Americans  programs  to  include  Native 
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Hawaiians  in  the  definition  of  a  Native  American,  and  that  act  was 
approved  by  the  Congress,  and  signified  for  the  first  time  that  na- 
tive Hawaiians  were  included  in  the  definition  of  Native  Ameri- 
cans. 

But  subsequent  events  and  difficulties  in  working  out  the  ratios 
and  formulas,  it  became  evident  that  the  only  way  that  Native  Ha- 
waiians could  have  some  support  and  programs  that  were  defi- 
nitely established  for  them  was  to  single  them  out  and  appropriate 
special  funds  under  the  rubric  of  Native  Hawaiians.  And  that  is 
what  has  happened  over  the  last  decade  or  so. 

The  Native  Hawaii  and  Education  Act  was  established  in  1988, 
and  last  year  the  act  was  reauthorized  and  funded  at  $12  million. 
The  Native  Hawaiian  Health  Act  of  1988  was  established  in  the 
same  way,  and  Congress  has  provided  $4.2  million  for  this  pro- 
gram. 

Because  there  has  been  such  objection  and  controversy  over  these 
special  programs,  I  thought  it  important  to  give  the  subcommittee 
this  historic  background  and  justification  for  singling  out  these  spe- 
cial programs. 

It  is  based  upon  history.  It  is  based  upon  legal  assumptions  of 
responsibility.  It  is  based  upon  the  assumption  of  moral  respon- 
sibility and  moral  obligation  that  we  come  before  this  subcommit- 
tee and  urge  that  the  funds  set  aside  for  Native  Hawaiian  pro- 
grams be  continued. 

Thank  you  very  much. 

[The  prepared  statement  of  Congresswoman  Patsy  T.  Mink  fol- 
lows:] 
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STATEMENT  BY  U.S.  CONGRESSWOMAN  PATSY  T.  MINK 

APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR, 

HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION 

NATIVE  HAWAIIAN  PROGRAMS 

APRIL  5, 1995 


Mr.  Chair  and  Members  of  the  Subcommittee,  I  am  pleased  to  be  here  today  with  my 
colleague  Congressman  Neil  Abercrombie  to  testify  on  programs  of  importance  to  our 
constituents  in  Hawaii. 

The  programs  within  the  jurisdiction  of  this  subcommittee  are  among  the  most  important 
to  the  future  of  our  nation.  They  represent  our  investment  in  this  country's  most 
valuable  resource  -  our  people.  We  in  Hawaii  have  seen  the  benefits  of  so  many  of 
these  education,  employment  and  health  programs  -  Head  Start,  Impact  Aid, 
Community  Health  Centers,  job  training  and  the  list  goes  on. 

Today,  we  seek  to  bring  to  the  attention  of  the  Subcommittee  programs  which  provide 
services  to  the  Native  Hawaiian  people,  specifically  the  Native  Hawaiian  Education  Act, 
the  Native  Hawaiian  Health  Care  Act  and  the  Native  Hawaiian  Revolving  Loan  Fund. 

Within  the  last  year  programs  specifically  designed  for  Native  Hawaiians  have  been 
singled  out  and  attacked  as  unnecessary,  Federal  "pork"  to  the  State  of  Hawaii. 
Information  about  the  programs  has  been  misrepresented  and  misconstrued.  That  is 
why  I  feel  it  is  so  important  that  we  come  before  you  today  to  explain  the  historical 
context  in  which  these  programs  were  established  and  the  distinct  Federal  role  in  the 
social  and  economic  welfare  of  the  Native  Hawaiian  people. 

Native  Hawaiians  are  Native  Americans.  They  are  descendants  of  the  people  who 
inhabited  the  Hawaiian  Islands  for  centuries  prior  to  the  islands'  annexation  to  the 
United  States.  Today,  most  people  in  Hawaii  are  not  of  Native  Hawaiian  Ancestry. 
There  approximately  200,000  Native  Hawaiians  living  in  Hawaii.  They  account  for 
18.8%  of  the  population  of  our  state. 
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Prior  to  the  arrival  of  the  first  Europeans  in  1778,  the  Native  Hawaiian  people  lived  in  a 
highly  organized,  self-sufficient,  social  system  based  on  communal  land  tenure  with  a 
sophisticated  language,  culture,  and  religion.  From  1810  until  the  overthrow  of  its 
government,  Hawaii  was  ruled  by  a  series  of  eight  monarchs  beginning  with 
Kamehameha  the  First. 

From  1826  until  1893,  the  United  States  recognized  the  Kingdom  of  Hawaii  as  an 
independent  country  and  extended  full  and  complete  diplomatic  recognition  to  the 
Hawaiian  Government.  The  U.S.  entered  into  treaties  and  conventions  with  the 
Hawaiian  monarchs  to  govern  commerce  and  navigation  between  the  two  nations. 

As  contact,  commerce  and  business  between  Hawaii  and  the  western  world  grew 
American  and  European-bom  businessmen  gained  more  and  more  interests  and 
property  in  the  small  island  country,  primarily  in  productive  agricultural  lands.  It  was  this 
small,  but  powerful  group  of  businessmen  who  plotted  against  the  sovereign 
government  of  Hawaii  in  order  to  gain  annexation  with  the  United  States  for  business 
purposes.  With  the  assistance  of  U.S.  Minister  John  L.  Stevens  and  the  U.S.  Navy's 
military  power  this  group  led  the  overthrow  of  the  Hawaiian  Monarchy  in  1893. 

The  Hawaiian  Queen,  Liliuokalani,  was  imprisoned  and  over  1  million  acres  of  crown 
and  government  lands  were  confiscated  without  compensation  to  the  Native  Hawaiian 
people  or  their  sovereign  government.  Today  the  Federal  government  still  has 
possession  of  most  these  crown  lands.  Despite  the  fact  that  U.S.  investigations  found 
U.S.  participation  in  the  overthrow  illegal,  the  Queen  was  never  restored  to  her  throne 
and  Hawaii  eventually  was  annexed  to  the  U.S.  in  1900  against  the  will  of  the  Native 
Hawaiian  people  and  against  the  will  of  their  sovereign  monarch. 

This  loss  of  sovereignty  was  the  greatest  of  all  indignities  the  Native  Hawaiian  people 
were  forced  to  endure.  Disenfranchised  from  their  land,  culture  and  ability  to  self- 
govern,  the  indigenous  people  of  Hawaii  suffered  greatly  under  the  hand  of  Western 
influences. 

The  introduction  of  previous  unknown  diseases,  the  breakdown  of  their  culture  and 
suppression  of  traditional  healing  practices  left  a  legacy  of  poor  health  and  nutrition  and 
high  mortality  rates  that  continue  today.  The  lack  of  property,  education  and 
employment  has  kept  the  Native  Hawaiian  people  among  the  most  impoverished  in 


Making  the  determination  that  the  Native  Hawaiians  have  suffered  a  fate  similar  to  the 
Native  American  Indians,  the  Congress  has  consistently  abided  by  the  principle  that  the 
Native  Hawaiian  people  are  entitled  to  Federal  assistance  specifically  targeted  to  this 
community  in  order  to  promote  self-sufficiency,  educational  and  economic  achievement. 
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As  early  as  1921 ,  the  Congress  recognized  the  injustices  against  the  indigenous  people 
of  Hawaii  and  the  resulting  difficulties  and  suffering  of  the  Native  Hawaiian  community. 
Prince  Jonah  Kalanianaole  Kuhio,  Hawaii's  delegate  to  Congress  at  the  time  sponsored 
the  Hawaiian  Homes  Commission  Act  of  1921,  which  established  a  land  trust  of 
approximately  200,000  acres  for  homesteading  by  the  Native  Hawaiian  people.  The 
intent  of  this  Act  was  to  enable  the  Native  Hawaiian  people  to  return  to  their  lands  and 
to  provide  for  their  self-sufficiency,  initiative  and  preservation  of  their  native  culture. 

Unfortunately,  because  of  the  continued  powerful  influence  of  agricultural  interests  in 
Hawaii  the  Hawaiian  Home  Lands  consisted  largely  of  remote,  inaccessible,  and  arid 
land,  unsuitable  for  productive  development. 

Nevertheless,  It  is  through  this  Act  that  the  United  States  assumed  its  role  as  trustee  for 
the  Hawaiian  Home  Lands  and  for  the  Native  Hawaiian  people.  The  Hawaiian  Homes 
Commission  Act,  and  the  trust  responsibility  established  therein,  became  the  basis  for 
the  passage  of  subsequent  Congressional  measures  which  have  provided  funds  for 
programs  specifically  for  the  well-being,  health,  education,  protection,  preservation  and 
development  of  the  Native  Hawaiian  people,  their  customs  and  culture  under  the 
accepted  concepts  of  Native  American  programs. 

In  1974,  during  my  previous  tenure  in  the  Congress,  I  authored  an  amendment  to  the 
Native  American  Programs  Act  to  include  Native  Hawaiians  as  beneficiaries  of  the 
program  under  this  Act  which  was  designed  to  improve  the  economic  and  social 
condition  of  the  native  people  of  our  country.  This  action  signified  the  first  time  Native 
Hawaiians  were  equated  with  the  standing  of  Native  Americans  in  a  Federal  law. 

Subsequently  the  Congress  on  numerous  occasions  passed  Federal  laws  that  include 
Native  Hawaiians  in  programs  or  services  that  are  designed  to  service  Native 
Americans.  On  two  specific  occasions  the  determination  was  made  that  because  of 
historical  differences  between  the  Native  Hawaiians  and  Native  Americans  and  for  other 
reasons  that  separate  programs  for  Native  Hawaiians  were  established  in  the  areas  of 
health  and  education. 

The  Native  Hawaiian  Education  Act  was  established  in  1988  to  fulfill  a  critical  need 
within  the  Native  Hawaiian  community  that  was  not  being  met  by  existing  federal 
education  programs.  The  Act  was  reauthorized  last  year  and  funds  and  $12  million  was 
appropriated  for  the  five  programs  in  this  Act  -  Family-Based  Education  Centers, 
Special  Education,  Gifted  and  Talented,  Higher  Education,  Curriculum  Development 
and  Teacher  Training,  and  Community-Based  Learning  Centers. 
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The  Native  Hawaiian  Health  Act  of  1988  was  established  to  address  the  severe  health 
problems  within  the  Native  Hawaiian  Community.  Last  year  the  Congress  provided 
$4.2  million  for  Native  Hawaiian  Health  networks  on  each  island  that  conduct  outreach 
programs,  establish  guidelines  for  culturally  appropriate  care,  and  provide  health 
services,  including  traditional  methods  and  treatments. 

In  addition,  I  would  like  to  mention  the  Native  Hawaiian  Revolving  Loan  fund  which  is  a 
program  within  the  Administration  for  Native  Americans  that  provides  business  start-up 
loans  for  Native  Hawaiians.    This  program  which  has  been  in  operations  since  1990 
has  helped  Native  Hawaiian  achieve  self-sufficiency  and  improve  the  economic  status 
of  their  communities  through  small  business.    The  program  has  received  $1  million  per 
year  to  help  increase  the  loan  volume  and  we  hope  that  fund  can  once  again  be 
provided  for  this  purpose. 

Mr.  Chairman,  I  respectfully  request  that  this  committee  uphold  the  Federal 
Governments  responsibility  to  the  Native  Hawaiian  people  and  comply  with  the  70  plus 
years  of  legislative  precedent  on  this  matter  by  continuing  these  programs. 

I  submit  to  you  that  this  extensive  historical  and  legal  basis  for  these  programs  which  I 
have  laid  out  attests  to  the  fact  that  this  is  not  special  Federal  "pork"  for  the  State  of 
Hawaii,  but  essential  programs  designed  to  fulfill  the  Federal  government's  trust 
responsibility  to  the  Native  people  of  my  state.  Thank  you  for  this  opportunity  to  testify. 
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Mr.  Porter.  Thank  you,  Ms.  Mink. 

Mr.  Abercrombie. 

Mr.  Abercrombie.  Thank  you  very  much,  Mr.  Porter.  Aloha  and 
good  morning  to  you  and  to  Mr.  Stokes.  You  have  a  statement  from 
me  for  the  record.  I  don't  think  I  could  say  anything  else  in  terms 
of  the  historic  context  better  than  what  Patsy  has  done. 

If  you  allow  me  just  for  a  few  moments  to  put  a  human  face  on 
what  we  are  asking,  I  find  myself  feeling  a  little  more  at  ease,  Mr. 
Chairman,  frankly,  with  you  in  the  Chair,  because  I  know  of  your 
unflinching  commitment  to  the  rights  and  dignity  of  all  people.  I 
mean,  I  have  just  seen  that  from  the  day  I  got  here. 

Neither  Patsy  Mink  nor  Neil  Abercrombie  are  Native  Hawaiians. 
Neither  of  us  are  married  to  Native  Hawaiians.  We  have  no  inter- 
ests in  the  sense  of  the  land,  of  the  legacy  of  Native  Hawaiians,  in 
the  literal  sense. 

But  those  of  us  who  have  been  privileged  to  be  the  recipients  of 
the  Hawaiian  heritage  feel  with  the  same  kind  of  passion  that  any 
convert  does  to  a  religion,  that  is  to  say,  to  a  fundamental  belief 
about  your  place  in  the  world,  how  you  justify  your  existence  in  the 
world,  to  yourself  and  to  your  family,  to  those  you  care  about. 

We  feel  that  obligation  which  Patsy  has  characterized  as  a  moral 
obligation,  in  a  very,  very  advisoral  way.  I  suppose  people  could 
say,  "Well,  you  are  very  emotional  about  it,"  and  that  has  been  said 
by  some  of  our  colleagues,  that  we  make  an  emotional  appeal.  But 
it  is  emotional  only  to  the  degree  and  extent  that  one's  sincere  be- 
liefs and  values  engender  that  kind  of  response. 

We  do  not  come  here  before  you  asking  you  to  conjure  up  a  chari- 
table endeavor  or  an  impulse.  On  the  contrary,  in  the  context  of  the 
history  that  Patsy  has  outlined,  we  are  talking  about  a  fair  and  eq- 
uitable response  to  a  genuine  need  which  does  have  moral,  histori- 
cal and  legal  precedent. 

These  programs  in  many  respects,  I  am  sorry  to  say,  Mr.  Chair- 
man, are  in  lieu  of  what  we  should  have  done  as  a  Congress  over 
time  since  the  passage  of  the  original  acts  to  which  she  referred. 
Perhaps  one  of  the  difficulties  associated  with  even  the  term-limit 
argument  is  that  one  of  the  things  that  is  very  necessary  in  the 
Congress  is  to  have  a  historical  memory,  that  the  institution  itself 
possess  through  its  membership  in  the  committees  of  responsibility 
and  jurisdiction;  pay  close  attention  to  the  historical  memory;  that 
is  to  say,  what  have  previous  Congresses  done  and  what  is  ex- 
pected of  us  now. 

My  bottom  line  is  this,  Mr.  Chairman,  on  that.  These  programs 
that  have  evolved,  the  Health  Act,  the  Education  Act,  the  other — 
from  the  point  of  view  of  the  big  picture,  very  tiny  portions  of  the 
budget  that  we  are  seeking,  are  the  practical  consequences  politi- 
cally in  the  overall  context  to  what  the  Congress  has  done,  the 
practical  consequences  politically  of  trying  to  meet  that  legacy,  the 
necessity  of  doing  what  the  previous  Congress  has  passed,  of  meet- 
ing the  obligations  in  the  present  world  for  the  present  generation, 
to  see  to  it  that  they  have  a  future. 

That  is  what  this  is  about.  It  is  not  pork.  That  is  the  easiest 
thing  in  the  world  to  say  about  somebody  else  and  some  program 
for  which  one  doesn't  have  an  attachment. 
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It  is  easy  for  somebody  to  say,  "of  course  you  are  for  it,  you  are 
from  out  in  Hawaii."  But  all  that  means  is  that  we  have  a  particu- 
lar understanding  of  it,  and  we  are  sent  here  by  constituents  who 
encompass  the  entire  spectrum  of  racial  and  ethnic  and  cultural 
rainbow.  Again,  that  is  heard  about  Hawaii  all  the  time,  it  is  a 
rainbow  state,  but  it  is. 

We  sit  here  as  proof  of  it.  Some  of  our  strongest  supporters  are 
Hawaiian  people,  Native  Hawaiians  who  believe  that  we  under- 
stand their  situation  and  will  carry  to  this  committee  and  to  other 
Members  of  the  Congress  what  it  is  that  they  feel  will  give  them 
the  opportunity  to  advance  themselves  as  Native  Hawaiians. 

I  say  this  with  the  greatest  respect,  Mr.  Chairman,  and  in  all 
sincerity:  It  is  our  duty  as  a  Congress  to  respond  positively  here. 
This  is  not  some  special  pleading  that  we  are  making.  We  believe 
that  this  is  well  deserved  within  the  context  of  the  historical  legacy 
of  this  institution,  within  the  House  of  Representatives  and  the 
United  States  Senate,  and  what  was  passed  previously,  and  that 
these  programs  do  the  job  they  set  out  to  do. 

Native  Hawaiian  health,  Native  Hawaiian  education  has  ad- 
vanced, people  are  moving  forward,  progress  is  being  made,  meas- 
urable, sustainable  progress.  This  has  been  an  excellent  investment 
by  the  Congress  of  the  United  States  that  fulfills  the  moral,  histori- 
cal and  legal  legacy  which  is  manifested  in  this  request  before  your 
committee  today. 

And  I  thank  you  very  much  for  your  kind  attention. 

[The  prepared  statement  of  Congressman  Neil  Abercrombie  fol- 
lows:] 
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Statement  of  Congressman  Neil  Abercrombie 

Before  the  Appropriations  Subcommittee  on 

Labor,  HHS,  and  Education 

April  6,  1995 


Good  morning,  Mr.  Chairman  and  Members  of  the  Subcommittee.  Thank  you  for 
giving  me  and  my  colleague,  Representative  Patsy  Mink,  the  opportunity  to  discuss 
programs  essential  to  the  people  of  Hawaii. 

Native  Hawaiian  Programs 

Native  Hawaiians  are  Native  Americans.  They  occupied  what  now  constitutes  the 
State  of  Hawaii  for  centuries  prior  to  the  islands'  annexation  to  the  United  States. 
The  overthrow  of  the  Hawaii's  sovereign  government  in  1893  was  achieved  because 
of  the  illegal  actions  of  U.S.  Government  representatives. 

President  Grover  Cleveland,  in  a  message  delivered  to  Congress,  acknowledged  that, 
by  these  "acts  of  war,"  the  government  of  a  peaceful  and  friendly  people  was 
overthrown  and  that  "a  substantial  wrong  has  thus  been  done  which  a  due  regard  for 
our  national  character  as  well  as  the  rights  of  the  injured  people  requires  that  we 
should  endeavor  to  repair."   He  recommended  immediate  restoration  of  the 
monarchy,  but  the  Congress  failed  to  act,  and  President  Cleveland  lost  the  next 
election  to  William  McKinley,  who  favored  annexation.  In  1898,  the  Republic  of 
Hawaii  accepted  the  Joint  Resolution  of  Annexation,  and  Hawaii  became  a  U.S. 
territory.  The  Organic  Act  of  1900  officially  established  the  territorial  government. 

The  effects  of  Western  contact  on  the  Native  Hawaiian  population  were  devastating. 
In  1826,  the  Native  Hawaiian  population  was  estimated  to  be  142,650,  and  by  1919, 
the  number  had  dropped  to  22,600.   In  an  effort  to  save  a  "dying  race"  by  returning 
the  Hawaiian  people  to  their  land,  the  Congress  enacted  the  Hawaiian  Homes 
Commission  Act  of  1920,  which  set  aside  approximately  200,000  acres  of  former 
government  and  crown  lands  of  the  Kingdom  of  Hawaii  for  Hawaiian  homesteading. 

The  Admission  Act  of  1959  admitted  Hawaii  into  the  Union,  but  mandated  the 
following  with  respect  to  Native  Hawaiians:   that  a  portion  of  the  revenue  generated 
from  the  ceded  lands  trust  be  utilized  "for  the  betterment  of  the  conditions  of  Native 
Hawaiians,  as  defined  in  the  Hawaiian  Homes  Act  of  1920."  The  Congress 
maintained  oversight  authority  ~  thus  acknowledging  the  special  relationship 
between  the  federal  government  and  the  Native  Hawaiian  people. 

For  over  70  years,  Congress  has  continued  to  acknowledge  and  reaffirm  the  Federal 
Government's  legal  and  moral  obligation  to  Native  Hawaiians  by  providing 
assistance  for  the  improvement  of  their  social  and  economic  status. 
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In  1993,  President  Clinton  signed  legislation,  Public  Law  103-150,  introduced  by 
Senator  Daniel  Akaka  to  acknowledge  the  100th  anniversary  of  the  Kingdom  of 
Hawaii  and  to  offer  an  apology  to  the  Native  Hawaiians  on  behalf  of  the  United 
States. 

Today  there  are  few  full-blooded  Native  Hawaiians,  but  part-Hawaiians  account  for 
almost  one-fifth  of  the  State  population  --  about  200,000.  Of  the  State's  14,000  adults 
receiving  Aid  to  Families  with  Dependent  Children,  one  in  three  is  Hawaiian,  and  34 
percent  of  Hawaiians  live  in  poverty.   Native  Hawaiians  make  up  approximately  46 
percent  of  adults  and  66  percent  of  youths  in  correctional  facilities.  Moveover,  they 
represent  about  30  percent  of  the  State's  homeless  population.  The  health, 
educational,  social,  and  economic  statistics  of  Native  Hawaiians  are  indicative  of  a 
people  nearly  decimated  by  over  200  years  of  non-indigenous  contact,  but  who  are 
determined  to  survive,  and  to  preserve  and  transmit  to  future  generations  their 
traditional  language,  culture,  heritage  and  values. 

The  Native  Hawaiian  Education  Act  and  the  Native  Hawaiian  Health  Care  Act  are 
integral  parts  of  some  45  separate  pieces  of  federal  legislation  that  designed  to 
uphold  the  United  States'  trust  responsibility  to  the  indigenous  people  of  Hawaii. 

The  Native  Hawaiian  Health  Care  Act  authorizes  the  establishment  of  health 
promotion,  disease  prevention  and  primary  health  services;  yet,  it  does  not  provide  a 
full  range  of  health  services.  Thus,  there  exists  and  will  continue  to  be  a  need  for 
other  State,  Federal,  and  private  efforts  directed  at  improving  the  health  of  Native 
Hawaiians.  An  attempt  to  address  the  use  of  traditional  Native  Hawaiian  healers  has 
also  been  initiated  under  the  auspices  of  the  federal  legislation. 

Native  Hawaiians  are  perhaps  the  ethnic  group  with  the  highest  health  risk  in 
Hawaii.  This  risk  stems  from  1)  high  stress  in  both  their  lives  and  culture,  2)  their 
lifestyle  and  risk  behaviors,  and  3)  their  late  or  lack  of  access  to  health  care.  Thus,  it 
is  not  surprising  to  find  among  Native  Hawaiians  a  high  incidence  of  diseases  and 
ailments  (especially  heart  disease  and  diabetes),  early  disability,  and  premature  death. 

Although  health  status  and  specifically,  health  outcome  (reduced  illness  and  death), 
are  the  final  endpoints,  comparisons  of  access  to  health  care,  availability  of  health 
resources,  and  other  measures  (such  as  patients'  satisfaction  with  their  health  care) 
will  provide  indicators  of  progress  toward  the  ultimate  goal  of  improvement  in 
health  outcome  for  Native  Hawaiians.  In  fiscal  year  1996, 1  ask  that  you  maintain 
funding  for  this  worthwhile  program  at  its  current  level  of  $4,524  million. 

In  1983,  a  comprehensive  study,  the  Native  Hawaiian  Educational  Assessment  Project 
(NHEAP)  Project,  of  Native  Hawaiian  educational  needs  was  published  and 
submitted  to  Congress.  The  1983  NHEAP  Report  established  that  Native  Hawaiian 
students  were  well  behind  their  peers  on  most  educational  outcomes.  They  fell  well 
short  in  reading  and  math  based  on  standardized  test  measures  of  basic  skills.  They 
were  overrepresented  in  special  education  and  underrepresented  in  gifted  and 
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talented  programs.  There  were  indications,  starting  with  inadequate  prenatal  care, 
that  Native  Hawaiian  students  did  not  start  school  on  an  equal  footing  with  other 
children.  The  NHEAP  Report  and  follow-up  studies  were  used  as  the  basis  for  the 
Native  Hawaiian  Education  Act  (Public  Law  100-297). 

In  1993,  ten  years  after  the  initial  report,  a  follow-up  report  found  that  many  of  the 
same  educational  needs  still  exist  today  for  Native  Hawaiians.  Yet,  there  are  hopeful 
signs:  preschool  and  college  enrollment  has  risen,  there  are  increased  services  for 
Hawaiian  students  with  special  needs,  and  programs  aimed  at  preventing  drug  and 
alcohol  abuse  have  met  with  indications  of  success.  However,  none  of  the  programs 
have  been  in  existence  long  enough  to  evaluate  its  long-term  effectiveness. 
Nonetheless,  we  must  continue  to  seek  more  effective  educational  strategies. 

In  1994,  the  Congress  reaffirmed  its  commitment  to  Native  Hawaiians  through  the 
reauthorization  of  the  Native  Hawaiian  Education  Act.  Its  purpose  was  to  authorize 
and  develop  supplemental  education  programs  to  assist  Native  Hawaiians  in 
reaching  National  Education  Goals.  Mr.  Chairman,  since  the  convening  of  the  104th 
Congress  I  have  received  many  letters  from  parents  and  children  giving  heartfelt 
testimony  in  support  of  the  Native  Hawaiian  Education  Act.  They  all  express  their 
concerns  regarding  any  attempt  by  Congress  to  cut  funding  for  the  program.  Native 
Hawaiians  must  the  ability  to  educate  Native  Hawaiian  children  in  their  native 
language,  culture,  and  lifestyle.   In  Fiscal  Year  1996, 1  ask  that  you  maintain  funding 
for  the  Native  Hawaiian  Education  Act  at  $12  million. 

Mr.  Chairman,  as  far  as  the  needs  go,  there  is  a  clear  reason  to  continue  federally 
funded  programs  for  Native  Hawaiians.   Any  attempt  to  alter  the  federal 
governments  responsibility  for  these  programs  will  have  serious  and  detrimental 
consequences  for  the  most  vulnerable  Native  Hawaiians  -  the  elderly  and  the 
children  —  and  violate  the  integrity  of  the  United  States  Government. 

Impact  Aid 

The  impact  aid  program  provides  funding  to  assist  local  educational  agencies 
impacted  by  the  presence  of  the  federal  government  which  in  essence  is  a  partial 
reimbursement  for  services  rendered.  A  large  amount  of  this  money  is  utilized  to 
provide  for  the  education  of  children  whose  parents  serve  in  the  armed  forces  as  is 
the  focus  in  my  district.  In  most  states,  property  taxes  finance  public  education.  In 
Hawaii,  however,  public  schools  are  the  responsibility  of  the  State  Government  and 
are  financed  by  the  State's  general  fund.   A  majority  of  military  members  and 
dependents  stationed  in  Hawaii  claim  residency  in  other  states,  thus  are  exempt  from 
paying  Hawaii's  state  and  local  income  tax.  Yet,  the  State  must  pay  for  the  unfunded 
portion  of  the  costs  associated  with  educating  these  students. 

The  1981  Impact  Aid  Commission  Report  concluded  that  the  federal  government  has 
an  obligation  to  mitigate  the  adverse  effects  of  the  federal  activities  on  the  local 
educational  agencies.  The  report  also  recommended  funding  the  program  at  full 
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authorization  level,  a  recommendation  that  was  never  implemented.  This  is  one 
program  that  should  be  increased  to  full  funding  levels. 

The  importance  of  educational  opportunities  for  all  children  must  be  underscored. 
This  program  affects  all  of  our  children,  not  just  the  federally-connected.  We  need  to 
make  the  investments  in  the  children  so  that  we  can  reap  the  benefits  of  a  well 
educated  society  in  the  future. 

Moreover,  the  reduction  of  educational  funding  will  have  an  especially  devastating 
effect  on  communities  which  are  host  to  military  installations  and  may  force  many 
local  agencies  to  cut  basic  services  or  increase  local  taxes.  The  men  and  women  of 
our  armed  services  rely  on  this  funding  to  help  secure  their  "good  neighbor"  status 
within  the  local  communities.  Loss  of  that  status  may  significantly  affect  the  morale 
and  readiness  of  service  members  stationed  at  that  location.  For  example,  my  district 
is  host  to  four  major  military  installations  including  Pearl  Harbor,  and  the  command 
headquarters  for  all  military  forces  in  the  Pacific.  The  implications  to  the  our 
national  security  are  great  and  must  be  considered. 

The  State  of  Hawaii  receives  about  $20  million  annually  from  the  Impact  Aid 
program.  This  averages  out  to  about  $555  for  each  of  the  36,000  federally-connected 
students.  If  the  proposed  cuts  to  the  program  are  instituted  as  recommended  by  the 
Administration,  Hawaii's  share  would  be  reduced  to  about  $16  million.  The  $555 
represents  8  percent  of  the  total  of  approximately  $7,400  of  annual  costs  to  educate 
each  student.  In  addition,  the  Central  Oahu  district's  15,643  federally-connected 
students  make  up  47  percent  of  the  district's  total  student  population.  Two  out  of 
every  five  students  in  the  Central  Oahu  School  District  are  military  dependents. 
Eight  of  our  public  schools  are  located  on  military  bases  on  Oahu.  Our  burden  is 
great. 

Mr.  Chairman,  the  State  of  Hawaii  is  currently  facing  a  budget  deficit  of  $300  million. 
Any  significant  cut  in  impact  aid  would  have  a  disastrous  effect  on  the  public  school 
system  in  Hawaii  and  schools  across  the  nation. 

Tob  Corps 

As  you  know,  Job  Corps  returns  $1.46  for  every  dollar  invested  in  the  program.  If 
the  federal  government  invests  the  recommended  $1,228  billion  in  Job  Corps,  the  U.S. 
economy  will  receive  nearly  $2  billion  in  return.  In  addition,  Job  Corps  is  an 
excellent  deficit  reduction  tool  that  helps  disadvantaged  young  men  and  women  take 
personal  responsibility  for  their  lives.  According  to  the  latest  figures  from  the 
Department  of  Labor,  77  percent  of  students  leave  the  program  to  become  taxpayers 
in  the  workforce,  or  go  on  to  higher  education. 

In  Hawaii,  we  need  the  Job  Corps  50-50  Plan  to  serve  at-risk  youths.  Approximately 
13,699  of  our  young  people  are  living  in  poverty.  Yet,  Job  Corps  serves  only  4.1 
percent  (563  individuals)  of  the  eligible  population  in  Hawaii. 
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Low  Income  Home  Energy  Assistance  Program  (LEHEAP) 

Some  believe  that  LIHEAP  is  just  a  Snow  Belt  program.  Nothing  could  be  further 
from  the  truth.  Although  Hawaii  is  located  in  an  area  with  a  warmer  climate  than 
the  rest  of  the  United  States,  the  cost  of  generating  energy  resources  is  among  the 
highest  in  the  nation.   In  Hawaii,  we  import  all  our  oil.  This  makes  the  local 
economy  highly  susceptible  to  variations  in  the  global  oil  market. 

LIHEAP  helps  families  with  children  and  the  elderly  avoid  loss  of  utilities  and  the 
health  and  housing  consequences  that  follow,  which,  all  too  often,  includes  eviction. 
The  majority  of  the  recipients  are  families  with  incomes  under  $6,000/ year.  Without 
assistance  to  pay  for  utility  bills,  many  of  these  households  would  be  unable  to  pay 
for  the  higher  costs  and  face  the  prospects  of  a  utility  shutoff.  The  elderly,  disabled 
and  low  income  households  on  fixed  incomes  have  the  least  amount  of  discretionary 
funds  to  come  with  such  changes.   Mr.  Chairman,  I  support  full  funding  for  LIHEAP. 

Mr.  Chairman  and  Members  of  the  Committee,  I  know  your  subcommittee  has  many 
demands  and  you  are  faced  with  the  choice  of  deciding  which  programs  should 
receive  funding.  I  do  not  envy  your  task.   Nevertheless,  I  ask  for  your  support  for 
these  programs  given  their  proven  effectiveness.  Thank  you  for  your  time. 
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Mr.  Porter.  It  is  very,  very  helpful  to  hear  the  history  and  to 
gain  a  little  bit  of  understanding  about  the  reason  for  the  programs 
that  you  have  provided  us. 

Patsy,  can  you  give  me  the  time  frame  of  each  of  the  programs? 
You  mentioned  generally  you  were  sponsor  of  several  of  them,  but 
can  you 

Mrs.  Mink.  1988  was  the  origin  of  the  education  and  the  health 
programs,  if  that  was  the  question. 

Mr.  Porter.  Those  are  the  two  we  are  talking  about? 

Mrs.  MlNK.  The  revolving  fund  also,  which  is  part  of  the  Native 
Americans  Act,  which  enables  small  businesses  that  have  difficulty 
in  private  sector  funding,  can  go  to  this  revolving  fund,  justify  their 
enterprises  and  borrow  out  of  it.  It  is  administered  by  the  Office 
of  Hawaiian  Affairs. 

I  think  those  are  the  four  programs  that  are  especially  identified 
under  the  jurisdiction  of  the  subcommittee.  There  are  other  pro- 
grams where  there  are  set-asides,  but  they  are  not  specifically  de- 
scribed as  program  entities,  as  these  three  programs  are. 

Mr.  Porter.  Can  you  also  tell  us,  are  Native  Hawaiians  in  status 
under  the  law  identical  to  Native  Americans? 

Mrs.  Mink.  Yes,  they  are.  Native  Americans  are  the  original  peo- 
ples who  inhabited  this  land  before  the  constitution  of  our  govern- 
ment. We  refer  to  these  individuals  as  Native  Americans.  They 
have  been  incorporated  in  all  of  the  various  bills  that  the  Congress 
has  passed.  Over  time  they  included  the  Alaskans,  the  Aleutians, 
as  part  of  the  Native  American  population. 

When  I  was  here  previously,  I  did  the  same,  to  include  Native 
Hawaiians  in  the  definition.  But  as  in  all  programs  where  you  have 
a  fixed  amount  of  money  to  be  allocated  to  the  Native  Americans, 
they  found  it  difficult  to  get  that  specific  amount  of  money.  So  we 
did  not  want  to  impose  on  the  allocated  amounts  of  money  they 
were  depending  on  in  the  appropriation. 

So  at  that  point,  the  delegation — I  was  not  here  at  that  time — 
decided  that  the  only  way  we  were  going  to  participate  in  alloca- 
tions for  our  Native  Americans,  just  as  entitled  as  any  other  Native 
American  in  this  country  because  these  are  the  inhabitants  of  the 
islands  who  were  there  before  annexation  in  1890,  was  to  specify 
in  the  appropriations  in  your  subcommittee  to  these  programs  spe- 
cially designated  for  Native  Hawaiians. 

But  the  principle  is  exactly  the  same  as  the  Native  American 
concept. 

Mr.  Porter.  Am  I  correct,  though,  there  are  not  reservations 
for 

Mrs.  Mink.  Well,  you  don't  call  them  reservations  in  that  con- 
text, but  in  my  humble  opinion,  that  is  exactly  what  the  Congress 
established  in  1920,  when  they  allocated  the  200,000  acres  sepa- 
rately as  Native  Hawaiian  homesteads. 

Mr.  Porter.  But  there  isn't  a 

Mr.  Abercrombie.  It  is  for  practical  purposes 

Mr.  Porter.  There  isn't  a  tribal  organization,  and  Native  Hawai- 
ians fully  participate  as  others  do  as  citizens  in  voting  and 

Mrs.  Mink.  That  is  correct.  But  they  also  have  their  own  voting 
booth  where  as  a  Native  Hawaiian  you  register  as  a  Native  Hawai- 
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ian,  you  have  a  separate  ballot,  and  you  elect  your  own  officers 
under  this  Office  of  Hawaiian  Affairs.  We  recognize  them. 

Mr.  Abercrombie.  It  is  in  the  Constitution. 

Mr.  Porter.  It  is  similar  to  Native  American  Indians. 

Mr.  Abercrombie.  Yes.  It  is  a  very  important  point.  I  am  pleased 
you  pointed  it  out.  Sometimes  you  know  something  and  you  assume 
other  people  do  too  because  it  is  so  obvious  to  you  because  you  have 
been  dealing  with  it  so  long. 

What  the  State  of  Hawaii  did  in  recognition  of  the  history  that 
Patsy  discussed  is  that  we  established — I  think  it  is  almost  the 
first  time,  maybe  the  only  time  in  the  history  of  the  country — all 
the  voters  in  Hawaii  established  a  constitutional  amendment  which 
disenfranchised  everybody  who  was  not  a  Native  Hawaiian  from 
being  able  to  vote  in  the  Native  Hawaiian  elections  to  elect  their 
own  trustees  and  establish  the  Office  of  Hawaiian  Affairs  that  has 
total  and  complete  control  of  all  the  monies  that  come  in — every- 
thing. 

Patsy  and  I  can't  vote  in  that  election.  That  was  freely  given  by 
the  people  of  the  State  on  the  basis  that  we  recognized  that  the 
homelands,  the  reservations,  were  not  being  funded  properly,  and 
that  they  were  entitled  to  a  percentage  of  revenues  from  the  State 
and  private  entities,  any  revenues  that  came  in,  they  could  then 
help  to  fund  those  things. 

Mr.  Porter.  I  wish  we  had  a  great  deal  more  time.  I  think  we 
are  going  to  have  to  continue  this  on  the  Floor  of  the  House. 

Mrs.  Mink.  We  want  to  invite  you,  Mr.  Chairman,  to  come  to  Ha- 
waii and  meet 

Mr.  Abercrombie.  It  is  a  sacrifice. 

Ms.  Pelosi.  And  the  rest  of  the  committee. 

Mr.  Porter.  Proposing  a  field  trip,  are  you?  I  am  going  to  ask 
today,  because  actually  we  are  15  minutes  behind  already,  but  I 
am  going  to  ask  Members  of  the  subcommittee  today  that  if  they 
wish  to  ask  a  question  or  make  a  statement,  to  address  the  Chair 
and  we  will  then  call  on  you. 

Mr.  Stokes.  Mr.  Chairman. 

Mr.  Porter.  Mr.  Stokes. 

Mr.  Stokes.  I  don't  have  any  specific  question,  but  I  certainly  do 
want  to  commend  both  of  our  colleagues  for  the  very  enlightening 
discussion  and  presentation  they  have  made  here  this  morning. 

For  this  Member,  the  historical  information  you  provided  has  cer- 
tainly been  both  educational  and  enlightening.  I  appreciate  very 
much  the  time  you  have  taken  to  come  here  and  make  the  presen- 
tation that  you  have. 

Thank  you. 

Mr.  Porter.  Thank  you,  Mr.  Stokes. 

We  also  appreciate  it.  Thank  you  very,  very  much. 

Mr.  Abercrombie.  Thank  you  very  much,  Mr.  Chairman. 
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Thursday,  April  6,  1995. 

WITNESS 

HON.  CLEO  FIELDS,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  LOUISIANA 


Mr.  Porter.  Our  next  witness  is  Congressman  Cleo  Fields  of 
Louisiana  to  address  the  subcommittee  on  the  TRIO  program. 

We  welcome  you  this  morning. 

Mr.  Fields.  Thank  you,  Mr.  Chairman.  Let  me  thank  you  for  the 
opportunity  to  speak  before  the  subcommittee  this  morning,  Mr. 
Chairman  and  Members  of  the  committee. 

I  come  before  this  committee  today  not  only  as  an  advocate  of  the 
TRIO  program  but  also  as  a  product  of  the  TRIO  program.  I  have 
already  entered  my  testimony,  but  I  just  wanted  to  preface  my  re- 
marks by  simply  saying  that  this  is  a  program  that  certainly  helps 
young  people — and  particularly  those  parents  who  are  single  par- 
ents all  across  America — give  their  kids  some  opportunity  and 
some  incentive  to  go  to  school,  finish  high  school  and  then  go  to  col- 
lege. 

I  remember  when  I  had  the  opportunity  to  participate  in  one  of 
the  TRIO  programs,  which  was  the  Upward  Bound  program,  as  a 
high  school  student  who  came  from  a  family  of  10.  My  father  died 
when  I  was  four  years  old  so  I  came  from  a  single-parent  home, 
as  many  Americans  did  across  this  country,  and  I  had  no  idea  I 
would  end  up  on  a  college  campus  until  I  had  an  opportunity  to  get 
involved  with  the  TRIO  program.  It  was  through  that  program 
where  I  had  the  opportunity  on  weekends,  on  Saturdays,  to  go  to 
a  university. 

The  first  time  I  had  an  opportunity  to  be  on  any  college  setting 
was  the  TRIO  program.  I  had  an  opportunity  to  interact  with  col- 
lege professors,  had  an  opportunity  to  have  college  professors  and 
individuals  on  a  college  campus  to  encourage  me  to  go  to  college, 
and  they  provided  opportunities. 

So  it  was  my  junior  year  in  high  school  when  I  started  focusing 
on  college,  and  it  was  because  of  the  TRIO  program,  the  Upward 
Bound  program.  So  when  I  graduated  from  high  school  I  already 
had  that  college  relationship.  That  door  was  open,  and  professors 
on  the  college  campus  took  me  in  and  I  had  an  opportunity  not  only 
to  finish  college,  but  I  had  an  opportunity  to  go  to  law  school  and 
then  finish  law  school  and,  lo  and  behold,  end  up  as  a  Member  of 
Congress. 

So  if  I  could  be  an  advocate,  be  an  indication  of  what  the  TRIO 
program  could  do  for  young  people  who  come  from  disadvantaged 
communities,  who  come  from  households  with  single  parents,  then 
I  come  today,  Mr.  Chairman,  to  let  you  know  that  the  TRIO  pro- 
gram works. 

This  $11.2  million  cut  would  be  somewhat  devastating.  In  Louisi- 
ana, under  this  rescission  package  it  is  an  $11.2  million  cut.  In 
Louisiana,  the  total  funding  is  right  in  the  neighborhood  of  $11 
million. 
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Why  did  we  increase  it  by  25  percent?  Simply  because  5  percent 
of  the  students,  only  5  percent  of  the  eligible  students  actually  par- 
ticipate because  of  the  amount  of  funding  we  have  for  the  TRIO 
program. 

So  there  are  so  many  students  out  there  that  can  benefit  from 
this  program,  and  the  only  reason  they  don't  benefit  from  it  is  be- 
cause the  programs  don't  have  the  necessary  funding  to  reach  the 
number  of  students  that  qualify. 

Only  about  700,000  students  participate  in  the  program  today. 
There  are  a  lot  of  students  out  there  who  could  participate,  but 
don't  have  the  opportunity  because  we  don't  have  the  resources. 

Lastly,  Mr.  Chairman  and  Members,  I  also  take  a  moment  of 
personal  privilege  to  be  a  strong  advocate  of  the  TRIO  program,  be- 
cause my  State  is  somewhat  unique  in  that  40  percent  of  the  high 
school  students  drop  out.  They  do  not  finish  high  school. 

So  we  have  a  unique  situation  in  the  State  of  Louisiana.  Forty 
percent  of  our  students  drop  out  before  they  finish  high  school.  So 
we  need  programs  like  the  TRIO  program  to  encourage  students  to 
stay  in  school  and  then  give  them  some  hope  for  the  future  in  high- 
er education  on  some  college  campus. 

The  ACT  score  in  Louisiana  is  about  17.1,  which  is  the  lowest  in 
the  Nation.  So  without  programs  like  the  TRIO  program,  we  would 
be  in  very,  very  bad  shape. 

I  will  stop,  Mr.  Chairman  and  Members,  and  take  any  questions 
that  Members  of  the  committee  may  have. 

[The  prepared  statement  of  Congressman  Cleo  Fields  follows:] 
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Testimony  of  Congressman  Cleo  Fields 
Regarding  the  Federal  TRIO  Programs 

Mr.  Chairman,  Members  of  the  Subcommittee,  I  appreciate  the  opportunity  to  testify  today 
regarding  the  Federal  TRIO  Programs  and  the  doors  my  participation  in  one  TRIO  program  - 
-  Upward  Bound  -  opened  for  me.    I  also  want  to  take  this  opportunity  to  thank 
Congressman  Stokes  who  has  long  understood  the  importance  of  TRIO  programs  to  children 
from  low  and  moderate  families  in  both  minority  and  majority  communities.    I  applaud  and 
commend  his  continued  efforts,  for  he  has  championed  TRIO  programs  and  TRIO  students 
for  many  years. 

I  come  here  today  to  recommend  the  $11.2  million  rescission  be  restored  to  the  TRIO 
programs.    This  funding  cut  accounts  for  25%  of  TRIO's  increase  for  FY  1995. 
Consequently,  40  fewer  Upward  Bound  programs  will  be  funded  and  3000  fewer  students 
served.    Less  than  5%  of  eligible  youth  and  adults  are  served  as  funding  now  exist. 

Upward  Bound  provides  intensive  academic  instruction  to  high  school  students  and  veterans 
to  generate  the  skills  and  motivation  needed  to  pursue  and  complete  higher  education. 
Benefactors  of  Upward  Bound  are  low  income,  first  generation  college  students.    When  the 
Goals  2000  legislation  was  established,  it  committed  our  country  to  establish  higher  academic 
standards  for  our  children.    It  recognizes  what  most  of  us  have  always  known,  that  children 
can  learn.    What  it  also  acknowledges  is  that  children  have  different  opportunities  to  learn, 
based  on  the  quality  of  their  schools  and  their  families'  income  and  parents'  education. 
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Young  Americans  from  families  earning  under  $22,000  a  year  have  less  than  a  4%  chance  of 
earning  a  bacculaureate  degree  by  age  24.    The  average  median  family  income  of  $38,268 
leaves  a  student  with  less  than  a  15%  chance  of  obtaining  a  post-secondary  degree. 
Furthermore,  an  annual  family  income  of  $62,000  presents  less  than  a  25%  chance.    Your 
restoration  of  funding  to  TRIO  will  provide  concrete  evidence  of  our  national  commitment  to 
providing  every  child  an  opportunity  to  reach  their  full  potential.    Budget  constraints  at  most 
colleges  and  universities  have  already  eliminated  most  of  the  transition  programs  that  would 
specifically  target  or  serve  potential  students  from  low  income  families. 

I  entered  Upward  Bound  as  a  student  at  Mckinley  High  School  in  Baton  Rouge.    I  was  the 
seventh  of  ten  children  and  my  father  had  died  several  years  earlier.    The  staff  and  teachers 
at  Southern  University's  Upward  Bound  --  Lois  St.  Amant,  Earl  Lee,  Willie  Shorter,  John 
Tucker,  Dorothy  Steptoe  ~  took  strong  interest  in  me  and  convinced  me  that  there  was  merit 
in  investing  the  time  and  energy  to  become  a  better  student.    Upward  Bound  was  also  one  of 
my  first  opportunities  to  serve  in  an  elected  position. 

The  obstacles  which  children  and  young  people  in  my  district  face  to  educational 
achievement  are  considerable.    Most  come  from  families  where  neither  their  parents  nor  their 
brothers  or  sisters  understand  that  opportunities  which  education  can  open  up.   Many  face 
extreme  pressure  from  their  peers  to  engage  in  delinquent  behavior.    Many  times  they  have 
less  time  than  their  more  privileged  peers  to  devote  to  school  because  they  are  required  to 
work  in  jobs  to  supplement  their  families'  incomes  or  to  care  for  their  siblings.    Few  have 
concerned  adults  outside  of  school  who  can  assist  them  when  they  encounter  difficulty  in 
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A  single-parent  raising  several  children,  an  older  child  helping  to  raise  younger  siblings,  a 
physically  disabled  person  with  few  financial  resources,  and  a  struggling  high  school  student 
trying  to  escape  a  life  of  poverty  describes  the  young  people  who  turn  to  TRIO  programs  for 
help  and  special  assistance.    Many  middle  class  families  take  for  granted  the  necessity  of 
provided  supplemental  educational  supports  for  their  children:    computers  in  the  home; 
special  classes  and  trips;  tutoring  should  the  child  encounter  difficulty;  intervention  with 
teachers,  counselors  and  principals.    Parents  with  limited  education  and  financial  resources  — 
regardless  of  their  love  or  responsibility  -  are  often  unable  to  provide  such  information, 
guidance  and  support. 

In  the  State  of  Louisiana  ~  44  institutions  of  higher  learning  provide  TRIO  services.    16,440 
students  participate  and  this  year  alone,  in  Louisiana,  slightly  over  $11.2  million  in  funding 
was  needed.    The  rescission  amount  could  wipe  out  Louisiana's  entire  funding.    Moreover, 
despite  growing  understanding  regarding  the  importance  of  investing  in  education,  many 
states  and  localities,  like  Louisiana,  are  still  not  doing  what  they  should  to  help  our  least 
advantaged  children.    Last  year  Louisiana's  high  school  drop  out  rate  was  almost  40%;  our 
average  on  the  ACT  was  17.1,  the  lowest  of  any  state  in  the  country;  our  per  pupil 
expenditure  of  $3,300  is  among  the  five  lowest  in  the  country. 

By  reinvesting  in  programs  like  Upward  Bound  the  federal  government  provides  all  of  our 
children  avenues  to  reach  the  high  standards  that  we  set  for  them.    You  may  be  aware  that 
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nearly  1780  TRIO  projects  at  over  1000  higher  education  institutions  and  100  communities 
serve  700,000  students.    Two-thirds  of  these  children,  youth  and  adults,  are  from  families 
whose  income  is  less  than  150%  of  the  poverty  level  where  neither  parent  graduated  from 
college.   42%  of  TRIO  students  are  white,  35%  are  black,  15%  are  hispanic,  4%  are 
American  Indian  and  4%  are  Asian.   TRIO  programs  enroll  students  from  sixth  grade 
through  college  graduation  in  every  section  of  the  country,  in  both  rural  and  urban  areas. 

If  we  are  to  create  a  real  opportunity  society,  address  invisible  barriers  -  cultural,  academic, 
class,  and  social,  we  have  to  prevent  the  waste  of  human  capital.   Assurance  of  opportunity 
to  attend  college  is  seen  as  crucial  to  the  national  defense,  economic  growth,  and  the 
effective  functioning  of  our  domestic  institutions.    TRIO  programs  provide  information 
resources,  academic  preparation,  peer  and  faculty  support.    More  importantly,  they  help 
people  break  the  vicious  cycle  of  poverty  which  can  only  be  accomplished  if  they  are 
equipped  with  a  quality  education. 

I  also  want  to  let  you  know  some  of  the  steps  TRIO  staff  members  have  taken  to  improve  the 
programs.   In  the  1992  Reauthorization  of  the  Higher  Education  Act,  for  example,  the  TRIO 
community  recommended  (and  Congress  concurred)  that  all  Upward  Bound  projects  offer 
students  math  through  pre-calculus,  laboratory  science,  foreign  language,  literature  and 
composition.    Upward  Bound  is  offering  high  quality,  rigorous  curricula  because  TRIO  staffs 
want  TRIO  students  to  meet  the  highest  standards  we  set  for  them. 

At  the  same  time,  the  TRIO  community  also  recommended  that  the  Department  of  Education 
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conduct  long-term  evaluations  of  the  programs  so  that  strengths  can  be  built  upon  and  any 
weakness  corrected.  Already,  according  to  that  study  available  of  Upward  Bound  which  was 
completed  for  the  then  Office  of  Education  in  1979  by  Research  Triangle  Institute,  its  impact 
is  substantial.    According  to  that  study.  Upward  Bound  participants  are  four  times  as  likely 
to  earn  a  college  degree  as  their  peers  who  did  not  have  benefit  of  the  program. 
Furthermore,  TRIO  programs  support  each  other.    For  instance,  Student  Support  Services 
have  proven  very  effective  in  helping  students  maintain  high  grade  point  averages  and 
reducing  percentages  of  failed  courses  among  its  participants.    Common  sense  tells  us  that 
the  federal  investment  in  our  children  cannot  stop  when  they  enter  school  -  that  we  must 
continue  that  investment  until  they  reach  productive  adulthood. 

We  have  to  help  Americans  who  are  trying  to  help  themselves.    Our  primary  objective 
should  be  to  keep  Americans  self-sufficient.    The  most  viable  solution  in  maintaining  that 
self-sufficiency  is  through  an  education.    The  best  means  to  that  end  is  to  restore  and 
continue  support  for  programs  like  TRIO. 

I  appreciate  and  thank  you  for  your  consideration. 
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Mr.  Porter.  We  thank  you  very  much  for  your  testimony. 

I  have  to  say  that  on  this  subcommittee,  you  have  a  tremendous 
ally  and  advocate  in  Lou  Stokes,  who  has  been  a  strong  supporter 
of  the  program  all  the  time  I  have  been  on  the  subcommittee. 

In  this  budgetary  environment,  I  have  to  say  perhaps  what  we 
need  is  some  guidance  to  look  at  programs  that  don't  work  as  well 
as  the  TRIO  program  and  move  funds  from  those  into  where  it  will 
do  more  good.  The  budget  is,  as  everyone  knows,  very,  very  tight, 
and  will  be  tighter  still  for  the  1996  cycle,  and  perhaps  that  is 
what  we  need  to  look  at,  to  see  where  we  can  move  funds  to  better 
utilize  them  and  help  people. 

Mr.  Stokes. 

Mr.  Stokes.  Thank  you,  Mr.  Chairman. 

In  the  interest  of  time,  I  won't  pose  any  specific  questions,  but 
I  do  want  to  make  a  statement.  I  appreciate  very  much  having  a 
colleague  of  the  stature  of  Mr.  Fields  come  in  and  talk  to  us  this 
morning  about  this  program  and  about  the  fact  that  he  is  a  product 
of  a  program. 

You  may  recall,  Mr.  Chairman,  the  night  we  marked  up  this  bill, 
this  subcommittee  actually  cut  $22  million  from  that  program,  and 
I  sponsored  an  amendment  to  try  and  put  half  of  it  back.  During 
the  course  of  the  rationale  I  espoused  that  evening  the  fact  that 
there  are  so  many  disadvantaged  youth  who  just  need  an  oppor- 
tunity, such  as  this  program  affords. 

As  we  sit  here  today  and  see  what  this  program  does  for  someone 
taking  the  time  and  having  the  foresight  to  invest  in  this  program 
to  date,  a  young  Cleo  Fields  sits  in  the  United  States  Congress. 
And  I  just  have  to  wonder,  Mr.  Chairman,  how  many  other  Cleo 
Fields  there  are  out  there  who  as  a  result  of  this  type  of  a  cut  in 
our  program  this  year  will  not  have  the  opportunity  to  some  day 
sit  in  the  United  States  Congress? 

I  have  seen  a  young  lady  a  few  years  ago  from  West  Virginia  who 
went  on  to  become  a  Rhodes  scholar  and  to  bring  great  honor  to 
this  country  as  a  result  of  the  TRIO  program. 

So  I  just  want  to  thank  you,  Mr.  Fields.  Your  presence  speaks 
more  eloquently  than  anything  else  I  know  as  to  what  this  type  of 
an  investment  can  do  for  the  youth  of  our  country. 

Mr.  Porter.  Thank  you,  Mr.  Fields. 

Mr.  Fields.  I  want  to  thank  you,  Mr.  Chairman  and  Members. 

Thursday,  April  6,  1995. 

WITNESSES 
HON.  DALE  E.  KILDEE,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  MICHIGAN 
HON.    WALTER   R.   TUCKER   III,   A   REPRESENTATIVE    IN    CONGRESS 

FROM  THE  STATE  OF  CALIFORNIA 
HON.  SAM  FARR,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE  STATE 

OF  CALIFORNIA 
HON.  WILLIAM  J.  COYNE,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  PENNSYLVANIA 

Mr.  Porter.  The  next  four  congressional  witnesses  are  all  here 
to  talk  about  the  Job  Corps  program,  and  I  believe  two  of  the  four 
are  here. 
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Mr.  Tucker  and  Mr.  Kildee,  why  don't  you  both  come  up  at  the 
same  time,  and  then  if  the  others  come  in  we  will  add  them  and 
have  a  panel  on  Job  Corps. 

We  welcome  both  of  you  this  morning.  We  will  begin  with  Walter 
Tucker  of  California  and  then  Dale  Kildee  of  Michigan  will  follow. 
Why  don't  you  proceed. 

Mr.  Tucker.  Good  morning,  Mr.  Chairman  and  Members  of  the 
committee. 

Thank  you,  Mr.  Chairman,  for  this  opportunity  to  testify  on  be- 
half of  a  program  that  the  committee  has  supported  in  the  past, 
and  I  hope  will  continue  to  support  in  the  future.  And  certainly  I 
believe  one  of  the  questions  here  perhaps  is  not  so  much  whether 
or  not  you  support  Job  Corps,  but  the  level  to  which  you  hopefully 
will  continue  to  support  it  in  light  of  all  these  various  cutbacks. 

I  am  referring  to  Job  Corps,  of  course,  and  in  my  particular  case 
I  am  also  referring  to  the  Long  Beach  Job  Corps  campus.  Thank- 
fully, my  district,  and  in  particular  Long  Beach,  was  one  of  nine 
sites  in  the  last  Congress  that  could  probably  say  that  it  received 
Job  Corps  designation. 

In  this  environment  of  extreme  and  far-reaching  budget  cuts,  we 
must  invest  funds  and  programs  that  work,  and  that  have  a  proven 
record  of  success.  Job  Corps  has  30  years  of  documented  accom- 
plishments as  a  program  that  helps  young  people  take  personal  re- 
sponsibility for  their  lives.  Certainly  at  a  time  when  we,  many  of 
our  colleagues  are  talking  about  things  like  personal  responsibility 
as  it  relates  to  the  Contract  With  America  and  the  Personal  Re- 
sponsibility Act,  I  don't  think  that  there  is  any  other  vehicle  with 
a  proven  track  record  like  Job  Corps  that  helps  our  young  people 
to  be  educated  in  the  area  of  taking  on  personal  responsibility. 

Today's  Job  Corps  is  a  testimony  to  its  success.  According  to  the 
Department  of  Labor,  77  percent  of  students  leaving  the  program 
become  taxpayers  as  Members  of  America's  work  force  or  go  on  to 
higher  education. 

Of  course,  Mr.  Chairman,  that  is  77  percent  fewer  young  people 
on  welfare  or  in  the  revolving  door  of  our  criminal  justice  system. 
And  that  is  important  to  underscore. 

The  alternatives  to  Job  Corps  are  much  more  costly  to  our  Na- 
tion. In  my  State  of  California  alone,  there  are  more  than  700,000 
youths  living  in  poverty.  Job  Corps  estimates  nearly  7,000  of  them 
are  eligible  for  the  program  in  my  district  alone.  The  Long  Beach 
Job  Corps  campus  is  scheduled  to  open  in  1996  and  will  train,  edu- 
cate and  place  nearly  500  of  these  young  people  each  year. 

I  urge  you  to  continue  your  support  of  Job  Corps,  and  I  trust  that 
you  will  agree  with  me  that  it  has  been  a  wise  investment  inas- 
much as  it  has  proven  itself  to  be  worthy  of  continued  support. 

In  this  whole  mix  of  competition  for  funds,  Mr.  Chairman,  once 
again,  I  urge  you  and  the  committee  to  sustain  as  much  as  possible 
the  funding  levels  for  Job  Corps,  because  it  is  based  on  all  of  the 
competition,  head  and  shoulders  above  the  rest. 

I  thank  you  and  yield  back  the  balance  of  my  time. 

[The  prepared  statement  of  Congressman  Walter  R.  Tucker  III 
follows:] 
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Thank  you  Mr.  Chairman  for  the  opportunity  to  testify  on  behalf  of  a  program  that  the 
Committee  has  supported  in  the  past  and  I  hope  will  continue  to  support  in  the  future.  I 
am  referring  to  the  Job  Corps  and  the  Long  Beach  Job  Corps  campus. 

In  this  environment  of  extreme  and  far  reaching  budget  cuts,  we  must  invest  funds  in 
programs  that  work  and  that  have  a  proven  record  of  success.  Job  Corps  has  30  years  of 
documented  accomplishments  as  a  program  that  helps  young  people  take  personal 
responsibility  for  their  lives.   Today's  data  on  Job  Corps  is  testimony  to  this  success. 

According  to  the  Department  of  Labor,  77  percent  of  students  leaving  the  program  become 
taxpayers  as  members  of  America's  workforce  or  go  on  to  higher  education.  That  is  77 
percent  fewer  young  people  on  welfare  or  in  the  revolving  door  of  our  criminal  justice 
system.   The  alternatives  to  Job  Corps  are  much  more  costly  to  our  national. 

In  my  state  of  California  there  are  more  than  700,000  youths  living  in  poverty.  Job  Corps 
estimates  nearly  7,000  of  them  are  eligible  for  the  program  in  my  district  alone.  The  Long 
Beach  Job  Corps  campus  is  scheduled  to  open  in  1996  and  will  train,  educate  and  place 
nearly  500  of  these  young  people  each  year.  I  urge  you  to  continue  your  support  of  the  Job 
Corps  as  the  wise  investment  it  has  proven  itself  to  be  worthy  of  coninued  support. 

Thank  you,  Mr.  Chairman. 
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Mr.  Porter.  Thank  you,  Walter. 

Dale,  why  don't  you  proceed. 

We  also  welcome  our  colleagues  Sam  Farr  and  Bill  Coyne.  You 
can  proceed  in  that  order. 

Mr.  KlLDEE.  Thank  you,  Mr.  Chairman. 

This  is  the  most  important  appearance  before  this  committee 
today.  I  am  here  to  thank  you  first  of  all  for  what  you  did  in  the 
rescissions  bill  for  keeping  intact  the  money  for  the  new  aid  to  Job 
Corps  centers,  one  of  which  is  in  my  hometown  of  Flint. 

The  Senate  did  not  have  the  same  wisdom  as  you  did,  Mr.  Chair- 
man, in  doing  that.  Apparently  they  have  reached  some  agreement 
last  night  which  is  counter  to  the  position  which  the  House  took 
in  a  very  bipartisan  manner. 

So  as  you  consider  now  the  1996  appropriations  for  Job  Corps, 
I  would  encourage  you,  as  you  have  done  in  a  very  bipartisan  way, 
to  support  the  Job  Corps.  As  you  know,  Congress,  through  your 
support,  has  already  appropriated  first  and  second  year  funding  for 
those  eight  new  Job  Corps  sites,  one  of  which  is  in  my  district,  and 
as  a  result,  around  the  country  in  those  eight  sites  there  has  been 
property  acquisition  and  design  plans  for  that. 

As  a  matter  of  fact,  in  the  city  of  Flint,  the  city  gave  to  the  Job 
Corps  20  acres  of  prime  land  in  downtown  Flint.  So  we  have  in- 
volved a  network  of  people  in  these  various  communities,  certainly 
in  my  communities,  the  most  exciting  news  we  have  had  in  my 
community  in  many,  many  years. 

Those  of  you  who  read  the  book  or  saw  the  movie,  "Roger  and 
Me,"  Flint  has  gone  through  some  very,  very  desperate  times.  It  is 
beginning  to  emerge  from  those  desperate  times.  The  best  bit  of 
good  news  in  Flint  in  the  last  12  years  has  been  the  location  of  a 
Job  Corps  center  there. 

The  people  of  Flint  now  are  just  very,  very  worried  about  what 
may  happen  to  that  Job  Corps.  So  I  commend  you  for  what  you 
have  done  in  the  rescissions  bill.  I  think  the  House  had  a  very, 
very  good  position.  They  looked  upon  this  as  a  true  investment  in 
people. 

I  used  to  serve  on  the  appropriations  committee,  Mr.  Chairman, 
in  the  State  legislature.  Investments  like  this  really  should  be  part 
of  our  capital  budget,  because  they  really  are  investments  and  they 
do  return  dollars. 

The  people  who  will  be  educated  in  and  around  Flint  and  the 
Midwest  will  really  return  to  the  Treasury  far  more  than  what  has 
been  invested  in  them  because  of  their  training. 

I  want  to,  at  this  point,  commend  you  on  what  you  have  already 
done  on  the  rescissions  bill,  and  since  you  will  be  in  conference  on 
that,  I  certainly  hope  that  the  House  will  hold  this  position  on 
those  eight  new  sites  and  also  in  the  1996  budget  continue  to  fund 
Job  Corps. 

Thank  you  very  much,  Mr.  Chairman. 

[The  prepared  statement  of  Congressman  Dale  E.  Kildee  follows:] 
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the  House  Appropriations  Subcommittee  on  Labor-HHS 

Thursday,  April  6,  1995 

Mr.  Chairman,  as  the  Subcommittee  considers  Members'  requests  for  fiscal  year  1996 
appropriations,  I  would  like  to  thank  you  and  all  the  Members  of  the  Subcommittee  for  the 
opportunity  to  testify  in  support  of  funding  for  Job  Corps. 

Let  me  first,  however,  thank  the  Subcommittee  for  its  support  of  Job  Corps  when  the  House 
considered  the  rescissions  bill  earlier  this  year.    For,  only  with  the  support  of  the 
Subcommittee  did  funding  remain  intact  for  the  eight  new  Job  Corps  centers  including  one 
in  my  hometown  of  Flint  as  well  as  one  in  Chicago. 

Now,  as  the  Subcommittee  considers  fiscal  year  19%  appropriations  for  Job  Corps,  I  would 
like  to  encourage  you  and  all  the  members  of  the  Subcommittee  to  continue  your  support  for 
Job  Corps.    For,  only  with  the  Subcommittee's  support,  will  the  fiscal  year  1996 
appropriations  for  Job  Corps  provide  funding  to  complete  the  eight  new  centers. 

As  you  know,  Congress,  through  your  support,  has  already  appropriated  first  and  second 
year  funding  for  the  eight  new  sites.   As  a  result,  property  acquisition  and  plans  for  design 
and  construction  at  the  new  sites  are  well  underway,  with  groundbreaking  scheduled  for  this 
summer.    With  this  fast-track  schedule,  many  of  the  centers  will  open  nearly  one  year  ahead 
of  the  conventional  timetable. 

Not  only  are  the  new  centers  expected  to  open  ahead  of  schedule,  but  the  local  communities 
served  by  the  new  centers  are  also  taking  steps  to  ensure  successful  results  once  they  do 
open. 

Foremost  among  these  efforts  are  the  linkages  with  local  and  state  agencies  to  bring  together 
a  wealth  of  resources  to  enhance  the  services  of  Job  Corps.    As  a  result,  the  new  sites  will 
be  able  to  meet  the  broad  range  of  needs  of  Job  Corps  participants.    In  addition,  with  the 
linkages,  the  new  sites  are  well-positioned  to  meet  the  needs  of  the  communities  they  serve. 

With  this  formula  for  success,  the  new  sites  have  laid  the  groundwork  that  will  secure  an 
outstanding  return  on  Job  Corps  investment  and  serve  as  a  model  for  other  Job  Corps 
centers  across  the  nation. 

Beyond  a  sound  return  for  Job  Corps,  the  new  sites  have  also  served  as  a  catalyst  for  the 
host  communities  to  establish  broad-based  coalitions  to  invest  in  our  nation's  most  precious 
asset  -  the  skills  of  our  youth. 

In  Flint  alone,  there  are  over  30  organizations  that  have  pledged  more  than  $2  million  in 
services  for  the  Flint  Job  Corps  site.    And  over  the  last  year  this  coalition  has  served  as  the 
impetus  for  the  community  to  come  together  in  unison  to  tackle  a  broad  range  of  some  of 
the  area's  most  pressing  issues. 

As  a  result,  all  eyes  in  Flint  have  turned  to  the  Job  Corps  coalition  to  gauge  the  success  of 
such  ambitious  collaborations. 
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For  this  reason,  funding  to  ensure  the  completion  of  the  new  Job  Corps  sites  will  send  a 
clear  signal  that  the  federal  government  fully  supports  community-wide  coalitions  to  tackle 
our  nation's  most  pressing  problems. 

And  so,  as  the  Subcommittee  considers  priorities  for  fiscal  year  1996  appropriations,  I  urge 
you  to  continue  your  outstanding  support  of  Job  Corps  not  only  to  secure  a  sound  investment 
in  the  new  sites  but  also  to  promote  community-wide  coalitions  to  solve  our  nation's  most 
urgent  problems. 

Thank  you,  Mr.  Chairman  for  the  opportunity  to  testify. 

I  look  forward  to  working  with  you  on  all  programs  on  which  our  Committees  share 
jurisdiction. 
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Mr.  Porter.  Thank  you,  Mr.  Kildee. 

I  think  we  will  have  a  struggle  with  the  Senate  on  a  lot  of  dif- 
ferent issues. 

Mr.  Kildee.  I  know  you  are  a  good  struggler,  Mr.  Chairman. 

Mr.  Porter.  Mr.  Farr. 

Mr.  Farr.  Thank  you  very  much,  Mr.  Chairman. 

I  am  here  representing  California,  but  before  I  came  here  I  was 
many  years  ago  a  member  of  the  Peace  Corps,  and  I  think  what 
I  am  here  about  is  really  a  big  supporter  of  the  Corps,  the  Peace 
Corps,  the  Job  Corps,  even  the  Marine  Corps. 

I  think  the  issue  we  are  faced  with  in  the  modern  Congress  is, 
we  are  talking  about  kids  who  can't  get  into  the  Marine  Corps, 
which  used  to  be  in  our  military  services.  We  need  some  transition. 
So  I  am  here  to  ask  you  to  support  an  incremental  expansion  of 
this  proven  educational  and  job  training  program. 

Without  a  doubt,  this  year  is  going  to  be  the  year  that  people 
talk  about  as  the  year  of  welfare  reform  discussion.  If  we  in  this 
Congress  are  serious  about  getting  people  off  welfare  and  lending 
a  helping  hand  and  not  just  a  handout,  and  in  providing  people 
with  opportunities  to  provide  for  themselves,  then  Job  Corps  is 
really  the  right  tool  at  the  right  time. 

If  we  in  this  Congress  are  serious  about  reinventing  government 
and  creating  innovative  partnerships  between  government  and  the 
private  sector,  and  in  using  the  most  efficient  and  effective  means 
possible  to  educate  our  work  force,  then  Job  Corps  fills  the  bill. 

The  Job  Corps  is  a  national  training  and  educating  program  de- 
signed to  address  the  multiple  barriers  to  employment  faced  by  dis- 
advantaged youths.  Now,  you  and  I,  Republicans  and  Democrats, 
may  disagree  on  the  source  or  nature  of  those  barriers.  We  may 
have  differing  opinions  on  what  exactly  gives  rise  to  the  so-called 
term  "disadvantaged  youth."  But  you  and  I  can  agree  that  there 
are  young  adults  out  there  who  do  need  extra  help,  who  do  need 
a  defined  path  to  a  secure  future,  and  who  can  benefit  from  the 
type  of  training  that  Job  Corps  provides. 

If  we  can  agree  on  that,  we  should  agree  now  is  the  time  to  sup- 
port Job  Corps,  not  to  decimate  the  program. 

If  cost  is  a  question,  and  I  know  in  these  days  of  increased  pres- 
sure to  reduce  the  deficit,  it  is,  then  let  me  point  this  fact  out.  For 
every  dollar  invested,  $1.46  is  returned  to  society  through  de- 
creased welfare  payments,  in  reduction  in  the  cost  of  crime  and  in- 
carceration, and  in  increased  tax  revenue. 

Job  Corps  students  contribute  to  society  through  community 
service  and  provide  more  than  $22  million  worth  of  repairs  and 
renovations  to  community  facilities  during  training.  And  we  all 
know  what  is  happening  to  the  infrastructure  of  this  country,  and 
certainly  we  need  to  pay  attention  to  it  beyond  just  with  public  dol- 
lars. 

Show  me  another  government  program  where  the  return  is  146 
percent,  and  I  will  suggest  that  we  move  all  our  programs  to  that 
format. 

Members  of  the  committee,  we  can  eradicate  the  deficit  in  no 
time.  In  my  own  district,  the  beautiful  county  of  Monterey,  has  ap- 
plied for  a  Job  Corps  site.  It  would  provide  entry  level  employment 
to  500  youths  between  the  ages  of  16  and  24.  The  center  would  not 
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only  create  an  average  of  120  permanent  jobs,  but  would  also  pro- 
vide much-needed  training  for  unskilled,  unemployed  who  have  an 
unemployment  rate  in  my  district  of  more  than  20  percent.  The  job 
skills  and  training  they  will  learn  from  Job  Corps  will  empower 
them  in  competitive  job  markets  in  years  to  come. 

Mr.  Chairman,  isn't  it  what  we  were  sent  here  to  Congress  to  do? 
I  think  we  need  to  give  people  the  power  to  change  their  lives,  and 
Job  Corps  is  the  mechanism  to  do  that. 

I  ask  you,  Mr.  Chairman  and  all  Members  of  the  committee,  to 
support  appropriations  to  fund  the  next  cycle  of  Job  Corps  site  se- 
lections and  allow  this  program  to  do  what  it  is  designed  to  do,  put 
people  to  work. 

Thank  you. 

[The  prepared  statement  of  Congressman  Sam  Farr  follows:] 


SuBCOMMiTTEtS 
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Thank  you  Mr.  Chairman  and  Members  of  the  Committee.   I  am 
here  today  to  speak  in  support  of  the  Job  Corps,  and  to  ask  that 
you  support  an  incremental  expansion  of  this  proven  educational 
and  job  training  program. 

If  we  in  this  Congress  are  serious  about  getting  people  off 
welfare,  in  lending  a  helping  hand,  not  a  hand-out,  in  providing 
people  with  opportunities  to  provide  for  themselves,  then  Job 
Corps  is  the  right  tool  at  the  right  time. 

If  we  in  this  Congress  are  serious  about  re-inventing 
government,  in  creating  innovative  partnerships  between 
government  and  the  private  sector,  in  using  the  most  efficient 
and  effective  means  possible  to  educate  our  workforce,  then  Job 
Corps  fills  the  bill. 

The  Job  Corps  is  a  national  training  and  education  program 
designed  to  address  the  multiple  barriers  to  employment  faced  by 
disadvantaged  youths.   Now,  you  and  I,  Republicans  and  Democrats, 
may  disagree  on  the  source  or  nature  of  those  barriers.   We  may 
have  differing  opinions  on  what,  exactly,  gives  rise  to  a 
"disadvantaged  youth." 

But  you  and  I  can  agree  that  there  are  young  adults  out 
there  who  do  need  the  extra  help,  who  do  need  a  defined  path  to  a 
secure  future,  and  who  inexorably  can  benefit  from  the  type  of 
disciplined  training  and  education  that  the  Job  Corps  provides. 

If  we  can  agree  on  that,  then  we  should  agree  that  now  is 
the  time  to  support  the  Jobs  Corps  with  adequate  appropriations, 
and  not  to  decimate  the  program. 

If  cost  is  the  question  --  and  I  know  in  these  days  of 
increased  pressure  to  reduce  the  deficit  it  is  --  then  let  me 
point  out  this  fact:   For  every  dollar  invested,  $1.46  is 
returned  to  society  through  decreased  welfare  payments,  reduction 
in  the  cost  of  crime  and  incarceration,  and,  increased  tax 
revenue.   Job  Corps  students  contribute  to  society  through 
community  service  and  provide  more  than  $22  million  worth  of 
repairs  and  renovations  to  community  facilities  during  training. 
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Show  me  another  government  program  where  the  return  is  14  6 
percent,  and  I'll  suggest  that  we  move  all  of  our  programs  to 
that  format  --  Members  of  the  Committee,  we'll  eradicate  that 
deficit  in  no  time! 

In  my  own  district,  the  beautiful  county  of  Monterey  has 
applied  for  a  Job  Corps  site  in  the  next  selection  cycle.   A  Job 
Corps  center  in  Monterey  County  would  provide  entry  level 
employment  to  500  youths  age  16  through  24.   The  center  would  not 
only  create  an  average  of  120  permanent  jobs,  but  it  would  also 
provide  much  needed  training  for  unskilled,  unemployed  youth,  who 
have  an  unemployment  rate  in  my  district  of  more  than  20  percent. 
The  job  skills  and  training  they  will  learn  from  Job  Corps  will 
empower  them  in  competitive  job  markets  for  years  to  come. 

Mr.  Chairman,  isn't  that  what  we're  all  about  here?   Isn't 
that  what  we're  sent  to  Congress  to  do?   Let's  give  the  people 
the  power  to  change  their  lives.   Job  Corps  is  part  of  that. 

I  ask  you,  Mr.  Chairman,  "and  all  members  of  the  Committee  to 
support  appropriations  to  fund  the  next  cycle  of  Job  Corps  site 
selections  and  allow  this  program  to  do  what  it  was  designed  to 
do:   put  people  to  work. 

Thank  you. 
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Mr.  Porter.  Sam,  if  I  can  say  so,  what  we  are  going  to  have  to 
do  is  obviously  identify  the  programs  that  do  work  and  put  our  re- 
sources there.  And  that  also  is  going  to  require  us  to  identify  the 
programs  that  don't  work  and  a  place  from  which  we  can  transfer 
those  resources  so  we  can  have  them  in  the  ones  that  do. 

Mr.  Farr.  I  think  we  all  agree,  you  are  dealing  with  kids  at  risk. 
These  are  the  kids,  we  know,  if  they  don't  get  an  extra  helping 
hand,  if  they  aren't  given  that  kind  of  extra  emphasis,  that  by  the 
time  they  reach  this  age,  they  have  fallen  through  all  the  cracks 
where  we  have  tried  to  prevent  them. 

If  we  don't  pick  up  and  move  on  here,  then  we  are  really  throw- 
ing out  that  ounce  of  prevention  which  we  know  will  cost  us  a 
pound  of  cure. 

Mr.  Porter.  Absolutely. 

I  will  remind  Members  of  the  subcommittee  that  if  they  wish  to 
ask  a  question  or  make  a  statement,  just  to  address  the  Chair  and 
I  will  call  on  them. 

Ms.  Pelosi.  Mr.  Chairman,  if  I  may. 

Mr.  Porter.  Ms.  Pelosi. 

Ms.  Pelosi.  Before  this  distinguished  panel  disperses,  I  am  a 
strong  supporter  of  Job  Corps.  Do  you  have  any  knowledge  of  what 
happened  on  the  Senate  side  last  night  as  far  as  the  Job  Corps  is 
concerned? 

Mr.  Porter.  Dale  does,  I  think.  I  do  not. 

Mr.  KlLDEE.  Apparently  on  the  leadership  level  last  night,  Demo- 
crat, Republican  leadership,  they  have  made  a  decision  on  the  re- 
scission package,  which  will  have  to  be  voted  upon,  and  it  did  not 
include  the  eight  new  Job  Corps  sites.  And  that  is  why  I  com- 
mended this  committee,  in  a  bipartisan  way,  in  insisting  upon  that 
in  the  rescission  bill  to  retain  those  sites.  I  hope  you  insist  upon 
that 

Mr.  Porter.  We  will  have  to  take  Dale  to  the  conference  with  us. 

Mr.  Kildee.  It  is  not  finalized  yet,  but  Mr.  Daschle  has  appar- 
ently signed  off  on  that. 

Ms.  Pelosi.  We  are  not  in  good  shape. 

Mr.  Kildee.  We  are  not  in  good  shape,  no.  We  are  going  to  chap- 
el. 

Mrs.  Lowey.  Just  building  upon  that,  I  want  to  thank  this  distin- 
guished panel  of  our  colleagues,  and  I  just  want  to  assure  you  that 
many  of  us  on  this  committee,  as  you  well  know,  having  been  a 
former  Member  of  your  committee,  have  been  strong  supporters  of 
Job  Corps. 

In  fact,  in  legislation  I  had  introduced,  I  actually  built  upon  the 
Job  Corps  model,  because  frankly  from  my  experiences  with  Job 
Corps,  it  really  is  working,  and  to  just  forget  about  what  is  working 
doesn't  make  sense.  We  need  to  build  upon  successful  models  like 
Job  Corps. 

So  I  want  to  thank  you  and  I  hope  we  will  be  very  active  in  con- 
ference in  order  to  save  Job  Corps.  Your  testimony,  all  your  assist- 
ance, will  be  very  important. 

Thank  you. 

Mr.  STOKES.  Mr.  Chairman? 

Mr.  Porter.  Mr.  Stokes. 

Mr.  STOKES.  Thank  you,  Mr.  Chairman. 
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I  just  want  to  commend  our  colleagues  for  the  presentations  they 
have  made  here.  I  look  forward,  of  course,  to  Mr.  Coyne's  presen- 
tation. 

I  had  occasion  about  a  week  ago  to  go  out  to  my  own  Job  Corps, 
which  we  have  had  in  Cleveland  now  for  more  than  20  years,  and 
two  of  the  things  I  saw  there  I  thought  were  very  interesting.  They 
have  an  optical  dispensing  unit  there  where  they  are  teaching 
these  young  people  the  entire  process  relative  to  both  the  making 
of  the  optical  glasses  and  then  the  dispensing  of  it. 

We  learned  that  there  is  no  place  elsewhere  these  young  people 
are  being  trained.  They  can  go  right  out  into  a  job  in  that  market. 
They  are  looking  for  people  who  are  trained  so  they  won't  have  to 
train  them  on  the  job. 

Then  the  other  was  a  tile  setting  and  carpeting  training  unit 
there  where  they  are  taught  how  to  lay  tile,  how  to  lay  carpeting, 
and  it  was  just  beautiful  to  see  how  they  are  being  taught  a  par- 
ticular trade,  also  to  take  into  the  market  and  obtain  a  job. 

So  I  think  Job  Corps  is  serving  a  very  useful  purpose.  When  you 
see  the  enthusiasm  of  those  young  people  who  say  to  you  when  you 
talk  to  them  about  whether  or  not  this  really  means  something  to 
them,  they  generally  will  tell  you,  this  is  the  first  opportunity  they 
have  ever  been  given  by  anybody  to  be  somebody.  That  means  so 
much  to  them. 

So  we  thank  you  for  that. 

Mr.  Porter.  Bill  Coyne  of  Pennsylvania. 

Mr.  Coyne.  Mr.  Chairman,  today  I  want  to  testify  in  strong  sup- 
port of  preserving  that  program  that  we  have  all  come  to  know  and 
respect  the  work  that  they  do.  I  believe  strongly  that  cutting  the 
Job  Corps  program  and  other  job  training  programs  for  young 
Americans  sends  the  wrong  message  to  the  young  men  and  women 
who  want  to  work  but  require  job  training. 

This  Congress  is  at  risk  of  turning  its  back  on  young  Americans 
who  want  to  work  when  we  should  be  offering  a  helping  hand  to 
young  men  and  women  who  want  to  get  into  the  job  market. 

I  represent  the  14th  Congressional  District  of  Pennsylvania 
which  includes  the  City  of  Pittsburgh  and  some  small  communities 
in  Allegheny  County.  Pittsburgh  Job  Corps  center  was  established 
in  1972  and  has  helped  more  than  13,000  youth  advance  their  edu- 
cation and  obtain  needed  employment  and  training. 

Pittsburgh's  Job  Corps  center  currently  serves  approximately  700 
men  and  women,  and  these  young  people  are  being  trained  in  sev- 
eral vocational  trades  there.  In  addition,  282  Job  Corps  students 
attend  the  community  college  of  Allegheny  County  as  well. 

It  should  be  noted  that  75  percent  of  the  entering  students  at  the 
Pittsburgh  center  graduate  after  an  average  period  of  training  of 
10  months.  The  average  Job  Corps  graduate  enters  the  labor  mar- 
ket at  starting  wage  one  dollar  an  hour  above  that  of  his  or  her 
counterpart  who  did  not  enlist  in  the  Job  Corps  program. 

In  addition,  the  average  Job  Corps  graduate  returns  the  full  cost 
of  his  or  her  training  to  the  government  in  the  form  of  income 
taxes  paid  on  wages  earned  within  five  years. 

One  of  the  Pittsburgh  Job  Corps  centers'  most  successful  stories 
is  a  young  man  named  Delroy  Bolton.  He  currently  earns  $7.50  an 
hour  as  a  carpenter  apprentice  at  a  Pittsburgh-based  construction 
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company.  Delroy  Bolton's  experience  with  Job  Corps  has  empow- 
ered him  to  work  towards  his  dream  of  opening  his  own  business 
after  serving  his  apprenticeship  as  a  carpenter  trainee. 

Job  training  will  play  a  vital  role  in  any  national  effort  to  move 
people  from  welfare  to  the  workplace.  We  have  two  choices.  We  can 
turn  Americans  receiving  public  assistance  out  on  the  streets  to 
join  the  ranks  of  the  homeless,  or  we  can  provide  these  fellow 
Americans  with  job  training  and  other  essential  tools  needed  to 
move  from  welfare  to  the  workplace. 

Members  of  this  subcommittee  will  soon  meet  in  conference  to 
consider  proposed  fiscal  1995  rescissions  in  Job  Corps  funding.  The 
House  bill  provides,  as  you  know,  for  a  $10  million  cut  while  the 
Senate  bill  increases  the  total  reduction  in  Job  Corps  funding  to 
$45  million. 

This  cut  in  Job  Corps  funding  threatens  to  eliminate  12  Job 
Corps  centers,  as  you  know,  and  would  deny  nearly  5,000  disadvan- 
taged youth  an  opportunity  to  seek  a  better  life.  I  believe  an  enact- 
ment in  the  proposed  cuts  in  the  Federal  Job  Corps  program  and 
other  training  programs  would  be  a  cruel  trick  on  lower-income 
Americans. 

One  day  we  are  telling  the  most  vulnerable  in  our  society  we 
must  escape  from  dependency  on  the  current  welfare  system,  and 
the  next  day  we  are  pulling  the  rug  out  from  under  them,  the 
young  people  who  are  struggling  to  stand  on  their  own  two  feet  and 
obtain  job  training  needed  to  get  a  job  in  our  society. 

As  a  Member  of  the  House  Budget  Committee,  I  am  even  more 
concerned  about  the  future  of  Federal  job  training  programs  under 
the  plan  offered  by  Chairman  Kasich  to  cut  $100  billion  from  dis- 
cretionary spending  programs  over  the  next  five  years.  One  docu- 
ment released  by  the  Chairman  of  the  Budget  Committee  simply 
noted  that  the  need  to  cut  $9.3  billion  from  Job  Corps  training  pro- 
grams he  labeled  pejoratively,  in  my  estimation,  as  "ineffective" 
programs. 

I  suppose  that  if  we  just  slap  a  label  on  programs  like  ineffective 
or  wasteful,  it  must  be  a  bad  program.  As  a  Member  of  the  Ways 
and  Means  Committee,  some  of  my  fellow  committee  Members 
might  label  as  ineffective  certain  corporate  tax  deductions,  but  any 
serious  debate  would  have  to  involve  more  than  just  name  calling. 

I  trust  that  the  Members  of  this  subcommittee,  as  you  have  in 
the  past,  will  look  beyond  the  buzz  words  like  "ineffective"  to  en- 
gage in  a  serious  examination  of  the  Federal  job  training  programs 
that  exist. 

Under  the  House  Republican  Budget  Committee  proposal,  as  you 
know,  Federal  job  training  funding  would  be  slashed  by  70  percent 
over  five  years,  falling  from  $13  billion  to  $4  billion.  While  this 
subcommittee  would  decide  what  programs  should  be  cut,  a  $100 
billion  reduction  in  discretionary  spending  caps  will  hamstring  the 
ability  of  the  Appropriations  Committee  to  fund  even  the  most  ef- 
fective of  programs. 

I  believe  the  Federal  Job  Corps  program  should  be  included  in 
the  list  of  vital  Federal  domestic  programs  that  survive  and  flour- 
ish. Yet  I  fear  that  this  subcommittee  will  be  forced  to  slash  future 
funding  for  these  programs  that  serve  a  population  with  the  great- 
est need  for  job  training  in  our  country. 
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Mr.  Chairman,  I  believe  this  subcommittee  and  the  full  Appro- 
priations Committee  should  be  very  candid  with  the  American  peo- 
ple about  how  vital  domestic  programs  will  be  cut  under  the  House 
Republican  budget  plan. 

I  came  here  today  to  speak  in  support  of  the  Federal  Job  Corps 
program.  I  have  spoken  about  larger  budget  issues  as  well,  because 
I  know  that  this  subcommittee  will  be  sharply  constrained  by  fur- 
ther reductions  in  the  caps  on  domestic  spending. 

I  thank  you  and  the  committee  Members  for  this  opportunity  to 
testify  and  would  welcome  your  questions. 

[The  prepared  statement  of  Congressman  William  J.  Coyne  fol- 
lows:] 
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Chairman  Porter,  thank  you  for  this  opportunity  to  testify 
in  support  of  the  Federal  Job  Corps  Program. 

Today,  I  want  to  testify  in  strong  support  of  preserving 
the  Federal  Job  Corps  Program.  I  believe  strongly  that  cutting 
the  Job  Corps  program  and  other  job  training  programs  for  young 
Americans  sends  the  wrong  signal  to  young  men  and  women  who  want 
to  work  but  require  job  training.  This  Congress  is  at  risk  of 
turning  its  back  on  young  Americans  who  want  to  work  when  we 
should  be  offering  a  helping  hand  to  young  men  and  women. 

I  represent  the  Fourteenth  Congressional  District  of 
Pennsylvania,  which  includes  the  City  of  Pittsburgh  and  many 
small  communities  in  Allegheny  County.   We  are  proud  in 
Pittsburgh  to  host  one  of  our  Nation's  Federal  Job  Corps  Centers. 
The  Pittsburgh  Jobs  Corps  Center  was  established  in  1972  and  has 
helped  more  than  13,000  youths  advance  their  education  and  obtain 
needed  employment  training. 

The  impressive  results  of  the  Federal  Job  Corps  Program  can 
be  seen  in  the  number  of  young  people  who  secure  a  job,  enter  the 
U.S.  military  or  go  on  to  college  or  university.   The  Pittsburgh 
Job  Corps  Center  is  helping  young  people  in  my  congressional 
district  realize  their  dreams  —  the  American  dream  —  of  a 
better  life  for  themselves  and  their  families. 

Pittsburgh's  Job  Corps  Center  currently  serves  approximately 
700  young  men  and  women.   These  young  people  are  being  trained  in 
several  vocational  trades.   In  addition,  282  students  attend  the 
Community  College  of  Allegheny  County. 

It  should  be  noted  that  75  percent  of  the  entering  students 
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at  the  Pittsburgh  Center  graduate  after  an  average  period  of  10 
months.   The  average  Job  Corps  graduate  enters  the  labor  market 
at  a  starting  wage  $1  an  hour  above  that  of  his  or  her 
counterpart  who  did  not  enlist  in  the  Job  Corps  Program.   In 
addition,  the  average  Job  Corps  graduate  returns  the  full  cost  of 
his  or  her  training  to  the  government  in  the  form  of  income  taxes 
paid  on  wages  earned  in  five  years. 

One  of  the  Pittsburgh  Job  Corps  Centers  many  success  stories 
is  a  young  man  named  Delroy  Bolton.  As  a  graduate  of  the  Job 
Corps  program,  he  currently  earns  $7.50  an  hour  as  a  carpenter 
apprentice  in  A&B  Contractors,  a  Pittsburgh-based  construction 
company.   Delroy  Bolton's  experience  with  Job  Corps  has  empowered 
him  to  work  toward  his  dream  of  opening  his  own  business  after 
serving  his  apprenticeship. 

The  House  recently  engaged  in  a  major  debate  of  welfare 
reform  legislation.   While  I  will  not  seek  to  reopen  that  debate 
before  this  Subcommittee,  I  believe  the  House-passed  welfare  plan 
increases  substantially  the  need  for  a  Federal  commitment  to  job 
training. 

Job  training  will  play  a  vital  role  in  any  national  effort 
to  move  people  from  welfare  to  the  workplace.   We  have  two 
choices:  we  can  turn  Americans  receiving  public  assistance  out  on 
the  streets  to  join  the  ranks  of  the  homeless,  or  we  can  provide 
these  fellow  Americans  with  job  training  and  other  essential 
tools  needed  to  move  from  welfare  to  the  workplace. 

Members  of  this  Subcommittee  will  soon  meet  in  conference  to 
consider  proposed  Fiscal  Year  1995  rescissions  in  Job  Corps 
funding.   The  House  bill  provides  for  a  $10  million  cut  while  the 
Senate  bill  increases  the  total  reduction  in  Job  Corps  funding  to 
$45  million.   This  cut  in  Job  Corps  funding  threatens  to 
eliminate  12  Job  Corps  Centers  and  would  deny  nearly  5,000 
disadvantaged  youths  an  opportunity  to  seek  a  better  life. 

I  believe  that  enactment  of  the  proposed  cuts  in  the  Federal 
Job  Corps  Program  and  other  job  training  programs  would  be  a 
cruel  trick  on  lower-income  Americans.   One  day  we  are  telling 
the  most  vulnerable  in  our  society  that  they  must  escape  from 
dependency  on  the  current  welfare  system.   The  next  day  we  are 
pulling  the  rug  out  from  under  the  feet  of  young  people  who  are 
struggling  to  stand  on  their  own  and  obtain  the  job  training 
needed  to  get  a  job. 

As  a  Member  of  the  House  Budget  Committee,  I  am  even  more 
concerned  about  the  future  of  Federal  job  training  programs  under 
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the  plan  offered  by  Chairman  Kasich  to  cut  $100  billion  from 
discretionary  programs  over  the  next  five  years.  One  document 
released  by  Chairman  Kasich  simply  noted  the  need  to  cut  $9.8 
billion  from  job  training  programs  he  labeled  pejoratively  as 
"ineffective." 

I  suppose  that  if  we  just  slap  a  label  like  "ineffective"  or 
"wasteful"  on  a  program,  it  must  be  bad.  As  a  Member  of  the  Ways 
and  Means  Committee,  some  of  my  fellow  Committee  Members  might 
label  as  "ineffective"  certain  corporate  tax  deductions  but  any 
serious  debate  would  have  to  involve  more  than  just  name-calling. 
I  trust  that  the  Members  of  this  Subcommittee  will  look  beyond 
buzz  words  like  "ineffective"  to  engage  in  a  serious  examination 
of  Federal  job  training  programs. 

Under  the  House  Republican  Budget  Committee  proposal, 
Federal  job  training  funding  would  be  slashed  by  70  percent  over 
five  years,  falling  from  $13.2  billion  to  $3.9  billion.   This 
proposal  was  offered  as  one  of  several  illustrative  cuts  included 
in  the  House  Republican  Budget  Committee's  proposal  to  cut  $100 
billion  in  discretionary  programs  over  five  years. 

While  this  Subcommittee  would  decide  what  programs  should  be 
cut,  a  $100  billion  reduction  in  discretionary  spending  caps  will 
hamstring  the  ability  of  the  Appropriations  Committee  to  fund 
even  the  most  effective  programs.  In  the  rush  to  pay  for  $200 
billion  in  tax  cuts,  this  Committee  is  being  boxed  into  a  corner 
on  funding  vital  domestic  programs. 

I  believe  the  Federal  Job  Corps  Program  should  be  included 
in  the  list  of  vital  Federal  domestic  programs.  Yet  I  fear  that 
this  Subcommittee  will  be  forced  to  slash  future  funding  for  this 
program  that  serves  a  population  with  the  greatest  need  of  job 
training. 

Nearly  half  of  all  Job  Corps  students  come  from  families 
receiving  public  assistance.  Roughly  four  out  of  every  five  Job 
Corps  students  is  a  high  school  dropout  and  71%  of  all  Job  Corps 
students  have  never  had  a  full  time  job.  Denying  these  Americans 
a  chance  to  obtain  job  training  would  perpetuate  the  very  poverty 
and  dependency  that  so  many  denounced  during  debate  on  the  House 
welfare  plan. 

Mr.  Chairman,  I  believe  that  this  Subcommittee  and  the  full 
Appropriations  Committee  should  be  very  candid  with  the  American 
people  about  how  vital  domestic  programs  will  be  cut  under  the 
House  Republican  budget  plan.  The  House  plan  seeks  to  balance 
the  budget  solely  through  spending  cuts  in  every  area  except 
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defense.   It  actually  cuts  taxes  and  adds  to  our  deficit  problems 
at  a  time  we  are  trying  to  climb  out  of  that  hole.   Chairman 
Kasich's  plan  assumes  that  children,  seniors  and  the  poor  will 
bear  the  full  brunt  of  spending  cuts  while  asking  wealthy 
Americans  to  bear  no  equal  sacrifice  in  the  form  of  tax 
increases. 

I  came  here  today  to  speak  in  support  of  the  Federal  Job 
Corps  Program.   I  have  spoken  about  larger  budget  issues  as  well 
because  I  know  that  this  Subcommittee  will  be  sharply  constrained 
by  further  reductions  in  the  caps  on  domestic  spending.   I  thank 
you  for  this  opportunity  to  testify  and  would  welcome  any 
questions  you  may  have. 

### 
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Mr.  Porter.  We  thank  you  for  your  testimony  and  share  your 
concern  about  a  602(b)  allocation  that  could  not  allow  us  to  do  the 
things  we  feel  are  necessary  and  support  good  programs  that  we 
feel  help  people. 

I  want  to  thank  each  of  the  panel. 

Mr.  Riggs. 

Mr.  RiGGS.  If  I  might,  Mr.  Chairman,  address  a  couple  of  con- 
cerns about  the  Job  Corps  program.  And  let  me  first  point  out  that 
I  was  the  subcommittee  Member  who  offered  the  amendment  in  the 
markup  of  the  rescissions  bill  to  restore  funding  for  the  Job  Corps 
program  in  the  belief  that  this  program  is,  as  you  have  testified 
this  morning,  extremely  valuable,  particularly  for  the  most  dis- 
advantaged young  people  in  American  society. 

But  I  also  serve  on  the  Opportunities  Committee  with  Mr.  Kil- 
dee,  who  is  the  senior  Member  of  that  committee,  and  I  think  we 
have  heard  concerns  raised  about  the  Job  Corps  program,  that  un- 
less addressed  in  some  fashion,  I  think  would  provide  some  basis 
for  reducing  Federal  funding  for  the  Job  Corps.  Some  of  those  con- 
cerns you  are  familiar  with,  which  are  disciplinary  programs  at  the 
Job  Corps  centers  themselves.  I  think  those  problems  can  be  cor- 
rected in  the  near  term. 

However,  the  longer  term  concerns  have  to  do  with  the  viability, 
if  you  will,  of  the  job  skill  training  of  the  young  people  the  Job 
Corps  centers  are  receiving,  and  whether  or  not  that  is  ultimately 
resulting  in  gainful  employment  over  the  long  term,  as  measured 
by  job  placements,  job  placements  longitudinally,  that  is  to  say, 
looking  out  over  time. 

And  I  am  wondering — really  two  quick  questions.  One,  none  of 
you  addressed  any  potential  or  prospective  concerns  with  the  Job 
Corps.  And  secondly,  for  my  edification,  how  does  the  administra- 
tion treat  the  Job  Corps  in  their  budget  proposal? 

I  am  not  sure  that  given  the  proposed  changes  to  both  adult  and 
youth  job  training,  that  the  administration  has  suggested  that  the 
Job  Corps  fits  in  with  that  picture. 

Mr.  Kjldee.  If  I  may  respond  first,  I  have  talked  to  the  President 
and  Secretary  Reich  and  Peter  Rell,  Director  of  the  Job  Corps,  and 
assuming  not  only  the  maintenance  of  the  present  Job  Corps  cen- 
ters, but  creation  of  eight  other  Job  Corps  centers,  I  think  for  an- 
other four,  which  this  committee  could  not  fund,  but  you  did  keep 
the  eight  new  ones,  they  are  very  supportive  of  this  in  their  budget. 

I  think  one  of  the  best  things  that  has  happened  to  Job  Corps 
is  a  person  like  Peter  Rell,  who  recognizes,  and  recognized  before 
it  came  to  the  attention  of  the  Congress,  that  there  were  some 
changes  needed.  They  have  dismissed  certain  management  compa- 
nies running  Job  Corps  because  they  were  not  doing  as  Mr.  Rell 
and  the  Department  of  Labor  felt  they  should  be  doing. 

Let  me  give  you  an  example,  a  takeoff  of  what  Mr.  Stokes  said. 
In  my  area,  the  Flint  Chamber  of  Commerce,  the  Business  Round- 
table  are  two  of  the  biggest  supporters  of  Job  Corps,  because  they 
will  be  talking  to,  and  be  on  the  advisory  committee  to  let  Job 
Corps  know  what  jobs  really  exist  in  the  community  and  what 
training  is  needed  to  fill  those  jobs. 

It  is  a  strange  thing  that  in  Flint  we  have  high  unemployment, 
yet  there  are  some  jobs  unfilled  because  people  are  not  trained  for 
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that.  So  there  will  be  a  good  communication  between  the  business 
community  and  the  Job  Corps  center  to  make  sure  that  training  is 
given  for  those  jobs  that  really  exist. 

Mr.  Farr.  I  don't  have  a  Job  Corps  site.  I  am  a  Job  Corps  site 
want-to-be.  But  what  I  saw  in  the  process  of  petitioning  for  a  Job 
Corps  site  is  this  recognition  by  the  private  sector  that  they  want 
to  see  the  job  ethic,  the  job  skill  ethic  out  there  for  kids  that 
wouldn't  otherwise  be  hired. 

So  I  think  it  is  more  than  just  whether  you  immediately  land  a 
productive  job.  If  indeed  we  are  going  to  apply  that  criteria,  let's 
apply  it  to  all  training  institutions  across  the  country,  because 
frankly  you  see  that  we  are  always  criticizing  the  fact  that  we  are 
putting  in  a  lot  of  public  money,  some  of  which  goes  into  the  pri- 
vate sector  training  programs,  and  then  the  jobs  aren't  there. 

I  am  thinking  of  the  beauticians  in  California.  We  have  225,000 
licensed  beauticians,  unemployed.  And  yet  those  beauty  schools 
keep  being  filled  up. 

The  point  that  I  think  you  raise  in  supporting  the  Job  Corps  site 
is  that  there  is  more  here  than  just  internal  problems  with  man- 
agement. You  can  change  that,  and  I  think  that  is  appropriate  for 
this  committee  to  discipline  the  administration  to  do  that. 

But  I  don't  think  you  do  that  by  taking  the  very  funds  away  from 
a  program  that  has  been  proven  to  reach  out  to  hire  at-risk  chil- 
dren and  return  them  into  work  skill  ethic,  that  when  there  is  a 
job  available,  they  do  it  and  they  do  it  very  well,  and  in  return  it 
is  an  investment  to  our  economy. 

So  don't  throw  the  baby  out  with  the  bath  water. 

Mr.  RlGGS.  I  appreciate  your  comments.  You  pointed  out  with  the 
downsizing  of  the  military,  we  are  gradually  losing  the  training  ca- 
pacity of  the  largest  training  institution  in  the  world,  the  United 
States  military. 

Mr.  Porter.  Thank  you,  panelists,  for  all  your  good  testimony. 
We  will  do  our  best  to  follow  up  on  it. 

I  want  to  remind  the  subcommittee  that  we  are  25  minutes  in 
arrears  at  this  point.  It  doesn't  concern  me,  except  that  Members 
of  Congress  have  to  wait  so  long  who  are  earlier  in  the  program. 

Mr.  Richardson  has  waited  a  very  long  time. 

Bill,  why  don't  you  and  Jim  Moran  both  come  up  to  the  table, 
even  though  you  are  on  different  subjects,  and  testify  in  order. 

We  are  pleased  to  welcome  both  of  you.  Mr.  Richardson  will  tes- 
tify on  TRIO  libraries  and  impact  aid,  Mr.  Moran  on  NIH. 


Thursday,  April  6,  1995. 

WITNESS 

HON.  BILL  RICHARDSON,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  MEXICO 

Mr.  Richardson.  Mr.  Chairman,  thank  you.  And  first,  Mr. 
Chairman,  I  can  make  up  a  lot  of  time.  I  timed  myself.  I  can  do 
this  in  one  minute.  Mr.  Chairman,  programs  that  I  am  going  to  list 
are  important  to  Native  American  and  Hispanic  youth  and,  in  gen- 
eral, minority  youth. 
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You  mentioned  one,  the  TRIO  programs,  Impact  Aid,  the  Na- 
tional Youth  Sports  program,  Child  Care  and  Development  Block 
Grants,  Physician  Assistant  Programs,  Runaway  and  Homeless 
Youth,  Minority  Health  Initiative,  which  Mr.  Stokes  developed, 
which  gives  minorities  access  to  health  care  services;  Centers  of 
Excellence,  programs  that  increase  opportunities  for  minority  edu- 
cation in  the  health  professions  by  offering  support  to  institutions 
that  train  health  professionals.  Another  one  of  Mr.  Stokes'  initia- 
tives. Of  course,  the  National  Health  Service  Corps,  very  impor- 
tant, especially  in  rural  areas,  Community  and  Migrant  Health 
Centers.  And  you  earlier  mentioned  two  programs  that  are  impor- 
tant to  many  of  us,  the  libraries  and  the  Corporation  for  Public 
Broadcasting. 

Mr.  Chairman,  I  just  hope  that  as  you  proceed  with  your  budget 
initiatives  you  understand  that  to  a  lot  of  young  people,  especially 
in  the  minority  community,  Native  American,  Hispanic  youth,  and 
all  minorities,  these  programs  are  important.  They  are  working. 
Let  us  make  them  work  better.  They  do  have  problems,  but  they 
do  not  have  too  many  lobbyists  around  here  and  I  would  hope  that 
we  are  careful  about  decimating  many  of  these  programs. 

I  know  you  will  not  do  that,  but  I  just  wanted  to  mention  this. 

[The  prepared  statement  of  Congressman  Bill  Richardson  fol- 
lows:! 
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CONGRESSMAN  BILL  RICHARDSON 

APRIL  6,  1995 

TESTIMONY  BEFORE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR, 

HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION 


Thank  you  Mr.  Chairman  and  distinguished  members  of  this  subcommittee  for  this 
opportunity  to  testify  before  you  on  projects  and  programs  that  are  critical  to  the  third 
district  of  New  Mexico. 


EDUCATION 

TRIO  Programs 

I  wish  to  express  my  strong  support  for  the  Special  Programs  for  Students 
from  Disadvantaged  Backgrounds  (TRIO).    These  important  programs  provide 
supportive  services,  encouragement  and  assistance  to  qualified  individuals  from  low- 
income  families.    Who  are  first-generation  students  and  who  are  sometimes  physically 
disabled.    Over  half-a-million  students  nationwide  are  served  by  1,700  TRIO  projects 
which  operate  in  over  1,000  higher  education  institutions  and  100  community 
agencies.    In  the  state  of  New  Mexico,  over  10,000  students  benefit  from  these 
important  programs. 

I  respectfully  request  that  funding  for  the  TRIO  programs  be  at  least 
equal  to  FY  95  funding. 


Libraries 

I  also  wish  to  express  my  support  for  Tides  II  and  VI  of  the  Library  Services 
and  Construction  Act  (LSCA).    The  public  library  construction  program  and  the 
library  literacy  program  provide  essential  services  to  communities  across  our  country. 

Without  funding  provided  by  LSCA,  rural  New  Mexicans  would  have  limited 
access  to  books  or  libraries.    Since  1983,  New  Mexico  has  built,  expanded  or 
remodeled  25  public  libraries  with  public  library  construction  funds.    Many  of  these 
libraries  are  located  in  rural  and  predominantly  minority  communities. 

In  addition,  I  wish  to  add  my  support  for  the  library  literacy  program,  which 
has  been  invaluable  to  the  state  of  New  Mexico. 

I  respectfully  request  funding  for  Titles  H  and  VI  of  the  Library  Services 
and  Construction  Act  at  no  less  than  FY  1995  levels. 


Impact  Aid 

Impact  Aid  is  an  important  program  that  recognizes  the  federal  government  has 
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a  commitment  to  compensate  local  school  districts  when  property  is  removed  from  the 
local  tax  rolls  as  a  result  of  federal  ownership  of  property.    Impact  Aid  provides  for 
education  for  approximately  2  million  children  nationwide.    The  families  of  over 
50,000  students  in  New  Mexico  do  not  contribute  to  state  school  taxes  because  they 
are  federally  connected.    Half  of  these  children  attend  schools  in  my  district. 

Impact  Aid  payments  allow  schools  to  provide  education  for  thousands  of 
students  across  the  United  States,  especially  in  New  Mexico  where  a  large  majority  of 
land  is  federally  owned  and  operated,  by  providing  the  financial  base  necessary  to 
educate  these  federally  connected  children. 

I  wish  to  express  my  support  for  an  increase  for  Impact  Aid  "a"  and  "b" 
payments  which  provide  funds  for  children  whose  parents  live  and  work  on 
federal  property. 

National  Youth  Sports  Program 

I  strongly  support  the  National  Youth  Sports  Program  (NYSP).    This  program 
provides  a  unique  opportunity  for  more  than  55,000  economically  disadvantaged 
youngsters  nationwide  to  be  exposed  to  a  college  environment  and  to  receive 
nutritional  and  medical  services.    Additionally,  it  provides  instruction  in  such  areas  as 
substance  abuse  prevention,  health  and  nutrition,  and  sports  skills. 

I  respectfully  request  your  support  of  NYSP  funding  at  no  less  than  the 
FY  1995  level. 


HEALTH  AND  HUMAN  SERVICES 

U.S.-Mexico  Border  Laboratory 

The  Centers  for  Disease  Control  and  Prevention's  chronic  and  environmental 
disease  prevention  program  has  provided  invaluable  help  to  many  parts  of  the  country 
to  support  surveillance,  epidemiology,  and  laboratory  evaluation  of  environmental 
risks  to  health. 

To  cope  with  existing  and  potential  threats  to  the  environment  and  the  public's 
health  from  the  rapid  acceleration  in  population  growth,  commerce,  and  trade  along 
and  across  the  U.S.-Mexico  border,  the  four  states  along  the  border  are  in  need  of  an 
environmental  laboratory.  The  Centers  for  Disease  Control  is  currently  conducting  a 
study  to  determine  potential  areas  of  activity  for  the  laboratory.    However,  funding  is 
necessary  to  ensure  that  the  laboratory  begins  operation. 

Funds  would  be  used  for  a  stationary  laboratory,  mobile  environmental 
laboratories,  increased  capacity  for  existing  public  health  offices,  and  an  international 
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data  system  to  monitor  environmental  health  on  both  sides  of  the  border. 

I  respectfully  request  that  the  Subcommittee  grant  sufficient  funding  to 
ensure  development  of  a  border  health  laboratory. 

Physician  Assistant 

The  State  of  New  Mexico  has  worked  diligently  to  create  an  Academy  of 
Physician  Assistance  to  increase  the  numbers  of  these  critically  needed  personnel  in 
the  state.    Physician  assistants  provide  valuable  services  to  many  underserved  areas  in 
my  congressional  district  that  have  great  difficulty  recruiting  and  retaining  full-time 
physicians.    Additional  important  functions  could  be  provided  by  physician  assistants 
if  funding  was  available  to  recruit  trainees  and  expand  curriculum  in  the  state. 

I  respectfully  request  $75,000  to  be  appropriated  to  help  develop  and 
expand  this  worthwhile  program. 


Runaway  and  Homeless  Youth 

Youth  Shelters  and  Family  Services  of  Northern  New  Mexico  serves  nearly 
1 ,000  young  people  and  families  in  crisis  each  year.    Their  programs  have  been  very 
successful  in  preventing  unnecessary  out-of-home  placement  of  young  people, 
reuniting  runaways  with  their  families,  and  providing  independent  living  training  for 
young  people  who  are  not  fortunate  to  have  a  home.    The  success  stories  from  their 
prevention  and  intervention  programs  are  innumerable. 

I  respectfully  request  a  10%  increase  in  funding  for  the  Runaway  and 
Homeless  Youth  programs. 

Child  Care  and  Development  Block  Grant 

The  Child  Care  and  Development  Block  Grant  has  greatly  benefited  low- 
income  families,  children,  and  Native  American  communities  in  my  district  since  the 
program's  inception  in  1990.    Current  proposals  to  reduce  funding  for  this  block 
grant  will  have  profound  consequences  on  New  Mexico.    Without  sufficient  funding, 
families  in  my  district  would  not  receive  badly  needed  early  childhood  development 
and  before-  and  after-school  services. 

I  respectfully  request  that  funding  for  the  Child  Care  and  Development 
Block  Grant  be  increased  by  20%  and  that  current  set  asides  for  Native 
Americans  be  maintained. 


The  Minority  Health  Initiative 

Minorities  continue  to  suffer  disproportionately  from  a  lack  of  access  to  health 
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care  services  due  to  an  overwhelming  lack  of  health  insurance  and  social,  economic, 
and  cultural  barriers.    Closely  linked  to  access  barriers  for  members  of  minority 
populations  is  a  severe  shortage  of  providers  in  minority  communities.    The  result  of 
limited  access  to  primary  and  preventive  care  services  and  shortages  of  health  care 
personnel  has  been  strong  evidence  of  poor  health  for  minorities  as  measured  by 
nearly  all  health  indicators.    The  Minority  Health  Initiative  represents  a  small  but 
valuable  step  to  addressing  these  problems. 

I  respectfully  request  an  18%  increase  in  funding  for  the  Minority  Health 
Initiative. 


Centers  of  Excellence 

The  Centers  for  Excellence  program  increases  opportunities  for  minority 
education  in  the  health  professions  by  offering  support  to  institutions  that  train  health 
professionals.    Currendy,  even  though  Hispanics  represent  9.5%  of  the  population 
and  are  projected  to  be  the  largest  minority  group  by  the  year  2010,  less  than  5%  of 
all  physicians  are  Hispanics.    Likewise,  even  though  Native  Americans  represent  .8% 
of  the  U.S.  population,  only  .1%  of  U.S.  physicians  are  Native  Americans.    Hispanic 
and  Native  American  Centers  of  Excellence  have  started  to  reverse  these  trends  over 
the  last  five  years.    We  must  continue  to  support  the  work  of  the  Centers  by  ensuring 
adequate  funding. 

I  respectfully  request  that  funding  for  Centers  of  Excellence  be  increased 

by  25%. 

National  Health  Service  Corps 

Severe  physician  shortages  currently  exist  in  my  district  and  many  other  rural 
parts  of  the  country.    Also,  physicians  located  in  rural  areas  are  significantly  older 
than  their  urban  counterparts.    New  Mexico  has  large  rural  areas  and  high 
concentrations  of  migrant  workers,  who  often  lack  medical  care.    The  National 
Health  Service  Corps  is  an  innovative  and  productive  approach  to  solving  these 
problems.    Increased  funding  for  the  National  Health  Service  Corps  to  assist  younger 
physicians  serve  rural  areas  and  migrant  workers  is  desperately  needed  to  ensure 
adequate  health  care  now  and  in  the  future. 

I  respectfully  request  a  15%  increase  for  the  National  Health  Service 
Corps  over  the  amount  provided  for  in  FY  1995. 

Community  and  Migrant  Health  Centers 

In  my  Northern  New  Mexico  district,  community  and  migrant  health  centers 
have  provided  excellent  health  care  despite  limited  funding  and  health  care  manpower 
shortages.    The  work  of  these  centers  has  helped  immensely  with  education  and 
prevention  services  and  there  have  been  decreases  in  emergency  room  visits  and 
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hospital  admissions.    This  great  track  record,  which  is  repeated  in  many  areas 
throughout  the  country,  illustrates  that  additional  funding  for  community  and  migrant 
health  centers  would  be  a  wise  and  productive  use  of  our  health  care  dollars. 

I  respectfully  request  a  15%  increase  in  funding  for  migrant  and 
community  health  centers  over  the  amount  provided  for  in  FY  1995. 


RELATED  AGENCIES 

Corporation  for  Public  Broadcasting 

Public  television  in  New  Mexico  is  a  valuable  community  partner.    Public 
television  responds  to  community  needs  by  cultivating  such  social  imperatives  as 
education  reform,  literacy,  volunteerism,  public-private  partnerships,  freedom  from 
drugs  and  alcohol,  relief  from  the  influence  of  street  gangs,  and  much  more.    As  our 
nation  moves  into  the  information  age  it  is  vital  that  the  entire  society  have  access  to 
advanced  telecommunications  programming  and  services.   The  Corporation  for  Public 
Broadcasting  is  an  important  bridge  to  the  information  superhighway.    I  urge  the 
Committee  to  fulfill  the  Corporation  for  Public  Broadcasting's  funding  needs. 

I  respectfully  request  that  the  Committee  appropriate  $345  million  for  the 
Corporation  for  Public  Broadcasting  for  FY  1998. 
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Thursday,  April  6,  1995. 

WITNESS 

HON.   JIM   MORAN,   A   REPRESENTATIVE    IN    CONGRESS   FROM   THE 
STATE  OF  VIRGINIA 

Mr.  Porter.  Thank  you,  Mr.  Richardson. 

Mr.  Moran. 

Mr.  Moran.  Thank  you,  very  much,  Mr.  Chairman,  and  col- 
leagues and  friends  on  the  panel. 

Last  year  NIH  was  able  to  fund  fewer  than  25  percent  of  all  the 
peer  reviewed  approved  research  projects.  And  as  you  balance  the 
need  to  fund  all  the  competing  interests  and  priorities  that  come 
before  this  panel,  I  urge  you  to  consider  the  economic  return  from 
investments  in  biomedical  and  behavioral  research  for  children. 

Pediatric  research  conducted  and  supported  from  across  all  the 
research  institutes  receives  fewer  dollars  than  any  other  demo- 
graphic group,  including  men,  women,  seniors  and  minorities.  And 
research  on  childhood  cancer  is  a  prime  example  of  this.  The  aver- 
age age  of  children  diagnosed  with  cancer  is  6  years  compared  to 
67  years  in  adults  and  77  years  for  prostate  cancer. 

With  children's  research,  you  have  the  ability  to  save  60  years 
of  their  productive  life  compared  to,  on  average,  one  year  in  an 
adult  male,  and  yet  prostate  cancer,  as  we  say,  affects^  people  in 
their  later  years,  receives  more  than  twice  the  amount  of  research 
dollars  that  go  to  childhood  cancers. 

Several  years  ago  the  case  was  made  for  inclusion  of  women  and 
minorities  in  new  clinical  trials  undertaken  by  NIH,  and  that  deci- 
sion was  supported  by  the  scientific  need  to  understand  why  so 
many  diseases  and  disabilities  affected  women  and  minorities  in 
distinct  ways.  We  made  a  lot  of  progress  within  the  National  Insti- 
tutes of  Health  by  having  the  clinical  trials  specific  to  women  and 
minorities.  That  would  not  have  happened  without  Congress'  inter- 
vention. And  I  think  now  it  is  time  to  consider  the  same  situation 
with  regard  to  pediatric  research. 

Until  this  past  summer,  when  my  three-year-old  was  diagnosed 
with  malignant  brain  cancer,  I  had  not  looked  into  the  situation 
and  it  has  become  clear  and  I  think  imperative  to  raise  the  fact 
that  children's  cancer  is  the  leading  cause  of  death  by  disease  in 
all  children  between  the  ages  of  1  and  14  years  old.  One  in  every 
330  children  in  America  will  develop  cancer  before  the  age  of  20 
and  the  number  of  new  cases  of  childhood  cancers  diagnosed  each 
year  is  significantly  increasing. 

We  have  boxes  of  letters  from  people  all  across  the  country,  many 
of  them  describing  very  similar  situations  that  affected  our  daugh- 
ter. In  fact,  it  was  phenomenal  that  some  even  described  almost  ex- 
actly a  situation  that  we  wonder  about.  For  example,  our  daughter 
had  chicken  pox  the  same  time  that  she  fell  on  her  head.  This  hap- 
pened to  another  little  girl,  same  age. 

We  had  similar  situations  of  common  experiences  and  here  we 
are  as  parents  with  no  scientific  background  trying  to  figure  out 
what  might  give  rise  to  this  and  we  have  asked  the  doctors  and  we 
have  the  best  doctors  at  Children's  Hospital,  but  they  say  they  do 
not  know.  And,  in  fact,  they  are  not  even  collecting  data  from  the 
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children  they  are  treating  because  they  do  not  have  the  resources 
to  do  so,  nor  the  instruction  to  do  so. 

So  we  are  not  doing  the  kind  of  clinical  trials  that  we  need  to 
determine  what  might  be  able  to  prevent  situations  of  childhood 
cancer. 

Leukemia  is  an  area  where  we  have  been  spending  a  good  deal 
of  time  and  attention  and  resources.  Back  40  years  ago  every  child 
died  when  they  got  leukemia.  Today  the  survival  rate  exceeds  70 
percent,  and  that,  if  you  go  back  to  how  that  change  happened,  it 
was  because  of  a  handful  of  Members  of  Congress,  men  and  women 
within  the  Congress  who  had  a  commitment  to  funding  biomedical 
research,  particularly  in  pediatric  research. 

Now,  we  still  have  a  lot  of  problems,  because  the  principal  thing 
we  do  is  to  radiate,  and  yet  we  know  that  has  very  damaging  re- 
percussions for  most  children  that  go  through  radiation.  But  we 
have  not  been  able  to  look  at  other  diseases  and  brain  cancer  is  one 
of  those  in  children  where  the  prognosis  for  survival  is  virtually  the 
same  as  it  was  back  in  1955.  We  were  able  to  address  leukemia, 
we  did  not  have  the  resources  to  address  things  like  brain  tumors 
in  children,  and  so  the  rate  of  survival  remains  I  understand  the 
same  40  years  later  and  it  is  about  10  to  20  percent. 

What  is  important  to  recognize,  and  I  do  not  want  to  be  in  the 
position  of  competing  one  group  against  another  and  trying  to  pull 
all  these  different,  by  age  and  gender  and  everything  and  race  and 
so  on,  that  is  not  the  way  research  should  be  done,  but,  neverthe- 
less, there  are  unique  circumstances  that  apply  to  children  that  do 
not  apply  to  adults. 

For  example,  the  treatment  of  radiation  has  a  much  more  dam- 
aging impact  on  children  than  it  has  on  adults.  Adult  minds  are 
developed.  They  are  not  susceptible  to  the  retardation  that  occurs 
from  radiation  on  children.  Likewise  with  chemotherapy.  Adults 
are  able  to  withstand  the  chemotherapy,  children  are  less  able  to, 
and  yet  the  treatments  remain  the  same.  Same  thing  with  pain. 
Different  experiences  in  adults  versus  children. 

So  what  I  am  suggesting  is  that  we  need  to  look  at  pediatric  re- 
search, particularly  because  there  are  some  unique  situations  that 
do  require  us  to  set  it  apart,  and  I  do  not  want  you  to  take  money 
obviously  from  any  other  form  of  research,  but  I  do  think  we  need 
adequate  attention  given  to  the  specific  circumstance  with  regard 
to  childhood  diseases  and  to  consider  the  fact  that  an  investment 
in  pediatric  research  is  more  likely  to  give  us  a  higher  economic  re- 
turn than  investment  in  some  diseases  that  generally  apply  to  sen- 
iors. 

Again,  it  is  the  third  rail  to  suggest  anything  like  not  putting 
money  into  other  diseases,  but  I  do  think  that  there  is  a  compelling 
case  that  can  be  made  particularly  for  pediatric  research  at  NIH 
and  that  is  the  purpose  of  my  testimony  today  and  I  appreciate  the 
opportunity  you  have  given  me  to  make  it. 

Thank  you,  Mr.  Chairman. 

[The  prepared  statement  of  Congressman  Jim  Moran  follows:] 
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National  Institutes  of  Health 

Committee  on  Appropriations,  Subcommittee  on  Labor,  Health  and 

Human  Services,  and  Education 

April  6,  1995 

Mr.  Chairman: 

Thank  you  for  this  opportunity  to  speak  before  you  on  the  necessity  to  fully  fund  the 
President's  request  for  $11.8  billion  in  funding  to  the  National  Institutes  of  Health  and  to 
ensure  the  bias  against  children  in  NTH  supported  research  is  rectified. 

The  Administration's  request  represents  a  4%  increase  over  the  1995  budget. 
However,  this  increase  in  funds  will  be  immediately  absorbed  by  biomedical  inflation, 
estimated  to  be  4.1  %,  eliminating  the  possibility  of  any  new  research  for  the  next  fiscal 
year.   As  a  result  of  your  steadfast  commitment  to  biomedical  research,  federal  support  to 
the  N.I.H.  has  more  than  doubled  in  the  last  decade.    As  a  result,  we  have  made  enormous 
gains  in  understanding  and  treating  a  myriad  of  diseases  and  disabilities.    But,  there  is  still 
much  to  be  done. 

Last  year,  N.I.H.  was  able  to  fund  fewer  than  25%  of  all  peer-review  approved 
research  projects,  compared  to  35%  in  1987.   The  percentage  of  approved  projects  funded 
in  coming  years  promises  to  be  even  less,  as  the  Institute  struggles  to  keep  up  with  the 
effects  of  medical  inflation.   This  comes  at  a  time  when  the  scientific  community  is  so  close 
to  major  breakthroughs  in  the  diagnosis,  treatment  and  cure  of  a  host  of  diseases. 

As  you  balance  the  need  to  adequately  fund  biomedical  research,  against  growing 
claims  on  the  federal  budget,  I  urge  you  to  consider  the  economic  return  from  investments 
in  biomedical  and  behavioral  research  for  children.    Pediatric  research,  conducted  and 
supported  across  all  of  the  research  institutes,  receives  fewer  dollars  than  any  other 
demographic  group,  including,  men,  women,  seniors  and  minorities. 

Research  on  childhood  cancer  is  a  prime  example  of  this  bias  in  funding  and  in 
priorities  by  the  N.I.H.   The  average  age  of  children  diagnosed  with  cancer  is  six  years, 
compared  to  67  years  in  adults;   and  77  years  for  prostate  cancer.    Despite  the  potential  to 
save  60  years  of  productive  life  in  children,  compared  to  one  in  an  adult  male,  prostate 
cancer  research  is  recommended  in  the  professional  judgement  budget,  to  receive  more  than 
twice  the  amount  of  dedicated  research  dollars  than  all  childhood  cancers  combined. 

I  am  not  recommending  funding  one  group  of  diseases  over  another,  or  for  one 
Institute  over  another.   I  do  not  believe  that  Members  of  Congress  should  politicize  the 
research  agenda  of  the  nation's  premier  research  institution.     However,  I  do  believe  that  we 
have  a  continuing  obligation  to  raise  questions  about  glaring  gaps  in  our  portfolio  of  medical 
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Several  years  ago,  the  case  was  made  for  inclusion  of  women  and  minorities  in  new 
clinical  trials  undertaken  by  the  NIH.  That  decision  was  supported  by  the  scientific  need  to 
understand  why  so  many  diseases  and  disabilities  affect  women  and  minorities  in  distinct 
ways.  The  Institutes  have  made  commendable  progress  in  addressing  health  issues  specific 
to  women  and  minorities,  as  a  direct  result  of  Congress  intervening,  and  requiring  N.I.H.  to 
rectify  this  historical  bias  in  biomedical  and  behavioral  research.  Now... it  is  time  to  speak 
up  for  our  children. 

Until  this  past  summer,  when  my  three  year  old  daughter  was  diagnosed  with  brain 
cancer,  I  was  unaware  of  the  bias  against  adequate  funding  for  pediatric  research.    I  was 
unaware  that  in  the  competition  for  federal  research  funds,  children's  interests  are  poorly 
represented.    I  was  unaware  of  the  toll  that  childhood  diseases  and  disabilities  take  on  young 
children  and  their  families.    Although  cancer  is  rare  as  a  childhood  disease,  8,000  children 
will  be  diagnosed  this  year  and  1,600  of  these  children  will  die.    Despite  its  rarity,  cancer  is 
the  leading  cause  of  death  by  disease  in  children  between  the  ages  of  1-14  years.    One  in 
every  330  children  in  America  will  develop  cancer  before  the  age  of  20  and  the  number  of 
new  cases  of  childhood  cancers  diagnosed  each  year  is  increasing. 

Significant  progress  has  been  made  in  some  childhood  cancers,  like  leukemia.   In 
1955,  a  diagnosis  of  leukemia  was  a  death  sentence  for  a  child.    Today,  the  survival  rate 
exceeds  70%.    This  is  in  large  part,  due  to  the  commitment  of  a  handful  of  Congressmen 
and  women  who  have  remained  steadfast  in  their  commitment  to  funding  biomedical 
research  and  specifically,  ensuring  that  funding  for  pediatric  research  was  included.  But, 
there  are  a  number  of  other  diseases,  which  have  not  yielded  to  research  advancements. 
Brain  cancer  is  one  of  those  diseases.    The  prognosis  for  survival  is  still  what  is  was  10 
years  ago. .  .poor. 

What  pediatric  researchers  have  found  out  is  that  childhood  diseases,  like  cancer, 
behave  differently  in  children  than  they  do  in  adults.    Treatments  which  have  been  clinically 
tested  on  adults,  wreak  havoc  on  the  bodies  and  minds  of  young  children,  leaving  them 
physically  and  mentally  disabled.    Radiation  therapy,  commonly  used  in  adults,  is  highly 
toxic  for  children.    Yet,  in  spite  of  all  of  the  disabilities  it  causes  in  children,  it  is  one  of 
the  major  treatments  available  for  children.   Another  critical  issue  facing  treatment  of 
diseases  in  children  is  effective  pain  therapy.    As  you  may  be  aware,  there  have  been  major 
breakthroughs  in  understanding  the  impact  of  uncontrolled  pain  in  adults.    Only  very  limited 
research  has  been  conducted  on  the  management  and  control  of  pain  in  children.    Again, 
there  are  few  viable  options. 

We  must  continue  to  build  on  the  successes  of  our  national  research  institutes,  putting 
the  recent  advances  in  molecular  biology  into  clinical  use  as  soon  as  possible.    The  diseases 
we  battle  today  contain  mysteries  that  will  push  our  capabilities  to  the  limit.    As  we  look  to 
the  future,  we  need  a  vision  we  all  can  share...  a  vision  that  advances  frontiers,  is 
innovative,  and  filled  with  hope... for  all  individuals  and  their  families.    I  urge  you  not  to 
forget  the  children  as  you  forge  ahead  in  your  commitment  to  biomedical  research. 

I  urge  you  to  consider  establishing  a  Pediatric  Research  Fund  this  year  to  help 
correct  the  bias  against  children.    I  urge  you  to  consider  requiring  the  NIH  to  include 
children  in  clinical  trials,  as  appropriate,  and  to  fund  biomedical  and  behavioral  research 
across  all  of  the  relevant  Institutes  for  pediatric  research.    I  would  urge  you  NOT  to  take 
monies  already  designated  for  NIH  research,  but  to  appropriate  new  monies  specifically  for 
this  purpose,  and  rectify  the  historical  bias  against  support  for  pediatric  research. 

Thank  you,  Mr.  Chairman,  for  your  attention  and  consideration  of  my  testimony. 
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Mr.  Porter.  Jim,  we  know  and  understand  and  share  the  depth 
of  your  feeling  about  the  importance  of  biomedical  research  and  we 
very  much  are  interested  in  your  message  about  pediatric  research 
and  we  will  take  it  to  heart.  Thank  you  for  your  testimony. 

Mr.  Moran.  I  appreciate  that  Mr.  Chairman,  I  know  how  sincere 
you  are. 

Mr.  Porter.  Mr.  Bonilla. 

Mr.  Bonilla.  Mr.  Chairman,  I  have  had  a  personal  interest  in 
what  Jim  is  talking  about  here  today  and  he  has  shown  a  tremen- 
dous amount  of  courage  and  strength  to  appear  before  this  commit- 
tee today  to  try  to  help  children  much  beyond  what  he  is  talking 
about  within  his  own  household.  I  can  assure  you  that  your  com- 
ments are  taken  to  heart  and  I  am  one,  as  many  Members  here, 
and  all  over  Washington,  who  shares  the  concern  that  you  have 
been  struggling  with  for  some  time  now.  I  would  just  like  to  ask 
you,  how  is  your  daughter? 

Mr.  Moran.  Well,  she  is  at  Children's  Hospital  right  now.  We  are 
going  to  try  to  get  her  out  this  afternoon.  We  have  an  ice  cream 
thing  in  the  Cannon  Building  and  we  are  going  to  try  to  get  her 
out  for  that. 

Let  me — when  I  regain  my  composure,  I  want  to  say,  Henry,  one 
of  the  interesting  things  that  we  found  out,  my  other  daughter, 
who  is  24,  had  cervical  cancer.  And  the  doctor,  the  medical  commu- 
nity was  able  to  immediately  treat  that.  They  knew  what  to  do, 
they  knew  what  the  diagnosis  was,  and  were  able  to  respond  imme- 
diately. 

The  response  to  our  daughter's  disease  was  very  much  different. 
Virtually  every  doctor  we  talked  to  said,  you  know,  we  really  do  not 
know  much  about  what  causes  this.  There  is  inadequate  research 
and  everything  we  are  doing  is  almost  experimental.  We  are  going 
to  recommend  radiation  because  that  is  all  we  can  recommend  and 
we  will  give  you  chemotherapy,  but  what  we  are  doing  is  experi- 
mental. It  is  part  of  an  experiment  and  we  cannot  really  tell  you 
what  to  expect  other  than  there  is  little  hope. 

Because  we  have  tried  everything  we  have  read  about  and  heard 
about  and  tried  to  learn  from  the  thousands  of  letters  we  got,  her 
chances  have  increased  from  what  was  10  percent  up  to  almost  50 
percent.  And  the  doctors  are  amazed  and  said  this  is  the  best  re- 
sponse we  have  seen  from  any  of  the  children. 

But,  again,  they  do  not  have  the  resources  to  record  that  and  to 
try  to  figure  out  what  is  making  the  difference.  And  I  know  with 
any  of  my  friends  and  colleagues  up  here,  one  of  the  responses  you 
would  have  to  this  situation  is  to  try  to  turn  it  into  some  kind  of 
constructive  experience  that  will  affect  other  people's  lives,  and  I 
think  there  are  some  lessons  to  be  learned  and  it  is  useful  to  share 
them. 

I  also,  incidentally,  and  I  want  to  tell  you,  that  I  think  it  is  fate- 
ful that  we  have  such  good  people  on  this  panel  and  I  do  trust  that 
you  do  the  right  thing  under  very  limited  resources  and  again  I  ap- 
preciate the  opportunity  to  talk  with  you. 

Mr.  Bonilla.  We  will  do  all  we  can  to  help  and  good  luck  to  you. 
We  will  keep  praying  for  you. 

Mr.  Moran.  Thank  you. 

Mr.  Porter.  Mr.  Stokes. 
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Mr.  Stokes.  Thank  you,  Mr.  Chairman. 

Mr.  Chairman,  in  the  interest  of  time  I  don't  have  any  questions 
but  I  want  to  join  with  you  and  Mr.  Bonilla,  and  I  am  sure  also 
the  other  Members  of  the  committee  in  expressing  our  appreciation 
to  Mr.  Moran  for  his  appearance  here  this  morning. 

I  think  all  of  us  realize  how  difficult  it  is  to  testify  from  personal 
experience  on  a  matter  of  this  sort,  and  you  have  done  so  with  a 
great  deal  of  dignity  and  grace  and  I  am  certainly  impressed  with 
not  only  what  you  have  brought  to  us  today  but  your  own  personal 
commitment  in  this  area.  I  think  that  one  of  the  things  that  means 
so  much  to  those  of  us  who  have  the  privilege  and  honor  of  serving 
on  this  subcommittee,  is  that  it  provides  us  a  unique  opportunity 
to  try  to  provide  funding  appropriations  for  programs  that  reach 
out  and  help  improve  the  quality  of  life  for  people. 

Certainly  when  we  are  talking  about  our  children,  there  is  noth- 
ing closer  to  any  of  us  than  our  children  and  our  grandchildren.  So 
I  appreciate  so  much  your  appearance  here  this  morning. 

Thank  you. 

Mr.  Moran.  Thank  you. 


Thursday,  April  6,  1995. 

WITNESS 

HON.  JOHN  D.  FOX,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  PENNSYLVANIA 

Mr.  Porter.  Our  next  witness  is  our  colleague  from  Pennsylva- 
nia, John  Fox,  to  testify  on  women's  health,  TRIO  and  Impact  Aid. 

John,  we  welcome  you  here  this  morning.  Please  proceed. 

Mr.  Fox.  Thank  you,  Mr.  Chairman  and  Members. 

I  must  say,  I  admire  statements  of  the  outpouring  of  love  to  our 
colleague  Mr.  Moran  and  hope  that  all  will  be  well  with  his  daugh- 
ter and  appreciate  the  committee's  indulgence  and  my  prayers. 

Mr.  Chairman,  and  colleagues,  I  appreciate  this  opportunity  to 
testify  in  support  of  several  Federal  programs.  I  am  more  than 
aware  of  the  budgetary  constraints  on  this  subcommittee.  I  know 
it  has  to  make  tough  decisions  in  appropriation  allocations.  How- 
ever, I  request  the  subcommittee's  seriously  consider  various  re- 
quests and  I  will  start  with  Women's  Health  Initiative. 

Cardiovascular  disease,  cancer  and  osteoporosis  are  the  most 
common  causes  of  death,  disabilities  and  impaired  quality  of  life  on 
postmenopausal  women.  Before  1991,  clinical  researchers  had  pre- 
viously concentrated  mainly  on  white  middle-class  men  and  paid 
little  attention  to  preventing  and  treating  diseases  that  are  unique 
to,  or  more  common  in,  women. 

I  am  aware  also  of  your  own  committee's  leadership  in  this  area 
of  Congresswomen  Lowey  and  Pelosi  on  women's  health  care  and 
the  women's  caucus. 

However,  in  1991  the  Women's  Health  Initiative  was  established 
to  address  such  important  health  issues.  Since  its  inception,  the 
Women's  Health  Initiative  has  made  great  strides  to  accomplish 
various  objectives  including  to  strengthen  and  enhance  research  re- 
lated to  diseases,  disorders  and  conditions  that  affect  women,  and 
to  ensure  that  research  conducted  and  supported  by  NIH  ade- 
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quately  addresses  issues  regarding  women's  health;  also  to  ensure 
that  women  are  appropriately  represented  in  biomedical  and  be- 
havioral research  studies  supported  by  NIH;  and  to  develop  oppor- 
tunities and  support  for  recruitment,  retention,  and  advancement 
of  women  in  biomedical  careers. 

In  summary,  this  vital  program  will  provide  information  for 
women,  their  health  care  providers,  and  their  communities.  Fur- 
thermore, this  information  will  reflect  the  benefits  and  risks  of  pre- 
ventative approaches  and  the  means  of  achieving  successful  adop- 
tion of  these  behaviors. 

Mr.  Chairman,  continued  funding  for  this  program  is  of  utmost 
importance  for  the  health  of  women  across  the  country.  Clearly,  it 
is  important  that  women  have  the  informational  tools  they  need  to 
protect  their  bodies.  I,  therefore,  urge  the  subcommittee  to  give  se- 
rious consideration  in  appropriating  the  requested  $56.8  million  for 
this  initiative. 

With  regard  to  the  TRIO  educational  program,  this  is  a  program 
that  shows  our  Nation's  commitment  to  providing  educational  op- 
portunities for  all  Americans  and  it  is  clearly  demonstrated  by  the 
five  Federal  TRIO  programs. 

The  bipartisan  support  these  initiatives  have  enjoyed  for  many 
years  is  an  indication  of  their  success. 

These  valuable  programs,  which  include  Educational  Opportunity 
Centers,  the  Ronald  E.  McNair  Post-baccalaureate  Achievement 
program,  Student  Support  Services,  Talent  Search  and  Upward 
Bound,  presently  serve  nearly  700,000  students.  In  Pennsylvania's 
13th  Congressional  District  I  have  been  very  impressed  with  the 
achievements  of  435  students  served  by  our  four  TRIO  programs. 

As  you  know,  TRIO  serves  low-income  students  whose  parents 
never  graduated  from  college.  And  according  to  the  recent  Census 
data,  students  in  the  lowest  income  quartile  are  13  times  less  likely 
to  graduate  from  college  by  age  24  than  students  in  the  highest  in- 
come quartile.  TRIO  is  a  highly  effective  way  of  ensuring  that  moti- 
vated, talented  students  who  are  from  low-income  families  have  a 
chance  to  succeed  and  graduate  from  college. 

Mr.  Chairman,  and  members  of  the  subcommittee,  I  urge  you  to 
retain  at  least  the  fiscal  year  1995  appropriation  of  $463  million  for 
the  TRIO  programs.  It  is  an  honorable  endeavor  to  open  the  doors 
of  opportunity  for  many  hard-working,  intelligent  young  Ameri- 
cans. 

I  also  wanted  to  endorse  the  Job  Training  and  Summer  Youth 
Employment  programs. 

I  have  heard  from  employers,  township  governments,  and  job 
training  beneficiaries  about  the  tremendous  value  of  these  pro- 
grams. Businesses  and  local  governments  in  my  district  praise  the 
success  of  these  partnerships  in  completing  important  projects  and 
more  importantly  in  developing  a  work  ethic  and  skills  among  our 
young  people  and  job  training  recipients. 

As  a  former  county  commissioner,  I  can  tell  you  our  local  town- 
ships and  bureaus  that  do  not  have  a  great  deal  of  excess  funding 
have  had  the  summer  youth  clean  up  parks  and  paint  old  buildings 
and  to  really  be  a  partnership  between  the  younger  people.  Many 
of  them,  as  a  result  of  this  program,  have  gone  on  to  become  them- 
selves township  officials.  Business  leaders  particularly  noted  the 
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flexibility  and  productivity  of  the  summer  job  programs.  And  com- 
munity based  agencies  and  local  governments  have  benefitted  sig- 
nificantly from  this  kind  of  public-private  partnership. 

So  I  would  urge  the  committee  to  sufficiently  fund  the  job  train- 
ing programs  for  fiscal  year  1996. 

Finally,  the  Library  Services  Construction  Act.  Mr.  Chairman, 
you  may  recall,  I  came  to  visit  your  office  about  this  one  and  told 
you  of  my  special  interest  having  been  involved  in  Pennsylvania  as 
the  founder  and  the  first  chairman  of  the  Legislative  Coalition  for 
Libraries  in  Pennsylvania  where  I  have  seen  the  importance  of  the 
Public  Library  Construction  program  in  order  to  allow  municipali- 
ties to  upgrade  and  improve  their  libraries.  We  here  in  Congress 
enjoy  the  great  facilities  of  the  Library  of  Congress  and  we  are  try- 
ing to  give  that  to  our  own  neighborhoods. 

Lastly,  Impact  Aid.  I  want  to  offer  my  strongest  support  on  be- 
half of  section  8002  of  the  Impact  Aid  program.  As  you  know,  this 
section  provides  payments  to  school  districts  which  have  lost  more 
than  10  percent  of  their  real  estate  tax  base  due  to  Federal  acquisi- 
tions. 

This  assists  school  districts  that  enroll  military  children.  How- 
ever, many  school  districts  are  impacted  by  the  military  in  another 
way,  by  the  removal  of  some  portion  of  their  real  estate  tax  base 
by  Federal  property. 

The  elimination  of  Section  8002  payments  for  Federal  property 
will  result  in  tremendous  burdens  being  placed  on  schools  that  rely 
on  Federal  property  payments  as  opposed  to  general  support  pay- 
ments. 

I  would  be  most  grateful,  and  I  am  sure  my  colleague,  Congress- 
man Greenwood,  who  shares  the  Willow  Grove  air  base,  for  your 
leadership  in  assuring  a  redistribution  of  funding  so  that  Section 
8002  is  not  eliminated. 

We  thank  you  for  your  consideration  of  this.  In  closing,  I  want 
to  thank  the  Chairman  and  the  members  of  this  important  commit- 
tee for  your  consideration  and  for  your  attention  on  these  matters. 

I  thank  you  very  much. 

[The  prepared  statement  of  John  D.  Fox  follows:] 
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STATEMENT  OF  THE  HONORABLE  JON  D.  FOX 

BEFORE  THE  HOUSE  APPROPRIATIONS  COMMITTEE 

SUBCOMMITTEE  ON  LABOR-HHS-EDUCATION 

APRIL  6,  1995 


Mr.  Chairman,  I  appreciate  the  opportunity  to  testify  in 
support  of  several  federal  programs.  I  am  more  than  aware  of  the 
budgetary  pressures  on  this  Subcommittee  and  I  know  it  has  had  to 
make  tough  decisions  in  appropriation  allocations.  However,  I 
request  that  the  Subcommittee  seriously  consider  my  appropriations 
requests,  which  positively  impact  my  constituents  of  the  13th 
Pennsylvania  district,  not  to  mention  the  nation  as  a  whole. 

My  testimony  includes  requests  for  funding  for  the  following 
projects:  the  Women's  Health  Initiative,  TRIO  educational  programs, 
Job  Training  and  Summer  Youth  Employment,  the  Library  Services 
Construction  Act,  and  Impact  Aid. 

Women's  Health  Initiative 

Cardiovascular  disease,  cancer,  and  osteoporosis  are  the  most 
common  causes  of  death,  disability,  and  impaired  quality  of  life  on 
postmenopausal  women.  Before  1991,  clinical  researchers  had 
previously  concentrated  mainly  on  white,  middle-class  men  and  paid 
little  attention  to  preventing  and  treating  diseases  that  are 
unique  to,  or  are  more  common  in,  women. 

However,  in  1991,  the  Women's  Health  Initiative  was 
established  to  address  such  important  health  issues.  Since  its 
inception,  the  Women's  Health  Initiative  is  making  great  strides  to 
accomplish  its  following  objectives: 

o   to  strengthen  and  enhance  research  related  to  diseases, 
disorders,  and  conditions  that  affect  women,  and  to 
ensure  that  research  conducted  and  supported  by  NIH 
adequately  addresses  issues  regarding  women's  health; 

o  to  ensure  that  women  are  appropriately  represented  in 
biomedical  and  behavioral  research  studies  supported  by 
NIH;  and 

o   to  develop  opportunities  and  support  for  recruitment, 

retention,  and  advancement  of  women  in  biomedical  careers. 


In  summary,  this  vital  program  will  provide  important, 
scientifically-valid  information  for  women,  their  health  care 
providers,  and  their  communities.  Furthermore,  this  information 
will  reflect  the  benefits  and  risks  of  preventative  approaches  and 
the  means  of  achieving  successful  adoption  of  these  behaviors. 

Mr.  Chairman,  continued  funding  for  this  program  is  of  utmost 
importance  for  the  health  of  women  across  the  country.  Clearly,  it 
is  important  that  women  have  the  informational  tools  they  need  to 
protect  their  bodies.  I,  therefore,  urge  the  Subcommittee  to  give 
serious  consideration  in  appropriating  the  requested  $56.8  million 
for  this  initiative. 
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TRIO  Educational  Programs 

Our  nation's  commitment  to  providing  educational  opportunity 
for  all  Americans  is  clearly  demonstrated  by  the  five  federal  TRIO 
programs.  The  bi-partisan  support  these  initiatives  have  enjoyed 
for  many  years  is  an  indication  of  their  success. 

These  valuable  programs,  which  include  Educational  Opportunity 
Centers,  the  Ronald  E.  McNair  Post -baccalaureate  Achievement 
Program,  Student  Support  Services,  Talent  Search  and  Upward  Bound, 
presently  serve  nearly  700,000  students.  In  Pennsylvania's  13th 
Congressional  District,  I  have  been  very  impressed  with  the 
achievements  of  435  students  served  by  our  4  TRIO  programs. 

As  you  know,  TRIO  programs  serve  low- income  students  whose 
parents  never  graduated  from  college.  According  to  recent  Census 
data,  students  in  the  lowest  income  quartile  are  13  times  less 
likely  to  graduate  from  college  by  age  24  than  students  in  the 
highest  income  quartile.  TRIO  is  a  highly  effective  way  of 
ensuring  that  motivated,  talented  students  who  are  from  low- income 
families  have  a  chance  to  succeed  and  graduate  from  college. 

Mr.  Chairman,  Members  of  the  Subcommittee,  I  urge  you  to 
retain  at  least  the  FY  1995  appropriation  of  $463  million  for  the 
TRIO  programs .  It  is  truly  an  honorable  endeavor  to  open  the  doors 
of  opportunity  for  many  hard-working,  intelligent  young  Americans. 

Job  Training  /  Summer  Youth  Employment 

Mr.  Chairman,  job  training  partnerships  and  summer  youth 
employment  are  some  of  the  most  important  and  valuable  efforts  in 
which  we  are  engaged. 

I  have  heard  from  employers,  township  governments,  and  job 
training  beneficiaries  about  the  tremendous  value  of  these 
programs.  Businesses  and  local  governments  praise  the  success  of 
these  partnerships  in  completing  important  projects  and  more 
importantly  in  developing  a  work  ethic  and  skills  among  our  young 
people  and  job  training  recipients.  Business  leaders  particularly 
note  the  flexibility  and  productivity  of  job  training  endeavors. 

Summer  jobs  teach  young  people  the  value  of  hard  work,  build 
character,  and  provide  them  with  a  productive  activity  while  they 
are  not  in  school .  Community-based  agencies  and  local  governments 
benefit  significantly  from  the  diligent  work  of  these  youth. 

Mr.  Chairman,  I  urge  you  and  the  Members  of  the  Committee  to 
sufficiently  fund  job  training  and  summer  youth  job  programs  for 
Fiscal  Year  1996. 

Library  Services  Construction  Act 

As  you  know,  libraries  are  an  important  educational  and 
cultural  resource  in  our  communities.  Title  II  of  the  Library 
Services  and  Construction  Act  provides  funding  for  the  Public 
Library  Construction  Program  in  order  to  allow  our  municipalities 
to  upgrade  and  improve  library  facilities. 

In  the  Pennsylvania  legislature,  I  was  proud  to  serve  as 
founder  and  Chairman  of  the  Legislative  Coalition  for  Libraries  and 
I  know  firsthand  the  impact  of  these  dollars  at  the  local  level  and 
throughout  the  state  of  Pennsylvania. 

The  Title  II  program  matches  federal  funds  with  state  and 
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local  funds.   Mr.  Chairman,  I  urge  you  to  maintain  the  federal 
commitment  to  this  worthwhile  partnership. 

Impact  Aid 

I  would  like  to  offer  my  strongest  support  on  behalf  of 
Section  8002  of  the  Impact  Aid  program.  As  you  know,  this  section 
provides  payments  to  school  districts  which  have  lost  more  than  10% 
of  their  real  estate  tax  base  due  to  federal  acquisitions. 

Impact  Aid  general  support  payments  assist  school  districts 
that  enroll  military  children.  However,  many  school  districts  are 
impacted  by  the  military  in  another  way  -  by  the  removal  of  some 
portion  of  their  real  estate  tax  base  by  federal  property. 

The  elimination  of  Section  8002  payments  for  federal  property 
will  result  in  tremendous  burdens  being  placed  upon  schools  that 
rely  on  federal  property  payments  as  opposed  to  general  support 
payments . 

I  would  be  grateful  for  your  leadership  in  ensuring  a 
redistribution  of  funding  so  that  Section  8002  is  not  eliminated. 
Mr.  Chairman  and  Members  of  the  Committee,  thank  you  for  your 
consideration  of  this  matter. 


In  closing,  I  thank  you  again  Mr.  Chairman  for  the  opportunity 
to  testify  before  this  Subcommittee  on  behalf  of  these  programs  and 
I  appreciate  your  careful  consideration  of  my  requests. 
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Mr.  Porter.  John,  you  are  one  of  only  two  first-year  Members 
of  Congress  to  come  before  the  committee  to  testify  in  our  time  set 
aside  for  Members  of  Congress,  and  the  only  one  who  is  not  a  mem- 
ber of  the  Appropriations  Committee.  So  we  very  much  appreciate 
your  coming  here  to  give  us  your  thoughts  on  each  of  these  pro- 
grams, and  we  will  certainly  take  your  views  into  account  when  we 
mark  up  our  bill. 

Mr.  Fox.  Mr.  Chairman,  and  colleagues,  I  really  appreciate  the 
time  and  thank  you  very  much. 


Thursday,  April  6,  1995. 

WITNESS 

HON.  FRANK  PALLONE,  JR.,  A  REPRESENTATrVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  JERSEY 

Mr.  Porter.  Next  we  are  pleased  to  welcome  our  colleague, 
Frank  Pallone  of  New  Jersey,  to  testify  regarding  education  pro- 
grams. 

Mr.  Pallone.  Thank  you,  Mr.  Chairman.  I  have  a  statement 
that  I  would  submit  for  the  record,  and  I  will  just  try  to  summarize 
that  briefly,  if  I  could. 

I  would  also  say  I  think  this  appropriations  subcommittee  room 
is  really  nice.  Really  special. 

Let  me  first  talk  about  Impact  Aid,  if  I  can.  Basically,  my  request 
is  that  we  fund  Impact  Aid  at  least  at  the  level  it  was  funded  in 
the  previous  fiscal  year.  I  know  that  the  President's  budget  has 
proposed,  I  guess,  a  cut  of  about  15  percent  and  there  are  also 
Members,  particularly  I  guess  on  the  Budget  Committee,  that  have 
talked  about  zeroing  out  Impact  Aid  and  not  providing  any  money 
for  Impact  Aid.  I  was  one  of  I  guess  20  or  30  Members  that  signed 
a  letter  to  Chairman  Kasich  saying  that  should  not  be  done. 

The  reason  I  think  it  is  important  to  keep  Impact  Aid  is  obvi- 
ously many  of  these  districts,  school  districts  around  the  country, 
have  depended  upon  it  and  if  you  just  eliminate  it  outright  or  you 
cut  back  significantly  more  than  it  has  been  in  the  past,  it  will 
have  a  major  impact  on  their  ability  to  continue  with  their  pro- 
grams. I  think,  actually,  it  has  been  cut  significantly,  if  you  look 
at  the  last  10  years  or  so. 

I  wanted  to  give  you  an  idea  of  why.  One  of  the  arguments  that 
I  hear,  is,  well,  you  know  people  should  be  happy  that  everyone  has 
a  military  base  in  their  area  and  they  have  the  jobs  that  go  along 
with  it  so,  therefore,  they  should  not  be  so  concerned  about  Impact 
Aid.  That  argument  is  not  really  a  legitimate  one  if  you  use  my 
area. 

For  example,  most  of  the  Impact  Aid  I  am  concerned  about  comes 
from  two  bases.  And  the  way  New  Jersey  school  districts  are 
mapped  out,  if  you  will,  oftentimes  the  districts  that  receive  the 
children  from  the  military  bases  are  not  necessarily  the  ones  where 
the  jobs  are  located  and  where  the  military,  where  the  benefits,  if 
you  will,  from  having  the  military  base  are  mainly  located. 

So  we  have,  in  particular  in  my  area,  a  town,  Tinton  Falls,  which 
is  the  major  receiver  of  Impact  Aid,  which  is  handling  students 
from  the  naval  base,  which  is  not  that  close  by  and  from  which 
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they  do  not  really  receive  the  benefits.  It  has  gotten  to  the  point 
where  members  of  the  board  of  education  run  on  platforms  where 
they  say  that  they  do  not  want  to  take  the  students  any  more  be- 
cause the  Impact  Aid  is  not  adequate. 

So  it  is  really  important,  I  think,  for  this  committee  to  continue 
that  funding,  keeping  in  mind  the  fact  that  some  of  the  towns  that 
get  the  aid  do  not  necessarily  benefit  from  the  bases. 

The  other  thing  I  wanted  to  mention  very  briefly  is  a  request 
that  continues  the  funding  for  the  Job  Training  Partnership  Act 
summer  program.  Again,  I  know  that  has  been  an  issue.  People 
say,  "is  it  really  that  valuable,  is  it  just  income  or  does  it  really 
do  anything".  Let  me  tell  you  in  my  district  it  does  a  lot. 

In  one  of  my  counties,  the  Monmouth  County  summer  youth 
training  program  last  year  had  about  a  thousand  children  from  the 
county  serve  in  the  youth  program  and  they  worked  in  partnership 
with  industry,  with  difficult  companies.  So  that  a  lot  of  times  the 
students  that  were  involved  in  the  summer  program  gained  edu- 
cational skills  and  training  and  even  ended  up  being  placed  in  jobs 
in  future  years  right  after  graduation  from  high  school,  where  they 
used  that  apprenticeship  or  training  from  the  summer  program.  So 
it  really  is  not  a  "make  work"  situation.  It  is  something  that  is  very 
valuable  and  actually  results  in  people  getting  jobs  down  the  line. 

The  last  thing  I  wanted  to  mention  is  something  which  I  would 
be  remiss  to  say  is  not  authorized,  and  I  am  basically  bringing  it 
to  your  attention  because  at  some  point  this  year  or  in  the  future 
I  am  hopeful  I  can  get  it  authorized  in  some  way,  and  this  is  a  $9 
million  grant  for  Monmouth  University  Information  Research  Cen- 
ter. This  is  a  major  university  in  my  district.  What  they  have  done 
is  they  have  a  lot  of  linkage  with  Fort  Monmouth  and  with  the 
communications  and  electronics  activity  that  take  place  at  Fort 
Monmouth. 

They  have  a  lot  of  people  that  go  to  school  at  Monmouth  College 
and  then  work  at  Fort  Monmouth.  They  are  trying  to  put  together, 
basically,  instead  of  a  conventional  library,  sort  of  an  electronic  li- 
brary, where  they  take  the  traditional  library,  their  computer  ac- 
tivities, and  also  connect,  if  you  will,  with  a  lot  of  the  Army  activi- 
ties at  Fort  Monmouth  and  put  together  and  build  a  new  informa- 
tion research  center. 

They  are  in  the  process  of  raising  $10,000,000  for  their  project 
privately,  and  they  are  trying  to  get  Federal  matching  funds.  I 
wanted  to  bring  it  to  your  attention.  I  don't  know  necessarily  this 
fiscal  year,  but  at  some  point  down  the  road  I  may  come  back  to 
you  and  ask  you  if  you  can  help  us  with  it. 

That  is  all  I  wanted  to  say.  I  certainly  appreciate  your  listening 
to  me  and  taking  the  time. 

Mr.  Porter.  Frank,  thank  you  for  your  testimony.  I  am  advised 
there  were  105  signatures  on  the  Kasich  letter,  one  of  which  was 
mine. 
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Mr.  Pallone.  I  didn't  realize  that.  Great. 

Mr.  Porter.  We  share  your  great  concern  with  the  Federal  Gov- 
ernment meeting  its  obligation  to  help  pay  for  the  education  of 
young  people  whose  parents  do  not  pay  their  share  of  taxes  to  local 
school  districts. 

We  thank  you  very  much  for  coming  to  testify  this  morning. 

Mr.  Pallone.  Thank  you. 

[The  prepared  statement  of  Congressman  Frank  Pallone,  Jr.,  fol- 
lows:] 
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J^^^HHn^L.  FRANK  PALLONE,  JR. 

6TH  DISTHICT.  NEW  JEHSEY 


Washington  Office 

)  Cannon  house  OffiCE  Bunow 
Telephone  (202)  225^671 


(EongreBB  of  the  United  States 
JiouBE  of  iUpreBentatiutH 

aaaliington.  B(E  20515-3006 
April   6,    1995 

TESTIMONY  OF  REPRESENTATIVE  FRANK  PALLONE,  JR. 

BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN 

SERVICES,  AND  EDUCATION 

COMMITTEE  ON  APPROPRIATIONS 


MR.  PALLONE:    Mr.  Chairman,  thank  you  for  giving  me  a  few 
minutes  to  ask  for  your  support  regarding  a  number  of  budget 
requests  that  are  very  important  to  the  6th  Congressional 
district  of  New  Jersey. 

The  first  issue  I  would  like  to  address  is  a  request  for  the 
continuation  of  funding  for  the  federal  Impact  Aid  program. 
Impact  aid  provides  basic  support  to  school  districts  affected  by 
federal  activities,  such  as  military  bases  and  Indian 
reservations.   More  than  2,000  school  districts  nationwide  count 
on  the  program  as  reimbursement  for  the  revenue  loss  do  to  the 
reduction  of  their  tax  bases  as  a  result  of  Federal 
installations.  It  is  a  clear  obligation  of  the  federal  government 
and  should  not  be  reduced  or  eliminated. 

This  year  the  President  has  proposed  cutting  the  impact  aid 
program  by  15  percent,  reducing  the  1995  allocation  of  $728 
million  to  the  1996  figure  of  $619  million.  Federally  impacted 
school  districts  count  on  that  funding,  which  was  significantly 
cut  in  FY  1995  by  $70  million.  The  program  cannot  afford  another 
cut,  nor  can  communities  afford  to  have  the  funding  outright 
eliminated.   It  is  in  my  opinion  that  the  impact  aid  funding 
levels,  at  a  minimum,  should  be  maintained  at  present  levels.   We 
should  not  shirk  our  longstanding  contract  between  the  federal 
government  and  the  many  communities  where  military  Installations 
are  located 

I  would  also  like  to  request  the  continued  funding  of  the 
Job  Training  Partnership  Act  (JTPA)  Summer  Program.   I  feel 
strongly  that  the  Summer  Program  is  vital  if  youth  are  to  learn 
the  value  of  work,  and  I  respectfully  submit  that  this  funding  be 
continued.   As  in  other  Service  Delivery  Areas  across  the  United 
States,  the  Monmouth  County  Summer  Youth  Employment  and  Training 
Program,  in  my  district,  provides  actual  job  opportunities  as 
well  as  vocational  training,  not  only  to  youth  of  low  income,  but 
to  those  who  are  disabled  as  well.   Last  year,  almost  1,000  youth 
from  throughout  Monmouth  County  were  served  by  the  JTPA  Summer 
Youth  Program. 

In  addition  to  providing  disadvantaged  youth  with  valuable 
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work  experience  and  an  understanding  of  the  work  ethic,  the 
Summer  Program  helps  stimulate  the  local  economy  and  provides  a 
strong  foundation  for  school -to- work  transition  services,  serving 
as  links  among  schools,  employers  and  local  governments.  It  is 
not  simply  an  "income  supplement"  as  some  opponents  have 
described  it,  and  I  believe  its  continuance  is  integral  to  the 
future  of  Monmouth  County  and  the  United  States. 

Finally,  I  would  like  to  urge  the  Subcommittee  to  consider 
$9  million  for  the  Monmouth  University  Information  Resource 
Center  in  the  subcommittee's  Fiscal  Year  1996  appropriations 
legislation. 

The  Information  Resource  Center  at  Monmouth  Universsity  in 
Monmouth  County,  New  Jersey  proposes  to  bring  together  in  one 
physical  location  conventional  library  book  stacks,  a  multi- 
media center,  an  "electronic"  library,  and  the  Teacher  Education 
program.   The  facility  will  also  provide  both  students,  teachers 
and  the  surrounding  community  alike  with  access  to  information 
resources  via  its  connection  with  Internet.   The  Resource  Center 
would  be  a  model  for  the  establishment  of  similar  facilities  by 
other  colleges  and  universities  across  the  country. 

Monmouth's  Information  Resource  Center  seeks  to  satisfy  the 
information  needs  of  its  users  regardless  of  the  media  format  in 
which  it  is  delivered.   The  center  will  allow  Monmouth  University 
to  provide  for  the  surrounding  community  and  its  residents  by 
placing  the  University  in  a  position  to  set  the  standard  for  the 
remainder  of  the  nation.   That  is,  it  will  take  the  existing 
investment  in  information  access  technology  to  the  next  level  and 
provide  a  successful  prototype  of  a  higher  educational 
institution  in  a  position  to  take  maximum  advantage  of  the 
emerging  national  information  highway. 

Monmouth  is  raising  $10  million  for  this  project  through 
private  gifts  and  other  non-Federal  sources.   I  strongly  urge  the 
subcommittee  to  provide  funding  in  the  amount  of  $9  million  for 
this  important  initiative  being  undertaken  by  Monmouth 
University. 

I  would  like  to  thank  you  for  giving  me  the  opportunity  to 
bring  these  matters  to  your  attention.  Please  let  me  know  if  I 
can  provide  you  with  further  information. 
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Thursday,  April  6,  1995. 

WITNESS 

HON.  SONNY  CALLAHAN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  ALABAMA 

Mr.  Porter.  Next,  Sonny  Callahan  testifying  on  RETT  Syn- 
drome. We  are  pleased  to  welcome  our  colleague  and  Chairman  of 
the  Foreign  Operations  Subcommittee  of  Appropriations  this  morn- 
ing. 

Mr.  Callahan.  Thank  you,  Mr.  Chairman,  nice  to  see  you  all 
and  nice  to  appear  before  my  colleagues.  I  will  submit  my  state- 
ment for  the  record,  if  that  is  all  right,  Mr.  Chairman.  But  it  is  in- 
teresting to  observe  the  individuals  here  that  we  serve  with  on  our 
various  committees  and  as  we  go  through  life  we  seem  to  develop 
personalities  and  trends  and  interests. 

I  know  of  your  interest  in  human  rights  and  I  know  of  your  in- 
terest in  Turkey  and  Greece  and  of  the  Kurds.  I  watch  Nancy  and 
I  watch  Nita  in  their  efforts,  some  in  China,  some  in  the  Middle 
East.  I  watch  all  of  us  go  through  life  and  suddenly  we  just  adopt 
programs  of  vital  interest  to  us.  And  this  RETT  Syndrome  is  one 
of  my  adopted  programs. 

It  came  to  my  attention  or  it  was  brought  to  my  attention  by  one 
of  my  constituents,  Anna  Luce,  who  is  here  today  with  her  daugh- 
ter, Gaynor.  Her  other  daughter,  Rancey,  in  Mobile,  has  RETT 
Syndrome  and  RETT  Syndrome  is  one  of  those  diseases  which 
needs  research  money  desperately  to  find  out  if  there  is  some  pos- 
sible cure.  We  think  there  could  possibly  be  an  immediate  break- 
through in  this  research  capability  if  you  can  continue  the  levelized 
funding  that  we  are  requesting. 

Because  now  we  think,  since  it  is  limited  only  to  females,  to 
young  females,  that  it  has  a  genetic  base.  And  with  that  informa- 
tion and  with  the  tremendous  research  and  advances  they  are  mak- 
ing in  genetic  research,  we  feel  optimistic  if  we  can  continue  this 
limited  amount  of  funding  that  we  will  be  able  to  find  a  cure  or 
corrective  matter  for  this  disease  which  attacks  only  young  women. 

So  I  am  very  interested  in  this  and  you  all  have  listened  to  me 
for  the  past  couple  of  years  plead  for  this  research  money  and  you 
have  been  most  generous.  You  have  given  me  what  I  want.  I  am 
here  asking  for  levelized  funding  this  year.  It  is  not  for  a  university 
in  my  district. 

Most  of  the  research  is  done  in  Texas,  which  I  know  that  meets 
with  the  approval  of  some  of  the  members  of  our  committee.  But 
the  important  thing  is  that  the  research  is  being  done  and  we  feel 
like  we  are  very,  very  close,  and  with  your  help  we  can  find  a  cure 
for  this.  And  in  a  sense  this  is  all  about  human  rights,  the  human 
rights  of  young  women  whose  lives  have  been  devastated  and  the 
families  as  well  by  this  horrible  thing  that  can  be  corrected. 

So,  Mr.  Chairman,  here  is  my  statement.  I  have  already  given 
you  the  history  in  various  appearances  before  your  committee.  I 
plead  with  you  to  continue  to  do  what  you  have  been  doing  and  let 
us  find  a  cure  for  this. 

Thank  you,  sir. 

[The  prepared  statement  of  Sonny  Callahan  follows:! 
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Testimony  of  Congressman  Sonny  Callahan 
April  6,  1995 
Subcommittee  on  Labor-Health  and  Human  Services-Education 


Mr.  Chairman  and  Members  of  the  Subcommittee,  I  want  to  thank  you 
for  the  opportunity  to  testify  on  a  matter  of  great  importance.    I  am 
again  interested  in  securing  funding  in  the  FY  1996  NIH  appropriation 
for  continued  research  on  RETT  syndrome.    I  am  most  grateful  to  the 
subcommittee  for  its  support  and  assistance  in  appropriating  funds  for 
the  research  of  this  disease  in  the  past. 

RETT  syndrome  is  a  devastating  neurological  disorder  which  occurs 
only  in  females.    Girls  with  the  disorder  show  apparent  normal 
development  until  6-18  months  of  life  then  appear  to  arrest  in 
development  or  regress  in  previously  acquired  skills.    By  three  years  of 
age,  RETT  syndrome  has  left  the  little  girl  physically  and  mentally 
handicapped. 

In  the  early  stages  of  the  disorder,  girls  may  exhibit  the  autistic  features 
of  withdrawal  and  isolation.    Cognitive  functioning  appears  to  be 
severely  impaired,  but  true  understanding  and  intelligence  are  difficult  to 
measure  due  to  apraxia:  the  desire  and  will  to  move  and  respond,  but 
incapability  of  directing  movements. 

This  makes  traditional  testing  methods  inadequate  because  the  child 
cannot  speak  or  gesture.    Girls  lose  purposeful  use  of  their  hands. 
Instead,  they  exhibit  stereotyped  movements  which  include:  hand 
washing,  hand  wringing  or  hand  clapping.    These  movements  become 
almost  constant  while  the  girl  is  awake. 

About  half  the  girls  with  RETT  syndrome  are  able  to  walk 
independently.    Those  who  are  able  to  walk  do  so  in  a  broad  based  gait, 
which  is  often  accompanied  by  shakiness  of  the  limbs  and  torso.    Other 
symptoms  include:  spasticity,  curvature  of  the  spine,  and  poor 
circulation  of  the  legs  causing  loss  of  mobility.    Many  girls  have 
abnormal  breathing  patterns  such  as  hyperventilation  and  breath  holding. 

RETT  syndrome  has  only  recently  been  recognized  in  the  United  States. 
Several  thousand  people  have  been  diagnosed  with  RETT  syndrome  in 
1995  and  it  is  estimated  that  many  thousands  more  have  gone 
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undiagnosed.    The  prevalence  of  RETT  syndrome  is  reported  to  be  from 
one  in  ten  thousand  to  one  in  fifteen  thousand  live  female  births. 

There  is  currently  no  test  for  RETT  syndrome.    The  girls  must  meet 
certain  clinical  criteria  for  diagnosis.    Extensive  laboratory  investigations 
have  not  revealed  a  cause.    But  there  is  a  suggestion  that  as  the 
syndrome  is  confined  to  girls,  a  genetic  basis  may  be  indicated.    More 
research  is  needed  in  all  areas  to  give  further  insight  into  RETT 
syndrome  in  hopes  of  finding  a  cause,  treatment  prevention  and  cure.    It 
is  also  well-documented  that  the  research  of  RETT  syndrome  has  an 
impact  on  similar  neurodegenerative  diseases  and  disorders  such  as: 
Parkinson's  disease,  Alzheimer's  disease,  Huntington's  disease  and  the 
obvious  autism  and  cerebral  palsy. 

It  is  for  this  purpose  that  I  again  propose  a  funding  level  of  $2.5  million 
for  the  NIH's  important  continued  RETT  syndrome  research.    I  am  sure 
you  will  find  this  amount  to  be  fiscally  responsible  as  well  as  adequate 
to  provide  the  necessary  research  funding.    It  is  my  hope  that  in  your 
deliberations  on  this  issue,  you  will  consider  the  impact  that  extending 
this  funding  will  have  on  the  future  of  RETT  syndrome  victims  and 
their  families. 

Thank  you  for  your  time  and  consideration. 
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Mr.  Porter.  Well,  Mr.  Chairman,  we  very  much  appreciate  your 
testimony  and  your  great  advocacy  for  finding  a  cure  to  RETT  Syn- 
drome. We  will  do  our  best  to  address  that  if  you  will  help  us  with 
John  Kasich  in  our  602(b)  allocation  for  biomedical  research. 

Mr.  Callahan.  As  you  well  know,  I  have  a  similar  problem  with 
Mr.  Kasich.  I  will  tell  you  what  to  do,  John.  Our  area  is  foreign 
aid.  I  will  just  go  ahead  and  give  up  $2.5  million  of  foreign  aid 
money  and  give  it  to  your  committee,  if  you  will  put  this  in  your 
bill  regardless  of  what  Kasich  does. 

Mr.  Porter.  Maybe  we  will  have  a  new  process  initiated  here. 

Mr.  Callahan.  It  can  be  a  bartering  process. 

Mr.  Porter.  Ms.  Pelosi. 

Ms.  Pelosi.  Heeding  our  Chairman's  admonition  about  the  time, 
I  wanted  to  join  you  in  welcoming  our  Chairman  on  whose  commit- 
tee Chairman  Porter  and  I  both  serve  and  hopefully  we  will  get 
Mrs.  Lowey  back  there  and  thank  you  for  your  leadership  on  this 
issue  in  terms  of  RETT  Syndrome. 

Mr.  Chairman,  I  have  been  fond  of  saying  about  this  subcommit- 
tee that  our  power  is  almost  biblical  when  it  comes  to  being  able 
to  allocate  resources  where  there  is  scientific  opportunity  or  to  help 
create  scientific  opportunity  and,  hopefully,  that  will  be  the  case 
with  RETT  Syndrome;  that  we  can  exercise  our  biblical  power  in 
addition  to  the  power  of  prayer. 

I  say  that  to  you  and  to  Mr.  Durbin,  who  is  here  I  know  to  testify 
for  the  NIH  and  increased  funding  for  biomedical  research.  We  are 
fortunate,  of  course,  to  have  our  Chairman,  who  is  a  champion  on 
that  issue,  Mr.  Porter. 

But  again  I  want  to  welcome  you  and  thank  you  for  your  leader- 
ship. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  I  just  wanted  to  associate  myself  with  the  remarks 
of  my  colleagues,  and  your  remarks  and  your  very  personal  re- 
marks hit  home  with  me  because  one  of  the  great  satisfactions  of 
serving  on  this  committee  is  knowing  that  your  investments  can 
really  affect  people's  lives.  So  fortunately,  there  is  bipartisan  sup- 
port on  this  committee  for  biomedical  research  and  we  hope  we  will 
be  able  to  work  together  to  ensure  the  resources  that  we  need  and 
we  thank  you  very  much. 

Mr.  Callahan.  Well,  thank  you. 

Mr.  Porter.  Thank  you,  Mrs.  Lowey. 

Thank  you,  Mr.  Chairman. 

Mr.  Callahan.  Thank  you,  Mr.  Chairman. 

As  I  leave,  I  would  like  for  Mrs.  Luce  to  stand.  She  is  a  Sec- 
retary/Treasurer of  the  National  RETT  Syndrome  and  her  daughter 
as  well,  while  we  are  at  it. 


Thursday,  April  6,  1995. 

WITNESS 

HON.  JAMES  L,  OBERSTAR,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  MINNESOTA 

Mr.  Porter.  Jim  Oberstar,  breast  cancer,  LIHEAP,  libraries  and 
rural  health.  Jim,  we  welcome  you. 
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Mr.  Oberstar.  Thank  you  very  much,  Mr.  Chairman.  It  is  a  de- 
light to  see  you  in  your  new  role  as  Chairman  of  this  committee, 
to  which  you,  in  many  years  of  your  public  service  in  the  Congress, 
have  been  here  diligently  in  the  past  when  I  have  testified.  I  appre- 
ciate your  attention  then  as  now.  And  colleagues,  Mr.  Bonilla,  Ms. 
Pelosi  and  Mrs.  Lowey. 

Next  month  would  have  been  my  wife  Jo's  59th  birthday.  May 
10th.  Ironically,  the  day  after  my  new  bride's  birthday,  who  lost 
her  husband  to  liver  cancer.  Jo  lost  her  struggle  with  breast  cancer. 
And  during  all  the  time  that  she  went  through  surgery,  chemo- 
therapy, hormone  treatment,  radiation,  and  the  anguish  and  phys- 
ical suffering  that  it  all  took,  while  maintaining  an  incredibly  hope- 
ful and  positive  outlook  on  life,  reaching  out  to  other  women  who 
newly  discovered  they  had  breast  cancer,  I  spent  a  great  deal  of  my 
time  researching  the  issue,  meeting  with  the  chief  researchers  at 
National  Cancer  Institute,  those  who  are  doing  work  in  breast  can- 
cer. 

I  guess  I  was  not  a  realist  about  it.  Jo  was.  She  said  many  times, 
be  realistic,  this  disease  will  kill  me,  but  I  want  something  good 
to  come  of  it.  Make  every  effort  you  can  to  increase  the  funding  for 
research.  And  the  greatest  hope  I  think  for  progress  against  this 
dreaded  disease  is  in  the  Human  Genome  Project  underway  at  the 
National  Cancer  Institute.  It  is  not  going  to  take  just  money.  It  is 
going  to  take  the  brains  and  the  combined  effort  of  researchers  at 
NCI,  at  the  universities  that  are  supported  by  NCI  funding,  by  oth- 
ers in  other  countries  who  are  working  collaboratively  on  this 
project  and  on  the  other  initiatives  underway. 

But  without  the  funding,  you  cannot  attract  and  keep  the  bright 
minds  and  the  creative  minds,  the  Nobel  prize-quality  researchers 
who  see  through  the  surface  and  into  the  inner  meaning  and  have 
the  audacity  to  take  the  risks  that  are  necessary  to  make  the 
breakthroughs  that  will  bring  peace  to  people. 

Jo's  mother  had  breast  cancer,  she  had  breast  cancer,  our  three 
daughters  are  at  risk.  One  of  them  just  discovered  a  lump  in  her 
breast.  And  we  have  it  within  our  ability  to  stimulate  the  funding 
that  will  keep  the  bright  minds  attracted  to  this  and  to  the  wom- 
en's health  initiative  that  I  think  are  so  critically  important. 

I  know  you  are  besieged  with  incredible  numbers  of  appeals  and 
good  causes.  But  during  the  time  of  the  Vietnam  war,  when  we  lost 
57,000  men  and  women  under  arms,  we  lost  300,000  women  to 
breast  cancer.  It  did  not  happen  all  at  one  time.  It  was  not  a  plane 
crash,  which  would  have  gotten  headlines,  but  nonetheless  it  is  an 
incredible  toll. 

I  appeal  also  for  continued  funding  of  LIHEAP.  I  had  somewhat 
the  distinction  as  co-chair  of  the  Northeast  Midwest  Coalition  at 
the  time  when  we  initiated  the  LIHEAP  program  right  here  in  this 
committee  room  with  former  Chairman  Natcher  to  use  some  of  the 
funding  from  the  windfall  profits  tax  and  penalties  assessed 
against  oil  companies  to  support  funding  for  low  income  citizens. 

While  the  cherry  blossoms  are  out  and  the  daffodils  have  popped 
up  and  the  tulips — they  are  still  in  the  ground  in  Minnesota — it 
was  6  degrees  headed  down  for  zero  today  in  the  northern  part  of 
my  district.  Just  to  get  through  the  summer  my  mother  uses  a  half 
tank  of  home  heating  oil,  and  in  northern  Minnesota,  I  know  that 
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there  are  tens  of  thousands  of  cases  of  people  who  would  have  suf- 
fered through  the  winter  without  the  home  heating  assistance  pro- 
gram. 

I  urge  the  subcommittee  to  fund  LIHEAP  at  its  authorized  level 
of  $1.6  billion. 

There  are  two  other  initiatives,  rural  health  and  telemedicine, 
which  go  hand-in-hand.  The  rural  Community  Health  Centers  pro- 
gram has  kept  a  number  of  clinics  in  rural  areas,  but  one  in  par- 
ticular in  my  district,  in  Grand  Marais,  which  is  up  the  north  shore 
of  Lake  Superior  and  that  little  point  of  Minnesota  that  goes  out 
to  Lake  Superior.  From  there,  the  nearest  hospital  is  110  miles. 
That  is  wilderness  country  up  there,  and  many  the  winter  cross- 
country skiers,  snow  mobilers  and  in  the  summer  people  going  up 
for  fishing,  that  is  their  hope;  that  this  hospital  stays  open. 

And  without  the  community  centers  funding,  the  Cook  Hospital 
would  have  had  to  close.  It  would  have  had  no  ability  to  keep  oper- 
ating. They  have  done  everything.  Cut  their  costs.  The  State  and 
through  other  funding  sources  put  a  wood  chipping  operation  in  to 
use  wood  chips  instead  of  fuel  oil  to  heat  the  hospital,  and  create 
a  district  heating  program.  But  it  is  not  enough.  You  are  too  far 
away,  population  base  is  too  small,  and  costs  are  very  high.  Unit 
costs  are  very  high  in  an  area  like  that. 

The  hope  for  people  who  need  health  care  in  areas  like  Cook 
County  and  northern  St.  Louis  County  and  elsewhere  along  the 
northern  border  of  my  district  is  telemedicine,  where  the  inter- 
active television,  which  I  participated  in,  which  the  Mayo  Clinic 
can  readily  afford  for  their  outlying  clinics  in  Florida  and  Arizona. 
Using  satellite  technology  they  have  grand  rounds  live  daily  and 
interactive  color  television.  We  cannot  quite  afford  that  in  northern 
Minnesota. 

But  with  the  Duluth  clinic,  which  is  a  very  substantial  operation 
in  Duluth,  we  will  have  the  ability  to  conduct  outreach 
telemedicine  to  small  communities  that  have  one  or  possibly  two 
doctors,  but  who  may  not  be  a  specialist  in  cardiology  or  other 
areas,  but  who  can  readily  get  that  information  by  interactive  tele- 
vision and  save  costs  and  keep  costs  down  and  not  have  people 
miss  that  golden  hour  of  lifesaving  opportunity  by  having  the  abil- 
ity to  communicate  by  television  to  their  local  hospital. 

Finally,  Mr.  Chairman,  I  appeal  for  funding  for  Library  Services. 
When  the  Reagan  Administration's  first  budget  came  out,  they  pro- 
posed to  eliminate  the  1981  funding  for  library  services.  I  did  a  lit- 
tle research  and  found  that  we  are  spending  more  money  on  mili- 
tary marching  bands  than  the  Library  Services  program  had  pro- 
vided in  the  previous  fiscal  year. 

This  committee  restored  the  funding  for  Library  Services,  which 
in  small  communities  as  in  large,  are  research  areas.  They  are  edu- 
cational opportunities.  For  me,  it  is  almost,  I  hate  to  say  it,  because 
it  sounds  sort  of  self-serving,  but  my  fondest  memories  of  my  youth 
are  our  library  in  Chisholm,  my  hometown.  It  was  a  fountain  of 
knowledge.  We  could  not  afford  books,  but  they  were  available  in 
the  library  and  now  with  lending  services  and  bookmobile  services 
that  are  the  incremental  difference  of  service  to  people  provided  by 
the  Federal  funds,  it  makes  a  difference  in  being  able  to  educate 
and  keep  people  informed  and  interested. 
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And  a  very  final  comment  about  adoption  services.  Our  oldest 
child  Ted  is  adopted.  The  cost  of  adoption  has  gone  incredibly  high 
since  the  days  when  we  went  through  adoption  services,  and  the 
modest  Federal  program  of  $13  million  has  made  it  possible  for  a 
great  many  families  to  adopt  the  hard-to-place  child. 

Ted  is  an  extraordinary  young  man.  He  is  exceedingly  gifted,  did 
a  double  major  in  theology,  great  books  at  Notre  Dame,  a  year  of 
volunteer  service,  he  is  getting  a  master's  degree  in  theology  and 
works  with  disadvantaged  children.  But  there  are  others  who  are 
extraordinarily  difficult  to  place  and  that  is  what  this  program 
does,  it  helps  those  young  people  to  have  an  opportunity  in  life. 

[The  prepared  statement  of  Congressman  James  L.  Oberstar  fol- 
lows:] 
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STATEMENT  OF  HON.  JAMES  L.  OBERSTAR 

before  the 

SUBCOMMITTEE  OH  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 

COMMITTEE  CM  APPROPRIATIONS 

April  6,  199S 


Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  very  pleased  to 
come  before  you  once  again  to  request  funding  for  vital  federal  programs 
that  help  millions  of  Americans  meet  their  most  basic  human  needs. 

I  support  President  Clinton's  commitment  to  significant  changes  in 
our  federal  budget  priorities  for  this  country.  We  must  target  limited 
resources  to  investment  programs  to  improve  the  lives  of  our  most 
vulnerable  members  of  society. 

I  respectfully  ask  the  Subcommittee  to  maintain  funding  for 
programs  that  have  been  targeted  by  the  House  Appropriations  Committee 
for  reductions  (LIHEAP,  Impact  Aid,  Higher  Education)  and  make  increases 
where  you  are  able  at  a  time  when  the  Subcommittee  faces  considerable 
budget  constraints. 

FUNDING  FOR  WOMEN'S  HEALTH 

May  10th,  would  have  been  my  wife  Jo's  59th  birthday.  During  her 
eight-year  fight  and  since  her  death  to  breast  cancer,  I  have  fought  for 
additional  resources  for  breast  cancer  research  to  find  a  cure  for  this 
devastating  disease  that  afflicts  one  woman  in  nine. 

Every  three  minutes,  a  woman  is  diagnosed  with  breast  cancer,  and 
the  potential  genetic  link  means  that  my  three  daughters  are  at  risk  for 
contracting  this  disease.  Due  to  past  efforts  of  the  Subcommittee  to 
direct  the  National  Cancer  Institute  to  increase  funding  for  research 
targeted  on  breast,  ovarian,  and  cervical  cancer,  research  for  breast 
cancer  was  increased  from  $263  million  to  $377  million  for  fiscal  year 
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1995.  I  an  very  pleased  with  this  increase  in  funding,  but  it  is 
imperative  to  expand  our  efforts  to  eradicate  this  dreaded  disease,  and  I 
fully  support  the  $426  million  funding  level  recommended  by  the  Clinton 
Administration. 

I  also  firmly  believe  that  we  must  provide  sufficient  funding  to 
continue  the  Women's  Health  Initiative.  This  long-term  study,  which  is 
the  largest  clinical  trial  in  the  United  States,  will  expand  our  ability 
to  check  the  advancement  of  cardiovascular  disease,  cancer,  and 
osteoporosis,  the  three  most  common  causes  of  death  and  disability  in 
women  over  the  age  of  50.  Last  year,  $57  million  was  provided  to 
continue  the  study,  and  Z  urge  the  Subcommittee  to  maintain  funding  at 
this  level. 


I  also  want  to  express  my  strong  support  for  the  Low-Income  Home 
Energy  Assistance  Program  (LIHEAP) ,  and  to  request  that  this  program  be 
funded  at  $1.6  billion,  to  restore  funding  to  the  fiscal  year  1991  level. 

I  am  very  disturbed  that  the  House  Appropriations  Committee's 
rescissions  legislation  recommended  to  eliminate  this  vital  program  that 
assists  our  nation's  most  vulnerable  citizens.   As  you  begin  conference 
negotiations  with  the  Senate,  I  sincerely  urge  you  to  recede  to  the 
Senate  position  on  LIHEAP. 

Several  weeks  ago,  I  met  with  community  action  staff  who  weather ize 
the  homes  of  senior  citizens  and  distribute  the  energy  assistance  grants. 
I  told  the  dedicated  staff  that  I  would  fight  against  the  proposed 
elimination  of  LIHEAP,  but  I  advised  them  to  be  prepared  for  severe 
cutbacks.   (Despite  the  strong  bipartisan  support  for  energy  assistance, 
LIHEAP  has  been  targeted  for  significant  reductions  in  funding.  Ten 
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years   ago,  LIHEAP  was  funded  at  $2.08  billion,  and  over  the  years,  this 
program  has  taken  more  than  its  fair  share  of  cuts. 

It  is  imperative  for  LIHEAP  to  receive  adequate  funding  because  the 
need  for  energy  assistance  has  not  diminished.  While  the  cherry  blossoms 
may  have  emerged  here  in  Washington  D.C.,  I  can  tell  you  that  the  high 
temperature  in  Duluth  yesterday  was  18  degrees  and  the  low  temperature 
was  6  degrees.  It  is  not  uncommon  for  senior  citizens,  like  my  mother, 
to  use  1/2  a  tank  of  heating  oil  to  just  get  through  the  spring  season. 

LIHEAP  may  not  be  as  cost-effective  an  investment  program  as  WIC  or 
Head  Start,  but  this  energy  assistance  program  does  provide  a  safety-net 
to  help  low- income  children  and  families  as  well  as,  the  elderly  and 
disabled  meet  a  most  basic  need.  Far  too  often,  low- income  residents 
must  choose  between  heating  and  other  necessities  because  their  incomes 
are  insufficient  to  meet  both  needs.  For  these  reasons,  I  urge  the 
subcommittee  to  restore  funding  for  LIHEAP  at  $1.6  billion. 

RURAL  HEALTH 

The  Eighth  Congressional  District  of  Minnesota  covers  some  25,000 
square  miles.  If  laid  over  the  Eastern  Seaboard,  my  district  would 
stretch  from  Washington,  D.C.  to  Connecticut,  and  encompass  parts  of  six 
states.  Many  of  my  constituents  live  in  small,  isolated  communities — 
some  of  them  in  wilderness  areas — that  are  several  hours  away  from  urban 
medical  centers.  Rural  health  clinics  are  often  the  sole  provider  of 
medical  care  for  hundreds  of  square  miles. 

The  Cook  County  Community  Clinic  in  Grand  Marais  is  one  such  rural 
health  care  provider.  The  clinic  serves  an  area  of  1400  square  miles  and 
a  population  of  4,100.  The  majority  of  the  land  is  publicly-owned 
wilderness  and  marshlands.  The  local  economy  depends  on  tourism.  It  is 
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a  popular  location  for  canoeing,  fishing,  camping  and  other  outdoor 
activities.  It  is  also  a  popular  area  for  summer  homes.  The  clinic 
provides  vital  medical  services  to  visitors  and  year-round  residents. 

For  the  past  thirteen  years,  the  clinic  has  received  federal 
funding  under  the  Community  Health  Centers  program,  Section  330.  Without 
the  CHC  grant,  the  clinic  could  not  continue  to  operate.  The  nearest 
health  care  facility  is  76  miles  from  Grand  Marais,  and  considerably 
further  from  other  points  in  the  county.  The  nearest  hospital  is  110 
miles  from  Grand  Marais.  Loss  of  the  clinic's  services  would  have  a 
major  impact  on  the  residents  of  the  county. 

The  Cook  County  Community  Clinic  is  just  one  of  many  such 
facilities  serving  small  communities  and  rural  populations  in  Minnesota 
and  other  states.  Many  of  these  clinics  cannot  stay  open  without  the 
help  of  federal  funding.  I  urge  the  subcommittee  to  fund  the  Community 
Health  Centers  program  at  $675  million  for  fiscal  year  1996.  An  increase 
is  necessary  because  thousands  of  individuals  who  have  lost  their  jobs 
and  their  health  insurance  are  increasingly  turning  to  community  health 
centers  for  basic  health  care. 


I  strongly  support  the  initiative  of  the  Duluth  Clinic  in 
developing  a  Lake  Superior  Rural  Health  Information  Network,  a  regional 
health  information  network  designed  to  improve  the  communication  and 
transmission  of  medical  information  between  43  facilities  in  Minnesota, 
Wisconsin  and  Michigan  (an  area  covering  35,000  square  miles).  In  order 
to  manage  health  care  resources  more  effectively,  the  federal  government 
should  assist  the  efforts  of  the  Duluth  Clinic  to  expand 
telecommunications  technologies  that  will  significantly  improve  the 
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delivery  of  health  care  In  our  nation's  rural  areas.  As  part  of  a 
public-private  partnership,  I  request  that  the  Appropriations  Committee 
should  direct  the  Secretary  of  Health  and  Human  Services  to  provide 
$500,000  for  this  important  demonstration  project. 

IMPACT  AID 

Mr.  Chairman,  Cook  County,  Minnesota,  is  covered  in  great  part  by 
Superior  National  Forest.  It  also  contains  state  forests,  Indian  trust 
land,  and  Grand  Portage  National  Monument.  Of  the  county's  1,456  square 
miles,  only  11  percent  is  taxable. 

Impact  Aid  provides  school  districts  denied  local  tax  revenue  from 
federal  landholdings  with  critical  resources.  Without  Impact  Aid, 
schools  in  Cook  County  and  elsewhere  in  my  district  could  not  survive. 

I  realize  that  this  is  a  time  of  fiscal  restraint.  However,  Impact 
Aid  is  another  program  that  has  taken  more  than  its  fair  share  in  cuts. 
The  program  funding  for  Fiscal  Year  1995  is  actually  the  same  as  it  was 
in  Fiscal  Year  1981 — that  is  14  years  without  any  consideration  for 
inflation  or  the  increased  costs  of  education.  I  urge  you,  Mr.  Chairman, 
to  provide  $619  million  for  Impact  Aid  for  fiscal  year  1996. 

HIGHER  EDUCATION 

Mr.  Chairman,  my  district  contains  a  state  university,  a  private 
college  and  countless  community  colleges  and  trade  schools.  If  current 
proposals  to  slash  Campus-based  aid  are  enacted,  over  3000  students  in  my 
district  will  see  their  financial-aid  awards  reduced  by  an  average  of 
$2,400.  This  will  cripple  the  ability  of  middle-class  families  to 
finance  their  children's  education.  These  are  not  people  asking  for  a 
handout.  These  are  the  sons  and  daughters  of  blue-collar  workers 
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attempting  to  find  a  mechanism  in  which  to  finance  their  education  so 
that  they  may  go  on  to  be  productive,  contributing  members  of  our 
society.  Mr.  Chairman,  X  urge  you  to  preserve  funding  for  the  federal 
higher  education  assistance  programs  for  Campus-based  aid  at  $1.4 
billion. 

LIBRARY  SERVICES 

Throughout  our  50  states,  in  major  urban  centers,  small  towns  and 
peaceful  neighborhoods,  public  libraries  quietly  provide  access  to  the 
world  of  information. 

Libraries  are  where  our  dreams  are  stored  and  shared,  where 
children  first  explore  the  secrets  of  the  written  word;  libraries  are  the 
record-keepers  of  the  daily  life  of  our  world. 

In  my  state,  Minnesota,  over  4.3  million  people  make  use  of  our  352 
public  library  buildings  and  26  mobile  units.  About  41  million  items 
were  borrowed  from  these  libraries  in  1994  and  approximately  18.441 
million  visits  were  made  to  public  libraries  in  1994.  Academic, 
technical  and  specialized  libraries  serve  thousands  more  readers  daily. 

Local  taxes  fund  the  bulk  of  public  library  expenditures,  but 
federal  dollars  play  an  important  role  in  library  operations.  The 
Library  Services  and  Construction  Act  (LSCA)  provides  money  for  the 
inter-library  loan  programs,  bookmobiles,  and  specialized  services  for 
the  blind,  disabled  and  institutionalized  persons.  Titles  II-A,  II-B, 
and  II-C  of  the  Higher  Education  Act  (HEA)  provide  federal  support  for 
college  and  research  libraries. 

These  programs  demonstrate  the  strong  commitment  the  federal 
government  has  made  to  our  nation's  libraries.  Besides  supporting 
important  services,  the  federal  dollars  also  act  as  a  catalyst  for 
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7 
further  state  and  local  funding. 

I  am  very  disappointed  that  the  Clinton  Administration  has  once 
again  proposed  to  eliminate  funding  for  many  important  federal  library 
programs.  If  enacted,  the  Clinton  budget  request  would  provide  nearly 
$40  million  less  in  funding  for  library  programs.  In  my  district,  this 
would  mean  a  loss  of  funding  for  bookmobile  services,  which  are  the  only 
link  to  the  library  for  many  rural  and  small-town  residents,  and  inter- 
library  loan  services,  which  allow  people  living  in  the  smallest,  most 
remote  towns  access  to  the  resources  of  the  state's  largest  libraries. 

To  adequately  support  these  needed  functions,  Mr.  Chairman,  I 
request  the  Subcommittee—at  minimum — maintain  the  fiscal  year  1995  level 
of  funding  ($144.1  million)  for  the  LSCA  programs  for  fiscal  year  1996 
and  strive  to  fully  fund  federal  library  programs  as  authorized. 

ADOPTION  OPPORTUNITIES 

While  the  pending  tax  legislation  contains  important  tax  changes  to 
encourage  families  to  adopt  children,  I  firmly  believe  that  additional 
resources  should  be  targeted  to  the  Adoption  Opportunities  Program  to 
support  efforts  to  recruit  prospective  adoptive  families  and  to  provide 
assistance  with  post-legal  adoption  services.  I  am  pleased  that  the 
Subcommittee  recommended  an  $890,000  increase  for  the  Adoption 
Opportunities  Program  last  year,  and  that  the  House  was  successful  in 
maintaining  this  increase  in  conference.  This  program  received  $13,007 
million  last  year,  and  I  would  encourage  the  Subcommittee  to  provide 
increases  in  funding  to  reach  the  authorized  level  of  $30  million. 

Mr.  Chairman,  this  concludes  my  remarks,  and  I  would  be  happy  to 
respond  to  any  questions  you  may  have. 
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8 
FY  1996  APPROPRIATIONS  TESTIMONY--LABOR-HHS-EDUCATION 
FACT  SHEET 
WOMEN'S  HEALTH 

Request  funding  for  breast  cancer  research  be  increased  $426  million,  the 
level  of  funding  recommended  by  the  Clinton  Administration. 

Li  map 

Reject  the  proposed  elimination  of  LIHEAP,  and  fund  LIHEAP  at  $1.6 
billion,  to  restore  funding  to  the  FY  '91  level. 

RURAL  HEALTH 

Fund  Community  Health  Centers  program  at  $675  million. 

TELEMEDICINE 

Direct  HHS  to  provide  $500,000  for  the  Lake  Superior  Rural  Health 

Information  Network  telemedicine  demonstration  project. 

IMPACT  AID 

Reject  Clinton  cutbacks  and  fund  Impact  Aid  at  $619  million. 

HIGHER  EDUCATION 

Preserve  funding  for  higher  education  Campus-based  aid  at  $1.4  billion. 

LIBRARY  SERVICES 

Reject  Clinton  cutbacks  and  provide  level  funding  for  all  LSCA  titles. 

ADOPTION  OPPORTUNITIES 

Fund  at  the  authorized  level  of  $30  million. 
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Mr.  Porter.  Jim,  let  me  say  that  you  and  Jo  Oberstar  were  hero 
and  heroine  to  Kathryn  and  I  in  her  personal  fight  against  breast 
cancer  and  in  both  of  your  advocacy  for  doing  everything  we  can 
to  address  this  dread  disease.  When  you  point  out  the  statistics 
about  the  losses  during  the  time  of  the  Vietnam  war,  I  think  that 
brings  it  home  to  us.  I  had  not  heard  that  before  and  it  brings  it 
home  as  perhaps  nothing  can. 

We  very  much  appreciate  your  testimony.  We  will  do  our  very 
best.  I  have  been  lobbying  Members  to  do  their  very  best  on  budg- 
etary considerations  because  that  is  what  we  have  to  work  with. 
Obviously,  it  is  of  great  importance. 

We  very  much  thank  you  for  coming  to  testify  today. 

Mr.  Bonilla. 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman. 

Jim,  I  just  want  to  associate  myself  with  the  remarks  of  the 
chairman.  We  are  going  to  do  everything  on  this  committee  in  a  bi- 
partisan way  to  continue  to  try  to  fight  the  breast  cancer  problem 
in  this  country.  We  are  aware  of  the  contributions  your  wife  made 
to  this  community.  Sitting  behind  you  today  is  one  of  my  staffers 
whom  she  taught  CCD  classes  in  the  fourth  or  fifth  grade,  Caroline 
Mendoza.  Raise  your  hand,  Caroline.  And  she  remembers  her  very 
well. 

And  on  the  issues  of  Community  Health  Care  Centers  and 
telemedicine  with  58,000  square  miles  in  my  congressional  district 
back  home,  we  talk  about  that  all  the  time.  I  am  proud  to  say  I 
am  a  leader  in  that  area  to  try  to  fight  for  those  two  particular  is- 
sues. 

I  appreciate  your  being  here  today  and  we  will  keep  after  it. 

Mr.  OBERSTAR.  Thank  you.  Thank  you  very  much. 

Mr.  Bonilla.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  Thank  you,  Mr.  Chairman,  and  I  too  want  to  thank 
our  colleague  for  appearing  before  us  today.  Your  personal  commit- 
ment, your  personal  experiences  have  clearly  fueled  the  energy  that 
you  have  given  this  issue,  and  we  personally  appreciate  it. 

It  is  the  energy  that  has  come  from  the  thousands  and  thousands 
of  survivors  of  breast  cancer  and  those  who  have  been  family  mem- 
bers and  understand  the  pain  and  suffering  that  have  worked  with 
us,  and  working  together  we  have  been  very  effective  in  the  past 
few  years  of  getting  more  than  a  60  percent  increase  in  invest- 
ments in  breast  cancer  research. 

We  know  what  that  means.  Yqu  certainly  know  what  it  means; 
as  the  daughter  of  a  victim  of  breast  cancer,  I  certainly  understand 
it  too. 

On  this  committee  we  will  continue  to  fight  with  you  so  that  it 
will  not  be  a  source  of  such  pain  to  so  many  of  us.  I  also  want  to 
say  as  one  of  the  chief  advocates  of  the  Adoption  Opportunities  Act 
in  the  last  session,  we  are  going  to  continue  to  fight  for  that,  too. 
So  all  these  children  can  have  good  families  such  as  yours  and  we 
appreciate  your  appearing  before  us  today. 

Mr.  Oberstar.  Thank  you  very  much. 

Mr.  Porter.  Ms.  Pelosi. 

Ms.  Pelosi.  Thank  you,  Mr.  Chairman. 


1230 

Mr.  Oberstar,  thank  you  very  much  for  your  courage  and  your 
generosity  of  spirit  to  share  your  story  with  us.  I  know  it  is  painful 
and  difficult,  but  it  is  so  valuable.  As  an  alumna  of  Trinity  College, 
as  was  Jo,  I  felt  a  bond  with  her,  but  I  want  you  to  know  that  your 
advocacy  is  a  source  of  comfort  and  hope  to  women  across  America. 

Because  although  we  are  talking  mostly  about  women's  health 
here,  when  we  talk  about  breast  cancer  it  is  one  issue  that  every 
family  in  America  is  affected  by  and  every  Member  of  Congress, 
male  or  female.  While  I  enjoy  working  with  my  colleagues  on  this, 
particularly  Mrs.  Lowey  on  this  issue,  we  know  that  there  is  oppor- 
tunity for  real  change  because  of  the  fear  that  Members  of  Con- 
gress have  about  this  issue,  more  importantly  the  experience  they 
have  had  on  it  and  you  have  been  a  leader  on  that. 

So  thank  you  for  being  the  source  of  hope  to  women  in  our  coun- 
try. 

Mr.  Oberstar.  Thank  you. 


Thursday,  April  6,  1995. 

WITNESS 

HON.  RICHARD  J.  DURBIN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  ILLINOIS 

Mr.  Porter.  Thank  you,  Ms.  Pelosi. 

Thank  you,  Jim. 

I  would  remind  the  subcommittee  we  are  now  35  minutes  behind 
and  our  colleague  from  Illinois,  Dick  Durbin,  has  been  very  pa- 
tiently waiting  over  there. 

Dick,  we  welcome  you. 

Mr.  Durbin.  Thank  you,  Mr.  Chairman.  I  will  be  brief  because 
I  know  you  are  behind  and  I  have  been  through  this  experience  in 
my  own  subcommittee  and  I  know  you  are  trying  to  catch  up  to  be 
fair  to  everyone.  I  will  submit  my  statement.  Last  year  when  I 
spoke  to  the  subcommittee  I  suggested  in  closing  that  it  was  likely, 
history  tells  us  and  life  experience  tells  us,  that  someone  sitting  in 
that  room  that  day  would  during  the  course  of  the  next  12  months 
have  a  member  of  their  family  or  perhaps  themselves  personally  or 
a  close  friend  given  some  very  serious  and  sad  medical  news  and 
they  would  have  reflected  for  a  moment  and  prayed  to  God  that  at 
some  place  somebody  was  doing  the  research  necessary  to  save  a 
life  that  was  very  near  and  dear  to  them. 

As  fate  would  have  it,  one  of  our  mutual  friends  and  a  friend  of 
many  of  the  persons  on  this  panel,  former  Member  of  Congress, 
had  a  son  diagnosed  with  leukemia  last  November  who  has  gone 
through  this  trying  experience  and  I  might  say  things  have  worked 
well  so  far  and  we  all  pray  they  will  continue  to.  This  former  col- 
league of  ours  has  become  an  advocate  for  medical  research.  He 
never  mentioned  it  before;  now  he  talks  about  it  every  time  I  see 
him.  That  could  happen  to  each  and  every  one  of  us  and  that  is 
why  this  funding  for  the  National  Institutes  of  Health  is  just  so 
critically  important. 

I  am  not  going  to  give  you  the  statistics.  You  know  them  better 
than  I  do  in  terms  of  the  approval  of  grants  and  the  like.  Let  me 
just  say  one  thing  that  troubles  me  greatly.  I  don't  know  if  it  was 
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mentioned  on  the  Floor  yesterday  during  the  course  of  the  debate, 
it  could  have  been.  I  didn't  get  a  chance  to  listen  to  all  of  it,  but 
part  of  the  tax  cut  bill  yesterday  made  a  cut  in  the  discretionary 
spending  caps  and  suggested  it  come  partly  from  NIH  funding.  The 
committee  report  proposed  to  cut  NIH  funding  by  5  percent  and  en- 
couraged prioritization  of  NIH  supported  research. 

It  is  hard  to  argue  prioritization  when  they  are  only  funding  one 
out  of  every  four  approved  grants.  That  means  a  cut  of  $2.5  billion 
in  NIH  research  money  over  five  years  at  a  time  when  we  should 
be  increasing  it.  I  voted  against  the  bill.  I  know  you  did,  too,  and 
others  did  as  well.  It  was  one  of  the  things  that  went  into  my 
thinking. 

The  last  thing  I  can  say  is  I  will  join  you  in  begging  and  praying, 
whatever  it  takes,  for  John  Kasich  to  come  to  realize  this  is  an  im- 
portant investment.  But  if  I  might  make  a  paid  advertisement  or 
give  you  a  paid  advertisement  here,  I  am  going  to  ask  you  to  con- 
sider, each  and  every  member  of  this  panel,  to  sign  on  to  a  piece 
of  legislation  that  will  increase  taxes.  I  will  put  it  right  out  in  front 
of  you.  This  raises  taxes.  And  the  bill  that  is  being  cosponsored  by 
Pete  Stark,  Jim  Hansen  and  myself  raises  the  cigarette  tax  from 
24  cents,  the  Federal  tax,  to  $2  and  dedicates  a  substantial  portion 
of  the  revenues  raised  to  medical  research. 

It  will  guarantee  at  least  a  bedrock  $1.5  billion  to  NIH  each  year. 
It  is  not  enough  to  do  it  all,  but  it  is  a  start.  And  it  says  to  me 
that  we  are  attacking  two  problems,  we  are  making  the  cost  of 
cigarettes  more  expensive  for  kids  and  that  will  save  lives  because 
kids  will  not  start  smoking.  We  will  be  raising  revenue  and  putting 
it  into  medical  research,  which  will  save  lives  even  the  lives  of 
those  people  who  have  been  becoming  addicted  to  cigarettes.  It  is 
a  tax  increase  and  I  know  philosophically  that  is  hard  for  some 
people,  but  I  hope  you  will  do  the  best  on  funding.  I  know  you  will. 
And  if  you  will  also  consider  cosponsoring  this  bill,  I  appreciate  it. 

Mr.  Porter.  I  sure  will.  I  think  you  are  on  the  exact  right  track. 
That  is  one  of  those  twofers;  that  it  helps  in  both  directions. 

I  saw  Marty  last  week.  He  was  in  my  office.  And  Tony  is  doing 
well,  but  for  a  person  at  that  stage  in  their  life  to  be  afflicted  with 
a  disease  like  leukemia  is  just  devastating  to  everyone.  I  agree 
with  your  statement,  Dick,  at  the  start,  that  there  is  not  any  of  us 
that  are  not  touched  by  these  matters,  friends,  family,  and  this  is, 
to  me,  one  of  our  very,  very  highest  priorities  and  we  really  appre- 
ciate your  coming  to  testify  again  this  year  and  giving  us  your  in- 
sights on  it. 

Mr.  Durbin.  Glad  to  be  with  you. 

Mr.  Porter.  Thanks,  Dick. 

[The  prepared  statement  of  Congressman  Richard  J.  Durbin  fol- 
lows:] 
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Mr.  Chairman,  I  would  like  to  thank  you  for  giving  me  this  opportunity  to 
come  before  you  today  in  support  of  increased  funding  for  the  National 
Institutes  of  Health. 

Public  Support 

Of  the  many  federal  agencies  that  make  a  positive  impact  on  the  lives  of 
the  American  people,  a  handful  stand  out  because  of  their  extraordinary 
achievements.   One  of  those  extraordinary  agencies  that  enjoys  virtually 
universal  support  across  our  country  is  the  National  Institutes  of  Health. 

The  American  people  not  only  support  the  current  work  of  the  NIH,  they 
would  like  see  it  given  the  resources  to  do  more.   Surveys  consistently  show 
that  the  vast  majority  of  the  American  people  would  support  expanded  federal 
spending  for  health  research.   For  example,  91Z  of  Americans  surveyed  in  a 
November  1993  Harris  poll  believed  the  Nation  should  spend  more  on  medical 
research.   Not  many  programs  can  boast  a  91X  approval  rating  for  increased 
funding. 

NIH  has  this  kind  of  support  across  the  country  because  its  work  makes  a 
life-or-death  difference  for  so  many  Americans.   Everyone  has  a  stake  in  the 
work  of  the  National  Institutes  of  Health.   While  none  of  us  want  to  face  a 
medical  crisis  that  will  put  our  life  or  the  life  of  a  loved  one  in  jeopardy, 
we  know  that  we  will  face  those  crises.   And  when  we  do,  we  will  hope  and  pray 
that  there  is  a  drug,  a  treatment,  a  device,  a  medical  breakthrough  of  one 
kind  or  another,  that  can  save  us.   Where  do  those  treatments  and  cures  come 
from?  Many  come  from  the  work  that  is  funded,  day  after  day,  by  the  National 
Institutes  of  Health. 
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Budgetary  Struggles 

Mr.  Chairman,  you  know  as  well  as  I  do  that  not  all  Members  of  Congress 
share  our  Interest  in  increased  funding  for  medical  research. 

The  Clinton  Administration  sent  us  a  budget  this  year  that  places  a  high 
priority  on  medical  research.   Even  though  overall  discretionary  spending  is 
virtually  flat  for  the  coming  year,  the  Administration  provided  a  4X  increase 
for  NIH. 

But  the  Chairman  of  the  House  Budget  Committee  has  proposed  that  this 
committee  cut  NIH  funding  by  5X  --  around  $2.5  billion  over  5  years. 
Ninety-one  percent  of  the  American  people  would  like  to  see  us  increase 
medical  research  funding,  but  the  Budget  Committee  Chairman  has  proposed  a 
cut. 

You  and  I  know  that  the  domestic  discretionary  spending  budget  is  tight, 
and  is  likely  to  become  even  tighter  if  some  budget  proposals  are  adopted. 
That  is  the  difficult  reality  we  face.   But  I  would  urge  you  to  do  all  you  can 
to  protect  NIH  and  give  it  the  increased  resources  the  American  people  want 
for  it. 

One  of  the  remarkable  things  about  NIH  is  that  the  decisions  about  which 
grant  applications  should  be  funded  are  made  by  professionals  who  know  their 
fields  well  and  are  in  the  best  position  to  determine  which  proposals  are  most 
promising. 

Unfortunately,  only  around  one-fourth  of  the  grant  applications  that  are 
submitted  to  NIH  each  year  and  judged  worthwhile  actually  receive  funding. 
This  percentage  of  approved  research  proposals  that  are  funded  has  declined 
over  the  past  decade  despite  our  best  efforts  to  expand  NIH  funding  --  partly 
because  the  number  of  possible  avenues  of  exploration  has  exploded  in  recent 
years  as  our  understanding  of  how  the  human  body  works  has  grown.   The 
percentage  of  approved  applications  that  are  funded  will  continue  to  decline 
if  NIH  does  not  receive  enough  resources  to  keep  pace  with  inflation.   And  the 
less  we  provide,  the  more  potential  scientific  breakthroughs  will  go 
unexplored. 

Examples  of  the  Research  Funded  by  NIH 

When  I  testified  before  this  subcommittee  last  year,  my  written  testimony 
outlined  a  large  number  of  examples  of  the  past  successes  and  potential  future 
breakthroughs  that  could  come  from  NIH  research.   I  outlined  examples  of 
breakthroughs  that  have  not  only  saved  lives  but  also  saved  money  by  reducing 
health  care  costs  and  lost  productivity.   I  won't  recount  those  examples 
again,  but  I  would  like  to  reiterate  the  point  I  made  last  year,  that  the 
money  we  appropriate  for  health  research  produces  big  financial  dividends 
throughout  the  economy.   Besides  saving  lives,  health  research  pays  for  itself 
in  the  long  run,  and  sometimes  even  in  the  short  run. 

I  would  like  to  highlight  a  few  research  projects  funded  by  NIH  that  are 
being  conducted  in  just  one  small  portion  of  the  country  --  the  20th 
Congressional  District  of  Illinois,  which  I  represent. 
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First  let  me  say  that  we  have  a  large  number  of  fine  research 
universities  and  other  research  Institutions  throughout  the  state  of  Illinois. 
Researchers  in  our  state  received  1,294  NIH  grants  in  fiscal  year  1994. 
Those  research  projects  are  now  being  carried  out  In  laboratories  around  the 
state. 

The  20th  Congressional  District  has  a  few  of  those  grants,  around  18  In 
all.   I  would  like  to  tell  you  about  just  a  few  of  them,  starting  with  a 
project  at  Southern  Illinois  University  at  Edwardsville: 

*  Dr.  Mark  Bolyard  is  conducting  research  on  one  of  the  human  blood 
clotting  proteins  --  fibrinogen.   His  research  has  several  valuable 
purposes.   It  can  help  us  understand  the  processes  involved  in  blood 
clotting,  which  is  essential  to  certain  functions  of  the  body  and 
yet  potentially  fatal  when  It  occurs  in  other  settings  where  it  can 
cause  heart  attacks  and  strokes.   In  addition,  a  derivative  of 
fibrinogen  known  as  fibrin  glue  is  now  being  used  instead  of 
stitches  to  seal  Internal  wounds  after  surgery.   Dr.  Bolyard  Is 
trying  to  develop  a  technique  to  produce  large  quantities  of  human 
fibrinogen  in  potato  plants  so  that  we  can  have  a  large  supply  of 
fibrin  glue  that  can  be  used  with  confidence  that  it  is  HIV- free  and 
hepatitis -free.   Moreover,  because  fibrinogen  is  a  complex  protein, 
gaining  a  greater  understanding  about  how  it  works  may  help  us 
understand  how  other  proteins  work. 

The  other  NIH- funded  research  projects  I  would  like  to  describe  are  being 
conducted  at  the  Southern  Illinois  University  School  of  Medicine  in 
Springfield: 

*  Dr.  Miles  Steven  Evans  is  studying  the  cellular  mechanisms 
associated  with  epilepsy.   Approximately  0.5Z  to  IX  of  Americans 
have  epilepsy,  and  drugs  do  not  effectively  control  seizures  for 
one-third  to  one-half  of  these  patients.   Dr.  Evans's  study  has 
found  at  least  two  potentially  significant  cellular  abnormalities  in 
epilepsy,  which  may  point  researchers  in  new  directions  for  treating 
epilepsy. 

*  Dr.  Carl  Faingold  Is  also  pursuing  epilepsy  research.   His  research 
is  focusing  on  the  abnormal  firing  of  brain  cells  during  seizures, 
with  the  goal  of  increased  understanding  of  the  causes  of  epilepsy 
and  possible  directions  for  the  development  of  new  drugs  to  treat 
It. 

*  Dr.  Robert  Becker  is  studying  a  drug  treatment  for  Alzheimer's 
Disease.   Preliminary  results  suggest  that  the  drug,  which  inhibits 
certain  red  blood  cell  activities,  does  not  significantly  improve 
the  cognitive  performance  of  patients  but  may  slow  the  further 
deterioration  of  cognitive  performance. 

This  is  one  of  a  number  of  studies  being  conducted  at  the 
University's  Alzheimer  Disease  Center,  which  is  also  funded  by  NIH 
and  supports  a  variety  of  Alzheimer's  research  and  the  development 
of  innovative  approaches  to  Alzheimer's  education  particularly  for 
rural  populations. 
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*  Dr.  Rodger  Elble  is  studying  difficulties  in  walking,  which  impair 
1SX  to  20Z  of  senior  citizens  and  are  the  second  most  common  reason 
for  placement  into  nursing  homes.   By  monitoring  the  body's 
electrical  activity  associated  with  walking,  and  comparing  patients 
who  have  Alzheimer's,  Parkinson's,  and  other  diseases  with  controls 
who  do  not,  Dr.  Elble  is  trying  to  determine  the  causes  of  the 
ambulation  difficulties,  which  could  lead  to  rehabilitation 
treatments  that  could  help  many  senior  citizens  remain  independent. 

*  Dr.  Kathleen  Campbell  is  developing  techniques  for  the  non- surgical 
assessment  of  possible  damage  to  the  cochlea  and  other  hearing 
organs.   Her  goal  is  to  determine  whether  the  non- surgical  methods 
being  developed  can  be  used  to  predict  impending  hearing  loss  or 
provide  early  identification  of  a  hearing  loss  before  it  is 
irreversible  so  that  patient  care  can  be  enhanced. 

Dr.  Campbell  is  also  conducting  a  comparison  of  three  accepted 
methods  of  screening  newborn  infants  for  hearing  loss,  to  determine 
which  method  is  most  accurate,  quickest,  and  least  expensive,  and 
whether  rescreenings  should  use  another  method  or  the  same  method. 

*  Dr.  Donald  Caspary  is  studying  the  way  neurons  in  the  brain  encode 
sounds,  in  order  to  move  scientists  closer  to  the  development  of 
drug  therapies  for  treating  hearing  loss. 

These  are  just  a  few  of  the  research  projects  funded  by  NIH.   Each  of 
these  proposals  --  and  thousands  of  other  proposals  around  the  country,  funded 
and  unfunded  --  have  merit  and  could  make  a  critical  difference  in  the  lives 
of  many  Americans.   But  our  nation's  medical  research  effort  will  be  undercut 
if  NIH  does  not  receive  a  funding  increase  at  least  large  enough  to  keep  pace 
with  inflation,  as  the  Administration  has  proposed,  if  not  more. 

I  urge  you  to  do  all  you  can  to  provide  NIH  with  the  resources  it  needs 
to  keep  exploring  the  medical  unknown  so  that  more  people,  when  faced  with  a 
medical  crisis,  can  have  hope  for  a  cure.   Thank  you. 
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Thursday,  April  6,  1995. 

WITNESS 
HON.  HAROLD  E.  FORD,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  TENNESSEE 

Mr.  Porter.  Next  we  have  John  Olver  of  Massachusetts  and 
Harold  Ford  of  Tennessee  to  testify  on  the  Job  Corps.  Why  don't 
you  both  come  forward.  You  didn't  know  you  were  a  package,  but 
we  have  been  forming  up  panels  where  people  are  testifying  on  the 
same  subject. 

Harold,  why  don't  you  proceed  on  the  Job  Corps  and  then  John 
will  testify. 

Mr.  Ford.  Thank  you  very  much,  Chairman  Porter,  and  Mem- 
bers of  the  committee.  I  would  like  to  join  with  my  other  four  col- 
leagues who  preceded  me.  I  mean  the  testimony  that  they  gave  be- 
fore the  committee,  I  know  I  am  sort  of  shifting  gears  now  to  talk 
about  Job  Corps,  but  I  certainly  would  like  to  associate  myself  with 
the  remarks  and  the  testimony  that  they  gave  before  this  commit- 
tee because  I  thought  it  was  very  touching  and  it  certainly  is  an 
area  that  I  am  very  much  concerned  with  as  well. 

Mr.  Chairman,  I  would  like  to  ask  that  my  statement  be  made 
a  part  of  the  record.  I  will  be  very  brief. 

I  am  talking  about  Job  Corps.  Naturally,  I  want  to  thank  you 
and  the  Members  of  this  committee  for  the  opportunity  to  testify 
before  the  committee  today,  but  I  would  like  to  just  get  right  into 
the  area  that  I  want  to  discuss  pertaining  to  my  hometown,  which 
is  Memphis,  Tennessee. 

In  1994,  the  Department  of  Labor  announced  plans  to  open  a  Job 
Corps  Center  in  Memphis.  The  news  I  guess  capped  a  two-year  ef- 
fort dating  back  to  the  Bush  administration  to  bring  the  program 
to  Memphis.  Last  month,  as  you  know,  Mr.  Chairman,  and  Mem- 
bers of  this  committee,  the  Department  of  Labor  closed  a  Knoxville 
Job  Corps  center  leaving  Tennessee  only  with  one  operational  cam- 
pus, which  is  in  Bristol,  Tennessee. 

The  center  serves  less  than  400  students  a  year,  which  does  not 
meet  the  real  needs  of  my  State  when  there  is  more  than  100,000 
youth  that  could  in  fact  qualify.  Plus  Bristol,  Tennessee  is  closer 
to  Washington,  D.C.  than  it  is  my  hometown,  which  is  Memphis, 
which  is  the  big  urban  city. 

Then  there  is  and  will  continue  to  be  a  tremendous  need  for  this 
program  in  my  State,  as  well  as  my  congressional  district.  And  as 
you  know,  Mr.  Chairman,  the  Senate  is  scheduled  to  vote  today  to 
rescind  the  $46  million  for  fiscal  year  1995  for  Job  Corps  expan- 
sion. 

This  rescission  includes  funds  for  the  Memphis  Job  Corps  Center 
and  if  this  rescission  is  enacted,  over  400  young  people  in  Memphis 
will  lose  their  hope  and  the  opportunity  that  we  have  promised 
them.  And  I  think  as  we  planned  and  made  preparations  for  the 
opening  of  the  Job  Corps  Center,  which  will  open  in  October  of 
1996,  with  the  rescission  legislation  that  is  before  the  Congress,  if 
that  is  enacted  as  I  have  said,  we  would  lose  it. 

I  certainly  want  you  to  know,  and  Members  of  this  committee, 
that  I  join  Members  in  this  Congress  in  giving  strong  support  to 
the  50-50  plan,  and  hopefully  we  can  do  something  to  make  sure 
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that  we  continue  the  Job  Corps  plan  even  though  we  have  been 
faced  with  problems  with  Job  Corps  Centers  and  I  have  been  faced 
with  a  problem  in  my  own  State  and  with  the  closing  of  the  Knox- 
ville  office.  We  certainly  would  hope  the  50-50  plan,  and  whatever 
this  committee  can  do  to  say  to  the  House  and  to  adhere  to  our  des- 
perate need  of  the  program  to  stay  in  existence. 

I  would  like  to  thank  you  for  the  opportunity  to  testify,  Mr. 
Chairman. 

Mr.  Porter.  Harold,  in  marking  up  our  rescission  package,  even 
though  we  are  great  fans  of  the  Job  Corps,  we  felt  every  program 
had  to  make  some  kind  of  contribution,  but  we  did  not  mark  up  the 
expansion  of  the  Job  Corps  Centers  as  the  Senate  did.  You  will  be 
happy  to  know  that  Chicago  and  Memphis  are  both  in  that  package 
and  the  Chairman  has  an  enlightened  self-interest  on  the  centers. 
So  we  will  do  our  best  in  conference  to  see  if  we  can  make  the  mat- 
ter come  out  right  and,  again,  I  think  Job  Corps  is  one  of  our  very 
effective  programs  that  really  helps  young  people. 

Mr.  FORD.  Thank  you  very  much,  Mr.  Chairman. 

Mr.  Porter.  Thank  you  for  testifying. 

[The  prepared  statement  of  Congressman  Harold  E.  Ford  fol- 
lows:] 
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Chairman  Porter  and  Ranking  Member  Obey,  thank  you  for  the  opportunity  to  testify 
on  behalf  of  the  FY  96  Job  Corps  50/50  plan.  I  am  here  today  on  behalf  of  the  disadvantaged 
young  people  in  my  congressional  district  and  my  state  who  would  benefit  from  Job  Corps. 
In  Tennessee  over  100,000  youth  live  in  poverty  -  60,000  of  them  live  in  my  congressional 
district  (30%  in  Memphis).  Thirty  five  percent  of  them  drop  out  of  school  and  over  a  third 
of  them  are  unemployed.  All  too  often  they  turn  to  a  life  of  crime  or  drugs.  A  proven 
program  like  Job  Corps  is  often  the  only  hope  they  have  to  find  a  way  out  of  their  desperate 
conditions. 

This  program  provides  tangible  benefits  to  both  the  participants  and  the  federal 
government.  It  helps  young  people  living  in  poverty  become  responsible  productive  citizens 
by  giving  them  intensive  education  and  training  that  will  move  them  into  the  work  force. 
Reducing  funding  for  Job  Corps  would  be  penny  wise  and  pound  foolish  and  would  only 
worsen  the  problems  in  the  central  cities.  The  United  States  has  the  highest  rate  of 
imprisonment  of  all  the  western  industrialized  democracies.  We  spend  billions  to  incarcerate 
more  than  a  million  people  in  our  prisons,  local  jails  and  juvenile  facilities.  I  believe 
spending  the  money  on  the  front  end  for  education,  training  and  services  in  a  program  like 
Job  Corps  is  an  investment  in  our  future.  It  is  a  wise  investment  that  will  reduce  crime, 
increase  revenues  to  the  Treasury  and  ultimately  reduce  the  deficit. 

This  is  not  just  conjecture,  Mr.  Chairman.  Over  the  years,  Job  Corps  has  produced 
real,  quantifiable  results.  According  to  the  Department  of  Labor,  52%  of  Job  Corps  students 
receive  their  GED  or  high  school  diploma.  Thirty  four  percent  complete  vocational 
instruction  and  over  69%  are  placed  in  jobs,  enter  the  military  or  go  on  to  post-secondary 
education. 
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Testimony  of  the  Honorable  Harold  E.  Ford 
Page  Two 

In  1994,  the  Department  of  Labor  announced  plans  to  open  a  Job  Corps  Center  in 
Memphis.  The  news  capped  a  two  year  effort  dating  to  the  Bush  A<iministration  to  bring  the 
program  to  Memphis.  Last  month,  the  Department  of  Labor  closed  the  Knoxville  Job  Corps 
Center,  leaving  Tennessee  with  only  one  operational  campus  in  Bristol.  This  center  serves 
less  than  400  students  a  year  -  400  out  of  a  potential  113,000.  There  is  and  will  continue  to 
be  a  tremendous  need  for  this  program  in  my  State  and  congressional  district. 

As  you  know,  Mr.  Chairman,  the  Senate  is  scheduled  to  vote  today  to  rescind  $46 
million  for  FY  1995  Job  Corps  expansion.  This  rescission  includes  funds  for  the  Memphis 
Job  Corps  Center.  If  this  rescission  is  enacted,  over  400  young  people  in  Memphis  will  lose 
the  hope  and  opportunity  we  have  promised  them.  Currently,  preparations  to  open  the  Job 
Corps  Center  in  Memphis  are  moving  forward.  The  Department  of  Labor  has  purchased  the 
site  and  final  architectural  and  engineering  designs  will  be  submitted  to  the  Labor 
Department  in  June.  If  funding  is  continued,  the  Center  will  open  in  October  1996.  " 

I  understand  there  have  been  problems  in  some  of  the  Centers.  However,  I  believe  the 
Department  of  Labor  has  been  proactive  in  their  efforts  to  correct  the  deficiencies  in  the 
program.  This  is  why  we  need  to  support  the  Job  Corps  50/50  Plan  and  the  program's 
gradual  expansion.  In  fact,  in  the  most  recent  rescissions  bill  reported  out  of  this 
Subcommittee  and  passed  by  the  House,  funding  for  the  expansion  of  eight  new  centers  was 
spared.  I  applaud  the  Chairman  and  would  urge  him  to  stand  firm  in  conference  on  this 
issue. 

Mr.  Chairman,  we  have  enjoyed  your  support  of  this  vital  program  in  the  past.  I 
would  respectfully  urge  you  to  continue  to  provide  funding  for  both  FY  1995  and  FY  1996. 
Thank  you. 


### 
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Thursday,  April  6,  1995. 

WITNESS 

HON.  JOHN  OLVER,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  MASSACHUSETTS 

Mr.  Porter.  John  Olver,  please  proceed. 

Mr.  Olver.  Well,  thank  you,  Mr.  Chairman,  I  appreciate  very 
much  the  opportunity  to  be  able  to  testify.  And  since  I  guess  we 
have  been  called  upon  to  vote,  you  would  just  as  soon  as  I  was  fair- 
ly brief  as  would  everyone  else. 

Let  me  first  just  quickly  indicate  that  I  do  not  have  any  Job 
Corps  Centers  within  my  district.  There  are  both  a  long-standing 
one — well,  two,  fairly  close  to  the  edges  of  the  district,  one  in  New 
York  State  outside  my  State  and  one  in  the  district  of  my  colleague 
from  western  Massachusetts,  Richard  Neal,  and  one  of  those  which 
was  in  the  expansion  mode  as  part  of  a  base  closure  in  Fort  Devons 
in  the  eastern  part  of  the  State,  which  is  in  the  district  of  another 
of  my  Massachusetts  colleagues. 

But  they  all  serve  my  area  in  one  way  or  another  and  I  think 
it  has  been  a  good  program,  so  I  would  certainly  like  to  associate 
myself  with  the  comments  by  my  colleague  from  Memphis. 

And  secondly,  on  the  NIH,  I  too  have  a  very  personal  reason  for 
being  in  support  of  the  breast  cancer  research  program,  which  I 
think  has  strong  enough  support  that  nothing  further  need  be  said. 
So  I  will  leave  it  at  that  with  my  support  for  that. 

What  I  wanted  to  speak  on  was  a  couple  of  other  things.  I  know 
this  committee  has  considered  the  LIHEAP  program,  but  I  hope 
that  you  would  reconsider  that  earlier  position  and  to  support  the 
Low  Income  Home  Energy  Assistance  program  commonly  known  as 
LIHEAP.  I  wish  we  could  come  up  with  better  euphemisms — better 
mnemonics,  whatever. 

Mr.  Porter.  Acronyms. 

Mr.  Olver.  Acronyms,  better  than  that  one.  There  must  be  some- 
thing better.  The  President  actually  has  done  that.  He  had  recon- 
sidered his  earlier  position. 

He  funded  it  fully  in  his  1996  budget  submission  and  the  Senate 
has  showed  its  very  strong  support  by  fully  restoring  the  forward 
funding  for  fiscal  year  1996  in  their  version  of  the  rescissions  bill, 
which  you  will  have  an  opportunity  at  some  point  to  deal  with. 

There  is  a  contention  that  this  is  not  a  time  of  energy  crisis,  but 
that  does  not  mean  that  it  is  not  a  time  of  energy  crisis  for  the  peo- 
ple who  are  the  recipients  under  that  Low  Income  Heat  Assistance 
program. 

Average  energy  burdens  of  those  households  who  have  been 
using  that  program  is  18  percent,  whereas  the  average  energy  bur- 
den for  all  families  is  only  between  6  and  7  percent. 

All  that  says  is  that  really  is  seriously  a  low  income  program. 
And  the  elders  who  are  on  that  program,  they  have  no  place  else 
to  go. 

When  it  is  only  6  percent  of  your  family  income,  you  can  add 
more  or  less  to  that.  It  isn't  that  those  folks  need  less  heat.  It  is 
just  that  the  income  levels  that  are  being  served  are  so  very  low. 

The  average  income  for  LIHEAP  families  is  only  a  little  over 
$8,000  a  year.  And  the  program  considers  a  number  of  other  factors 
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besides  income  in  order  to  make  certain  that  they  are  reaching  the 
highest  energy-cost-burden  folks. 

The  Senate's  report  recognized  this,  and  I  quote  from  that  report 
in  two  different  quick  locations,  "unaffordable  utility  costs  continue 
to  be  a  crisis  for  low-income  households,"  and  the  "low-income 
home  energy  assistance  program  brings  potentially  lifesaving  heat 
to  nearly  6  million  poor  families,  roughly  15  million  individuals, 
about  30  percent  of  the  recipients  are  elderly  and  20  percent  are 
disabled." 

I  just  don't  think  that  it  is  an  unnecessary  program.  It  is  already 
a  block  grant  that  seems  to  work  quite  efficiently.  There  has  not 
been  significant  abuse  on  it.  And  there  are  already  restrictions  on 
administrative  spending.  So  I  would  hope  you  would  reconsider. 

And  secondly,  let  me  just  say,  I  would  ask  your  support  for  stu- 
dent financial  aid  and  for  libraries,  which  has  been  mentioned  ear- 
lier. It  has  always  been  personally  important  to  me  in  my  years  in 
the  legislature  in  Massachusetts,  both  of  those  particularly  impor- 
tant, and  I  think  a  very  valuable  investment  these  days,  when 
what  you  earn  depends  upon  what  you  learn,  and  we  really  need 
a  work  force  that  is  well  trained  and  competitive  in  the  global  mar- 
ketplace. 

I  visited  one  of  my  State  colleges,  North  Adams  State  College  in 
Massachusetts,  which  has  1,500  students.  Seventy-five  percent  of 
them  are  on  a  combination,  many  of  them  more  than  one,  of  Pell 
grants  and  Stafford  loans  and  Perkins  loans  and  work  study,  and 
the  supplemental  grants.  They  are  putting  together  from  that  com- 
bination several  ways  of  reaching  what  they  need. 

One  student  who  is  a  freshman  and  a  single  mother,  I  will  quote 
to  you  what  she  said.  I  am  quoting:  "I  am  not  in  anybody's  honor 
society,  but  every  morning  I  got  up,  I  kissed  my  children  and  said, 
mommy's  going  to  school,  and  I  snowed  them  that  I  can  make  it." 

And  another  one 

Mr.  Porter.  John,  I  am  sorry  to  interrupt.  I  think  we  are  all 
going  to  miss  the  vote.  You  can  come  back  after  we  vote  and  finish. 

Mr.  Olver.  If  you  give  me  30  seconds,  I  will  finish  and  we  can 
all  go  in  peace. 

Another  one  who  was  a  sophomore  and  an  honor  student,  her  fa- 
ther was  the  single  parent  there,  three  children,  and  they  would 
have  had  enormous  costs,  enormous  price  totally  on  their  own 
backs,  and  this  loan  program  was  very  valuable  to  them. 

So  for  their  sake  I  would  hope  that  you  would  support  that  con- 
tinuation of  that  combination  of  individual  grants  and  campus 
based,  particularly  work  study.  Even  work  study  has  been  under 
some  risk,  the  loans  that  are  available,  and  the  construction  pro- 
grams for  libraries.  Whatever  is  the  aid  for  libraries,  I  think  those 
are  critically  important. 

I  appreciate  it. 

[The  prepared  statement  of  Congressman  John  W.  Olver  follows:] 
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Testimony  of  Congressman  John  W.  Olver 

before  the 

Appropriations  Subcommittee  on  Labor/Health  and  Human 

Services/Education 

April  6,  1995 


I  appreciate  this  opportunity  to  testify  regarding  two  items 
of  particular  concern  to  me  in  the  FY  1996  Labor/HHS/Education 
appropriations  bill. 

First,  I  request  your  support  for  the  Low- Income  Home  Energy 
Assistance  Program  (LIHEAP) . 

The  President  recognized  the  importance  of  LIHEAP,  as  well 
the  long-standing  support  in  Congress  for  LIHEAP,  by  funding  the 
program  in  his  FY96  budget.   The  Senate  also  showed  its  strong, 
bi-partisan  support  for  LIHEAP  by  fully  restoring  the  FY96 
advanced  funding  for  the  program  in  its  version  of  the  FY95 
rescissions  bill. 

Opponents  of  the  program  may  contend  that  our  country  is 
not  suffering  from  an  energy  crisis,  so  there  is  no  need  for 
assistance. 

But  the  truth  is  that  the  average  energy  burden  of  LIHEAP 
recipient  households  is  very  high,  18.4  percent,  compared  to  the 
average  energy  burden  of  all  households,  6.7  percent. 
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The  Senate  Appropriations  Committee  understands  this 
problem.  In  its  report  accompanying  the  rescissions  bill  it 
stated: 

"Unaf fordable  utility  costs  continue  to  be  a  crisis  for 
low- income  households . " 

LIHEAP  recipients  have  an  average  income  of  $8,257.   But  the 
program  considers  several  factors,  aside  from  income,  in  order  to 
assure  that  the  money  is  reaching  those  with  the  highest  energy 
cost  burden. 

The  Senate  report  also  recognized  the  dire  situation  in 
which  many  LIHEAP  recipients  find  themselves.  It  went  on  to 
state: 

"The  Low- Income  Home  Energy  Assistance  Program  brings 
potentially  life-saving  heat  to  nearly  6  million  poor 
families,  or  roughly  15  million  individuals;  about  30%  of 
the  recipients  are  elderly,  and  20  percent  are  disabled." 

LIHEAP  is  not  an  example  of  unnecessary  spending  and  does 
not  have  a  history  of  fraud  or  abuse.   It  is  a  block  grant,  run 
quite  efficiently  at  the  local  level,  with  statutory  restrictions 
on  administrative  spending.    Again,  I  sincerely  hope  you  can 
support  this  crucial  funding. 
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Second,  I  would  like  to  request  your  support  for  student 
financial  aid  and  libraries.   This  funding  has  always  been 
personally  important  to  me.   I  believe  it  represents  an  extremely 
valuable  investment  in  our  young  people.   Particularly  at  this 
time  when  our  country  needs  a  workforce  that  is  well -trained  and 
competitive  in  the  global  marketplace. 

Just  this  past  weekend,  I  heard  from  more  than  100  students 
at  North  Adams  State  College  in  my  district.   Without  financial 
aid  these  students  would  not  be  getting  any  higher  education. 

One  student  was  a  freshman  and  a  single  mother  who  is  trying 
to  get  more  education  to  get  a  better  job. 

She  said,  "I'm  not  in  anybody's  honors  society,  but  every 
morning  I  get  up,  kiss  my  children  and  say,  'Mommy's  going  to 
school, '  and  I  show  them  I  can  make  it." 

Another  student  was  a  sophomore,  and  is  an  honors  student, 
with  a  3.94  grade  point  average.   She  said  her  father  is  a  single 
parent  of  three.   Without  help  from  the  work- study  program,  she 
would  not  be  able  to  continue  going  to  school. 

These  students'  testimony  is  certainly  more  powerful  than 
mine.   For  their  sake,  I  urge  this  Subcommittee  to  support 
appropriations  for  Pell  Grants,  campus-based  aid,  the  Library 
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Services  and  Construction  Act  and  library  funding  in  the  Higher 
Education  Act. 

Thank  you  again  for  the  opportunity  to  discuss  these 
concerns.   I  fully  understand  the  tremendous  needs  for  funding 
within  the  Subcommittee's  jurisdiction  this  year.   I  have 
appreciated  the  support  of  this  subcommittee  in  the  past  and 
thank  you  for  any  consideration  you  could  give  these  matters. 
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Mr.  Porter.  John,  thank  you  very  much.  The  subcommittee  will 
stand  in  recess. 
[Recess.] 


Thursday,  April  6,  1995. 

WITNESSES 
HON.  DOUG  BEREUTER,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  NEBRASKA 
HON.   DON  YOUNG,   A  REPRESENTATIVE   IN   CONGRESS   FROM   THE 

STATE  OF  ALASKA 
HON.  TIM  ROEMER,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  INDIANA 
STEVE  JANGER,  PRESIDENT,  CLOSE  UP  FOUNDATION 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

I  apologize  to  my  colleagues  for  the  need  to  go  vote.  We  want  to 
welcome  Doug  Bereuter,  Don  Young,  Tim  Roemer  and  Steve 
Janger.  If  you  will  all  just  proceed. 

Mr.  Young.  Mr.  Chairman,  I  am  delighted  to  be  here  today.  I 
suggest  respectfully,  I  have  a  written  testimony  I  would  like  to  sub- 
mit to  the  committee. 

Listening  to  the  other  people  testifying  before  you,  Mr.  Chair- 
man, I  don't  envy  your  position.  As  this  pie  has  gotten  smaller, 
there  is  a  great  deal  of  requests  for  you  and  you  have  to  make 
those  decisions. 

I  was  involved  in  the  Allen  Ellender  Fellowship  program,  which 
was  managed  by  Close  Up  when  it  first  started.  I  can't  think  of  a 
better  investment  in  our  future  than  in  the  Close  Up  program  and 
educating  young  people  about  how  our  government  works  and  does 
not  work. 

I  have  supported  this  and  raised  money  for  it  and  promoted  it 
in  the  high  schools.  We  have  had  8,000  Alaskan  students  come  to 
Washington,  D.C.  since  the  conception  of  Close  Up.  I  have  followed 
up  those  people  who  participated  in  the  program. 

These  are  high  school  students — over  the  period  of  22  years,  23 
years  I  have  been  here — and  each  one  of  those  people  as  I  inter- 
view them  say  that  one  telling  part  of  their  high  school  career  was 
the  Close  Up  week  or  10  days  that  they  spent  here  in  Washington, 
D.C. 

It  is  a  small  investment.  It  is  an  investment  that  pays  a  tremen- 
dous reward  in  the  future. 

All  people  want  money  for  something.  But  this  is  the  one  place 
where  we  are  talking  about  the  future.  All  other  requests  are  for 
the  present  and  the  past.  This  is  for  the  future.  These  young  people 
I  think  need  to  be  exposed  to  how  the  government  works.  And  I 
can't  think  of  a  better  investment  in  the  small  sums  of  money. 

Now,  you  and  I  have  discussed  before  the  problem  with  Mr.  Ka- 
sich,  and  I  will  be  working  with  him  in  many  of  these  areas.  We 
have  to  avoid  being  dictated  to  by  one  group  of  individuals  among 
our  colleagues.  We  have  to  help  them  make  decisions  that  best 
serve  not  only  our  constituency  but  this  government.  It  is  lack  of 
knowledge  that  makes  our  government  not  credible.  The  more 
knowledge  these  youngsters  get,  the  more  faith  they  will  have  in 
our  government  and  the  greater  our  democracy  will  be. 
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I  will  say  something  respectfully,  Mr.  Chairman,  this  is  a  good 
investment.  As  you  go  through  the  hearings  and  through  the  deci- 
sions, I  am  going  to  really  request  that  you  consider  the  future,  not 
just  the  present  or  the  past. 

Thank  you,  Mr.  Chairman. 

[The  prepared  statement  of  Congressman  Don  Young  follows:] 
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Mr.  Chairman,  members  of  the  Subcommittee,  I  am  delighted  to 
be  here  today  to  offer  my  strong  support  for  the  Allen  J. 
Ellender  Fellowship  Program,  administered  by  the  Close  Up 
Foundation.   I  am  a  longstanding  supporter  of  Close  Up,  so  it  is 
a  pleasure  for  me  to  come  here  to  speak  on  behalf  of  the 
organization's  excellent  work. 

I  want  to  begin  by  saying  that  Close  Up  is  the  best  thing  to 
happen  to  young  people  in  Alaska.   Since  1979,  Close  Up  has 
brought  more  than  8,000  Alaska  high  school  students  and  teachers 
to  Washington.   They  have  made  it  possible  for  kids  from  the  most 
remote  parts  of  my  state  to  come  to  the  nation's  capital  to  learn 
how  our  democracy  works.   Not  only  that,  but  these  students  have 
an  opportunity  to  meet  and  get  to  know  other  young  people  from 
across  the  United  States. 


The  Allen  J.  Ellender  Fellowship  Program  makes  traveling 
from  Alaska  to  Washington,  DC  a  reality  for  kids  who  could  never 
hope  to  do  such  a  thing.   Otherwise,  students  from  remote  towns 
like  Barrow  and  Unalaska,  have  never  been  to  a  major  city,  let 
alone  traveled  four  or  five  thousand  miles  to  the  capital  of  the 
United  States!   The  experience  allows  these  young  people  to  feel 
connected  to  other  students  and  to  the  democratic  process.   Close 
Up  helps  them  learn  that  they  have  a  responsibility  to  be  an 
active  participant  in  our  political  process. 

Like  many  of  you,  I  meet  with  the  high  school  students  and 
their  teachers  from  my  state  when  they  are  here  with  Close  Up.   I 
know  the  opportunity  they  have  to  ask  questions  or  voice  an 
opinion  to  a  Member  of  Congress  builds  their  self-confidence. 
Most  importantly,  they  see  firsthand  that  they  can  make  a 
difference.   This  feeling  of  empowerment  is  key  to  good 
citizenship  and  to  involvement  in  their  communities.   I  have  seen 
for  myself  that  the  students  and  teachers  do  not  leave  this  new 
sense  of  empowerment  in  Washington,  but  they  carry  it  home  with 
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them  and  build  upon  it. 

The  Ellender  Fellowship  Program  has  enabled  Close  Up  to 
maintain  its  commitment  to  reach  the  students  who  need  the 
program  the  most,  those  who  are  at  risk,  disadvantaged,  or 
undeserved.   There  are  plenty  of  programs  and  options  for 
academic  achievers  and  students  whose  families  can  afford  to  give 
them  every  opportunity.   But,  students  who  come  from  low-income 
families,  who  may  not  be  academic  achievers,  or  who  are  from 
remote  parts  of  the  country,  do  not  have  as  many  opportunities 
available  to  them.   Thanks  to  support  from  the  Ellender 
Fellowship  Program,  Close  Up  is  able  to  focus  its  efforts  on 
those  students  and  give  them  the  unique  chance  to  learn  in  the 
classroom  of  Washington. 

I  know  well  that  we  are  all  facing  tremendously  difficult 
budgetary  decisions,  but  Close  Up  is  a  program  that  produces 
tangible  and  important  results.   Close  Up  takes  the  relatively 
small  amount  of  $4.2  million  and  makes  it  available  to  thousands 
of  students  who  benefit  enormously  from  the  educational 
experience  of  a  lifetime. 

Mr.  Chairman  and  colleagues,  I  ask  that  you  continue  to  fund 
the  extremely  worthwhile  Ellender  Fellowship  Program, 
administered  by  Close  Up.   This  small  investment  in  our  nation's 
children  is  one  that  must  continue.   Thank  you  for  allowing  me 
this  time  to  speak. 
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Mr.  PORTER.  Thank  you,  Don. 

Doug? 

Mr.  Bereuter.  Mr.  Chairman,  I  will  build  on  what  Congressman 
Young  just  said.  I  have  been  involved  in  watching  this  program 
grow.  My  State  was  not  involved  when  I  arrived  here  but  it  is  very 
much  involved  today.  We  have  low-income  young  people  from  res- 
ervations and  from  urban  areas  in  my  State  that  do  participate  be- 
cause of  the  Ellender  program. 

I  believe  the  Close  Up  program  is  the  best  single  civic  education 
program  that  brings  people  to  Washington  of  any  age.  And  this  one 
is  particularly  important,  as  Congressman  Young  said,  because  it 
gives  the  experience  to  these  young  men  and  women.  It  is  going  to 
make  them  more  active,  engaged,  involved  citizens  the  rest  of  their 
life. 

I  can  see  it  happening.  You  have  been  here  long  enough  now  that 
you  can  see  it  happening. 

Let  me  give  you  just  a  few  statistics.  Close  Up  received  approxi- 
mately $4.2  million  in  fiscal  year  1995  to  support  the  Ellender  fel- 
lowship program,  from  2,499  students  during  the  1987-88  school 
year  to  3,938  during  the  1993-94  school  year.  Overall,  we  have 
seen  400,000  students  and  teachers  who  have  come  to  Washington, 
D.C.  to  look  at  government  up  close.  And  of  that  400,000,  84,000 
of  these  participants  received  full  or  partial  scholarships,  or  fellow- 
ships, pardon  me,  because  of  the  Ellender  program.  That  is  why  it 
is  so  important. 

If  you  understand,  and  I  am  sure  you  do  because  you  probably 
meet  with  them  too,  the  mix  of  people  we  have,  and  the  fact  that 
we  share  this  experience  with  young  people  from  various  States,  so 
they  not  only  have  their  own  group,  you  will  notice  that  some  of 
the  young  people  there  clearly  would  not  have  been  able  to  come 
at  all.  It  wasn't  even  conceivable  that  they  could  come  here  without 
the  Ellender  fellowship.  So  I  hope  you  will  do  what  you  can. 

I  literally  never  miss  an  opportunity  to  speak  to  the  group.  When 
I  am  here  I  speak  to  the  kids  from  my  district  because  I  know  it 
is  important  to  have  the  best  experience  possible. 

I  know  you  will  do  what  you  can  with  this.  We  appreciate  your 
support. 

[The  prepared  statement  of  Congressman  Doug  Bereuter  follows:] 
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CLOSE  UP  PANEL  STATEMENT 

BY  THE  HONORABLE  DOUG  BEREUTER 

BEFORE  THE 

LABOR-HEALTH  AND  HUMAN  SERVICES-EDUCATION 

APPROPRIATIONS  SUBCOMMITTEE 

APRIL  6,  1995 

Mr.  Chairman,  thank  you  for  giving  me  the  opportunity  today  to  express 
my  strong  support  for  continued  appropriations  for  the  Close  Up  Foundation. 
As  you  know,  the  Close  Up  Foundation  sponsors  important  citizenship  education 
programs  for  students  which  promote  civic  awareness,  civic  achievement,  and 
civic  action. 

The  Close  Up  Foundation  received  an  appropriation  of  $4.2  million  in 
fiscal  year  1995  to  support  the  Ellender  Fellowship  program.  As  you  know,  the 
Ellender  Fellowships  allow  low-income  students  to  participate  in  the  highly 
successful  Washington  Close  Up  program.  These  funds  enable  students, 
regardless  of  their  financial  status  or  academic  ability,  to  participate  in 
this  weeklong  study  trip  to  Washington,  D.C.  There  has  been  a  steady  increase 
in  the  number  of  Ellender  student  fellowships:  from  2,499  during  the  1987-88 
school  year  to  3,938  during  the  1993-94  school  year.  Additionally,  no  other 
civic  education  program  makes  more  financial  assistance  available  to 
disadvantaged  students.  Without  the  Ellender  Fellowships,  the  Close  Up 
program  simply  will  not  reach  many  disadvantaged  students  such  as  those  on 
Indian  reservations,  in  low-income  rural  areas  and  inner-city  "at  risk" 
schools  that  currently  participate  in  the  program. 

Over  the  past  ten  years,  more  than  3,100  students  from  the  1st 
Congressional  District  of  Nebraska  have  participated  in  the  Close  Up  program. 
Nationally,  since  1971  over  400,000  students  and  teachers  have  participated  in 
the  Washington  Close  Up  Program.  More  than  84,000  of  those  participants 
received  full  or  partial  fellowships. 

Mr.  Chairman,  I  am  absolutely  convinced  that  Close  Up  is  the  best 
citizen  education  program  of  the  many  that  bring  any  age  of  citizen  to 
Washington  D.C.  to  study  our  governmental  system.  It  is  a  successful  program 
that  provides  many  students  with  an  extraordinary  opportunity  to  learn  how  our 
government  works.  It  trains  and  inspires  teachers  to  take  new  ideas  and 
curricula  back  to  their  classrooms  and  communities,  thereby  multiplying  many 
times  the  number  of  students  and  other  citizens  affected  by  the  program.  I 
strongly  urge  you  to  support  the  very  meager  continued  appropriations  for  the 
Close  Up  program. 
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Mr.  Porter.  I  never  fail  to  meet  with  the  young  people  from  my 
district  either,  or  to  talk  to  the  group  if  I  am  invited  to  do  so  and 
can  do  so. 

This  is  an  amount  of  money  spent  by  the  Federal  Government. 
Isn't  there  a  chance  that  this  would  be,  because  it  is  such  a  good 
program,  made  up  through  private  sector  foundation  donations, 
and  is  this  really  something  that  the  Federal  Government  ought  to 
be  spending  money  for  out  of  the  taxpayers'  pockets,  or  should  we 
look  to  the  private  sector  to  take  this  over? 

Mr.  Bereuter.  Yes,  this  is  something  we  ought  to  be  spending 
money  on.  We  have  helped  solicit  funds,  and  corporate  sponsors  do 
pick  up  a  large  share. 

Mr.  Young.  Mr.  Chairman,  I  am  going  to  suggest  that  I  do  be- 
lieve we  ought  to  have  Federal  involvement.  If  we  decide  not  to 
have  Federal  involvement,  and  this  is  why  I  am  not  bargaining 
now,  it  has  to  be  a  transitional  period  of  time,  so  we  can  pick  up 
necessarily. 

Steve  will  tell  you  that  I  have  gone  out  and  I  believe  I  have 
raised  a  considerable  amount  of  money  for  this  from  the  private 
sector.  We  can  do  that  over  a  period  of  time.  But  if  we  lose  the  im- 
petus by  cutting  the  money  off  this  year,  we  can't  pick  the  money 
up  that  quick.  If  you  start  dropping  down  the  participation,  you 
will  kill  the  program. 

Again,  I  want  to  really  urge  you  to  consider,  if  we  want  to  expose 
these  people  to  our  system  of  government  and  make  them  believe 
in  it.  So  in  the  long  run  we  probably  can  pick  up  the  majority  of 
it.  But  we  can't  tolerate,  I  don't  think,  the  total  elimination  or  se- 
vere cut.  Once  the  program  starts  on  the  downside,  you  will  never 
get  it  back  up  again. 

Mr.  Porter.  What  time  frame  do  you  consider  to  be  the  long 
term? 

Mr.  YOUNG.  Well,  I  am  speaking — Steve  knows  more  about  it  be- 
cause he  runs  the  program  and  he  may  disagree  with  what  I  say 
because  he  and  I  have  not  talked  about  it.  But  I  understand  the 
pressures  you  are  under.  But  I  would  like  to  see  a  four-year  break- 
down. We  are  getting 

Mr.  Janger.  $4.2  million. 

Mr.  YOUNG.  With  the  knowledge  that  this  is  going  to  occur,  then 
we  could  try  to  pick  it  up  on  the  private  sector.  And  we  will  prob- 
ably be  back  next  year  saying  we  were  unsuccessful.  But  we  can 
try  to  do  that. 

But  to  cut  it  off  totally,  you  will  destroy  the  program.  And  if  I 
may  lecture  a  little  bit,  the  way  you  destroy  a  program  is  breaking 
down  the  infrastructure.  The  way  you  stop  harvesting  trees  is  to 
make  sure  the  mills  shut  down,  the  people  move,  and  the  plants 
shut  down.  You  don't  start  it  back  up. 

This  is  really  basically  what  happens.  If  you  stop  this  once,  it 
won't  start  again. 

Mr.  Porter.  I  think  that  is  right.  The  Senate,  of  course,  did  not 
do  the  same  thing  the  House  did  in  many  areas,  and  this  is  one 
of  them,  and  we  will  have  a  chance  to  get  into  the  issue  and  dis- 
cuss it  very  thoroughly.  Maybe  Steve  would  like  to  address  the 
question  I  have  asked  also? 
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Mr.  Janger.  Yes,  sir,  I  would.  But  I  would  respectfully  defer  to 
Congressman  Roemer  so  that  all  the  Congressmen  at  least  can 
speak  before  I  do,  if  that  is  all  right,  Mr.  Chairman. 

Mr.  Young.  Smart  man. 

Mr.  Roemer.  Thank  you,  Mr.  Chairman.  Thank  you  for  the  op- 
portunity to  testify  before  your  committee.  I  have  a  formal  state- 
ment I  would  like  to  enter  for  the  record. 

Let  me  briefly  state  why  I  strongly  support  this  and  why  this  has 
bipartisan  support. 

First  of  all,  I  believe  in  a  time  in  your  great  State  and  great  City 
of  Chicago,  we  just  had  an  election,  and  in  the  history  of  record- 
keeping in  municipal  elections  in  the  City  of  Chicago,  we  have 
never  seen  less  support,  less  output  for  people  going  to  the  polls 
than  we  saw  in  the  other  day's  election  in  the  City  of  Chicago. 

This  program  addresses  the  civic  responsibility  for  citizens  today 
to  vote,  to  participate  in  the  electoral  process,  to  recognize  the 
privilege  and  the  responsibility  in  a  democracy. 

Jefferson  said  it  well.  Jefferson  said,  "The  price  of  democracy  is 
eternal  vigilance,"  and  we  need  to  teach  our  children,  we  need  to 
make  it  a  high  priority  in  our  schools,  that  there  is  civic  respon- 
sibility and  participatory  responsibility  in  a  democracy. 

This  program  does  that.  And  I  would  respectfully  say,  to  respond 
to  some  of  your  questions,  what  signal  does  it  send  in  this  country 
in  a  democracy  to  say  the  government  will  not  fund  this  at  all?  We 
think  the  private  sector  has  the  responsibility  totally  to  fund  a  pro- 
gram that  teaches  and  excites  and  motivates  our  children  to  learn 
more  about  government. 

And  I  know  there  are  diminishing  resources.  This  program 
leverages  $4  million  to  raise  about  five  times  more  the  amount  of 
money. 

When  you  made  the  decision — and  I  respectfully  concur  with 
your  decision  on  public  broadcasting — I  am  sure  you  heard  testi- 
mony from  those  people  saying  that  when  they  go  to  raise  money 
from  foundations  in  the  private  sector,  it  is  terribly  difficult  to  raise 
that  money  when  the  government  has  pulled  out  their  support. 
And  that  is  a  very,  very  depressing  and  difficult  signal  to  send. 

Secondly,  I  would  say  that  this  program  is  important  because  of 
the  type  of  child  and  student  it  brings  in  here.  Thirty-five  percent 
of  the  children  participating  in  Close  Up  are  disadvantaged  and  mi- 
nority children.  They  would  never  come  here  if  it  wasn't  for  Close 
Up.  Close  Up  gives  them  that  opportunity. 

As  we  talk  about  new  technology  and  science  and  math  and 
laptop  computers,  as  the  Speaker  talks,  we  are  talking  about  the 
different  opportunities  that  we  are  giving  people  to  excite  them  in 
1995  about  learning.  This  program  is  exciting.  It  brings  them  to 
Washington. 

They  see  the  monuments.  They  ask  Congressman  Young  and 
Congressman  Bereuter  questions.  They  meet  their  Congressmen. 
They  have  mock  Congresses.  Terribly  exciting. 

They  are  on  the  Floor  and  see  what  happens  and  see  the  picture 
of  Lafayette  and  Washington.  They  partake  in  a  mock  Congress. 
That  is  exciting.  They  go  back  and  they  tell  their  fellow  students 
about  much  of  that. 
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Lastly,  this  program  is  important  because  of  what  it  does  for 
teachers.  It  rejuvenates  teachers.  It  helps  them  teach  not  textbook 
learning  of  government,  but  actually  how  we  practice  government 
here. 

For  those  three  reasons,  I  know  you  are  faced  with  difficult  deci- 
sions, I  would  strongly  encourage  you  and  try  to  help  you  to  fully 
fund  this  program  so  as  not  to  pull  the  rug  out  from  underneath 
it. 

[The  prepared  statement  of  Congressman  Tim  Roemer  follows:] 
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Good  morning  Mr.  Chairman  and  Members  of  the  Subcommittee.   I  appreciate 
the  opportunity  to  appear  before  you  today  to  speak  on  behalf  of  the  Allen  J.  Ellender 
Fellowships  and  the  Close  Up  Foundation,  which  uses  the  fellowships  for  important 
civic  education  programs. 

In  the  current  budget  atmosphere  in  which  Federal  programs  must  prove  their 
worth,  I  can  think  of  no  better  example  of  an  effective,  successful,  and  targeted  Federal 
education  program  than  the  Ellender  Fellowships.   By  making  a  relatively  modest 
investment  ($4.2  million  in  FY  1995)  in  the  Ellender  program,  the  Federal  government 
enables  the  Close  Up  Foundation  to  reach  students  and  older  Americans  who  otherwise 
would  not  be  able  to  participate  in  Washington-based  education  seminars.   Close  Up 
provides  an  educational  service  that  is  unparalleled  in  its  ability  to  interest  young 
Americans  in  their  government  and  its  workings,  both  in  the  Nation's  capital  and  the 
classroom. 

Close  Up  has  shown  tremendous  success  in  engaging  students  in  civic  education. 
Most  importantly,  it  is  the  only  organization  of  its  kind  that  makes  teachers  an  integral 
part  of  its  programs.   Not  only  does  Close  Up  rely  on  teachers  to  establish  local 
programs  and  prepare  student  participants,  but  it  operates  professional  development 
programs  for  teachers.  Close  Up  recognizes  that  the  best  way  to  educate  students  is  to 
educate  teachers.  Teachers  who  take  part  in  the  Close  Up  program  return  to  the 
classroom  rejuvenated  with  new  ideas  to  share  with  all  their  students,  not  just  those 
students  who  are  fortunate  enough  to  take  part  in  the  Washington-based  program. 

I  believe  that  there  is  abundant  evidence  and  good  reason  to  continue  the  Ellender 
Fellowships.   The  Close  Up  Foundation  is  an  outstanding  example  of  an  effective 
partnership  between  the  Federal  government  and  a  private  organization.  Close  Up 
invests  and  multiplies  a  relatively  small  amount  of  Federal  "seed"  money  in  its 
endeavors  to  provide  civic  education  to  thousands  of  students  and  teachers  every  year. 
This  is  an  excellent  program  that  should  be  continued  and  encouraged  by  the  Federal 
government. 

Thank  you  for  this  opportunity  to  testify  today  on  behalf  of  the  Ellender 
Fellowships  and  the  Close  Up  Foundation.   I  hope  that  we  can  count  on  your  support 
for  this  program. 

THIS  STATIONARY  PRINTED  ON  SAPER  MAOE  OF  RECYCLED  FIBERS 
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Mr.  Porter.  Tim,  I  agree  with  what  you  say  except  for  the  point 
that  if  this  program  is  all  that  is  there  to  stimulate  young  people 
who  become  interested  in  government,  we  are  headed  to  true  disas- 
ter. Your  public  schools  ought  to  be  teaching  citizenship  and  par- 
ticipation in  a  free  society.  And  if  they  are  failing  us  to  the  extent 
we  have  to  depend  upon  one  small  Federal  program  to  make  that 
up,  it  isn't  going  to  be  able  to  do  it.  Let's  face  it. 

Mr.  Roemer.  I  agree  with  that,  but  what  this  program  does  is 
it  gets  them  out  of  the  classroom  in  many  instances  and  to  Wash- 
ington, DC. 

Mr.  Porter.  Yes,  that  I  very  much  agree  with. 

Mr.  Roemer.  Not  many  other  programs  would  do  that. 

Mr.  Porter.  I  would  commend  to  you  a  piece  in — I  think  it  is 
Sunday  or  Monday's  Chicago  Tribune  on  what  is  happening  to  com- 
munity politics,  government,  human  participation  in  a  free  society, 
because  I  think  that  is  at  the  core  of  our  problems.  And  the  thesis 
of  the  piece  is  that  our  technology  has  turned  government  into  an 
entertainment  diversion,  that  only  flips  up  on  the  screen  to  enter- 
tain us  rather  than  the  vitals  of  our  system.  It  is  a  very  good  piece. 

But  why  don't  you  proceed,  Steve. 

Mr.  Janger.  Thank  you,  sir. 

Mr.  Chairman,  I  am  very  grateful.  I  didn't  have  an  opportunity — 
I  will  later  on — to  thank  Congressman  Young  and  Congressman 
Bereuter  and  Congressman  Roemer  for  their  time,  their  courage, 
their  conviction  and  their  activity.  Their  involvement  is  very  inspir- 
ing to  all  of  us  at  Close  Up. 

Mr.  Chairman,  I  don't  really  recall  running  into  a  lot  of  people 
who  don't  like  what  Close  Up  does.  But  there  is  a  serious  question 
of  whether  the  Federal  Government  should  be  a  part  of  the  Close 
Up  program  and  apparatus.  That  is  a  question  on  your  mind,  and 
I  know  with  diminishing  resources  it  is  such  a  legitimate  question. 

What  I  would  like  to  do  is  tell  you  why  we  think  it  is  important 
and  how  we  try  to  multiply  the  resources  of  the  Federal  Govern- 
ment. This  month  I  celebrated  my  25th  year.  I  had  the  pleasure 
of  starting  Close  Up  25  years  ago,  and  I  have  been  on  the  road  25 
years  trying  to  raise  money  for  the  Close  Up  Foundation  for  dis- 
advantaged kids  and  for  teachers  to  supplement  dollars  that  we 
have  gotten  from  the  Federal  Government. 

There  was  no  Ellender  program  when  Close  Up  started.  It  was 
three  years  later  that  we  had  the  Congress  look  at  the  Close  Up 
Foundation  and  say,  We  appreciate  this,  and  we  want  to  help  with 
disadvantaged  students  as  well. 

What  Congressman  Young  and  Congressman  Bereuter  and  Con- 
gressman Roemer  told  you,  I  am  certainly  not  going  to  argue  with. 
I  support  their  position  very,  very  strongly.  But  when  I  say  that, 
we  have  been  sort  of  incredulous  at  the  little  battles  we  have  had 
with  the  Department  of  Education  in  some  of  the  justification  that 
they  have  put  out  why  this  program  should  not  receive  Federal 
support. 

Every  year  this  program  has  been  running,  we  have  increased 
the  student  fellowships  by  working  harder.  For  the  past  several 
years  with  the  same  amount  of  money,  we  have  increased  the  stu- 
dent fellowships. 
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We  were  concerned  about  teacher  participation  in  the  program. 
Teacher  participation  for  us,  Mr.  Chairman,  is  the  core  of  every- 
thing we  do.  There  is  no  way  for  us  to  reach  into  Oakland  Tech 
High  School  to  schools  in  Chicago,  Miami,  St.  Louis,  in  Alaska,  in 
Indiana,  and  reach  into  a  school  which  is  primarily  a  disadvan- 
taged school  with  at-risk  kids,  and  ask  the  principal,  pick  an  at- 
risk  student.  Rather,  we  work  with  the  boards  of  education  and  the 
superintendents,  and  we  have  teachers  who  raised  $5,000,  $10,000, 
$40,000  because  we  are  motivated  by  their  participation  in  Close 
Up  to  do  so. 

We  are  certainly  not  the  panacea  for  the  problems  facing  commu- 
nity life  today.  But  teachers  don't  come  here  to  chaperone  kids. 
Teachers  come  for  a  professional  enhancement  program.  The 
75,000  students  a  year  who  participate  in  local  and  State  Close  Up 
programs  are  here  because  we  have  a  teacher  network  of  loyal 
teachers.  The  750,000  students  who  have  participated  in  local  pro- 
grams have  cost  the  Federal  Government  nothing  because  we  have 
excited  teachers  who  have  been  buoyed  by  their  own  participation 
and  have  gone  back  in  their  communities  and  created  their  own 
programs. 

People  say  to  me,  "why  can't  you  take  $4  million  out  of  $34  mil- 
lion and  privatize  your  program?"  Well,  I  have  been  on  the  road  25 
years  raising  money,  and  I  would  like  to  be  able  to  say  I  could  raise 
another  $4  million,  et  cetera.  But  the  central  seed  element  that  al- 
lows us  to  deal  with  every  kind  of  student,  a  large  program  for  deaf 
students,  for  blind  students,  orthopedically  handicapped  students, 
no  other  program  will  take  these  kids  anywhere  outside  of  their 
school,  is  because  we  have  that  seed  element  which  we  try  to  mul- 
tiply to  the  very  best  of  our  ability. 

We  are  having  the  largest  program  than  we  have  ever  had  prin- 
cipally because  the  at-risk  programs  are  doing  the  best  they  can. 

[The  prepared  statement  of  Stephen  A.  Janger  follows:] 
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Mr.  Chairman,  Members  of  this  subcommittee,  my  name  is  Stephen  A.  Janger  and  I  am  President  of 
the  Close  Up  Foundation.  I  am  very  pleased  to  be  able  to  submit  testimony  in  support  of  the  Allen  J. 
Ellender  Fellowship  Program,  administered  by  the  Close  Up  Foundation.  On  behalf  of  the  tens  of 
thousands  of  participants  who  have  benefited  from  Ellender  Fellowships,  I  want  to  sincerely  thank  the 
Members  of  this  Subcommittee  for  all  of  your  past  support. 

For  fiscal  year  1996,  we  respectfully  request  $4.2  million.   This  amount  is  approximately  the  same 
amount  as  last  year's  level.  While  we  recognize  the  tremendous  budgetary  constraints  the 
Subcommittee  faces,  we  believe  our  request  is  justified  because  we  plan  to  do  more  next  year  at 
higher  costs  with  the  same  amount  of  federal  money. 

As  many  of  you  know,  the  Close  Up  Foundation  is  the  nation's  largest  citizenship  education 
organization.   When  you  hear  the  name  "Close  Up,"  I  am  sure  that  you  think  of  large  groups  of 
young  people  waiting  outside  committee  rooms  or  roaming  the  hallways  eager  to  learn  about  their 
government.  Close  Up  is  that,  and  much  more.   Close  Up  offers  a  variety  of  programs  directed  at 
encouraging  responsible  participation  in  our  democratic  system  of  government.   Close  Up  continually 
strives  to  create  innovative  approaches  to  civic  learning.   Close  Up  emphasizes  community 
involvement  and  civic  literacy  through  multidimensional  activities  reaching  out  to  communities 
throughout  the  nation.   Close  Up  works  to  inform  participants  about  civic  values  and  civic  virtues  - 
two  of  the  most  important  cornerstones  of  democracy. 

Close  Up's  twenty-four  year  old  mission  of  nurturing  civic  learning  and  civic  responsibility  seems  to 
be  particularly  appropriate  to  the  current  climate  in  our  country.  The  antipathy  about  public  service 
which  we  have  seen  expressed  in  widespread  public  disdain  for  the  political  process  lessens  our  ability 
as  a  nation  to  solve  the  major  fiscal  and  social  challenges  we  face.   Close  Up  swims  against  this  tide 
of  ignorance  and  negativity  by  educating  young  people  through  firsthand  experience  that  Congress  as 
an  institution,  elected  officials,  officials  appointed  to  the  Executive  branch,  and  the  political  process  at 
all  levels  are  integral  elements  to  the  complexities  of  effective  government. 

Close  Up  works  to  help  students  and  teachers  understand  the  changes  that  currently  are  taking  place  in 
our  processes  of  governance  and  the  effects  that  resonate  throughout  the  country.   Close  Up  exposes 
our  participants  to  the  complexities  of  public  policy  decisionmaking  and  the  positive  results  that  can 
emanate  from  involvement  and  understanding. 

44  Canal  Cenier  Plaza     Alexandria.  Virginia  22314     (703)706-3300 
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The  Close  Up  program,  with  its  unique  experiential  learning  methodology,  is  composed  of  an 
intensive  seven-day  program.  The  week  consists  of  seminars,  workshops,  dialogues,  and  discussions 
with  Senators,  Representatives,  Supreme  Court  justices,  government  agency 
officials,  representatives  of  a  wide  variety  of  interest  groups,  members  of  the  media,  and  many  other 
individuals  active  in  the  mechanics  and  dynamics  of  federal  government.  The  programs  are  always 
balanced  and  do  not  direct  the  students'  thinking  but  expose  them  to  the  complexity  of  issues  that  are 
involved  in  any  public  policy  decision.  The  program  is  designed  to  demonstrate  to  young  people  that 
government  is  not  an  inflexible  machine,  but  one  made  up  of  people  -  and  that  they  can  effectively 
and  constructively  involve  themselves  in  the  dynamics  of  government. 

Understanding  and  involvement  were  two  of  the  basic  themes  of  Close  Up's  program  when  it  began  in 
1971,  those  same  themes  hold  true  today.  We  see  many  young  people  who  come  to  Washington  with 
pre-conceived,  negative  notions  about  government  officials.  While  they  are  on  the  program,  we 
observe  significant  change  in  many  of  these  students  as  they  have  an  opportunity  to  see  firsthand  - 
beyond  the  textbook  -  how  our  democratic  system  works.  They  have  the  chance  to  question  and  to 
listen  to  policymakers  and  to  develop  a  more  well  rounded  and  realistic  view  of  government. 

Close  Up's  "core"  program  is  the  Washington  High  School  Program.  Most  of  you  probably  have  had 
your  primary  contact  with  Close  Up  during  meetings  with  students  and  teachers  from  your  districts, 
but  the  Foundation's  program,  curricular  offerings  and  instruction  are  much  more  extensive.  The 
Washington  High  School  Program  has  participants  from  all  fifty  states,  the  District  of  Columbia,  the 
Commonwealth  of  Puerto  Rico  and  the  United  States'  Territories.   For  more  than  twenty  years,  the 
"core"  program  has  included  many  hearing- impaired,  visually-impaired  and  orthopedically  challenged 
individuals.   Program  participants  are  from  inner-city  schools,  rural  schools,  Bureau  of  Indian  Affairs 
schools  and  Association  of  Community  Tribal  (ACT)  schools;  there  are  students  who  are  recent 
immigrants,  children  of  migrant  workers,  the  best  and  the  brightest  of  student  populations  and 
students  who  struggle  just  to  stay  in  school.  The  program  is  designed  to  be  inclusive  and  expansive, 
and  we  believe  it  is  all  of  that  and  more. 

We  seek  students  from  all  over  the  country,  from  every  race  and  ethnicity,  from  the  entire  range  of 
the  socio-economic  spectrum  and  we  mix  them  all  together.  At  the  start  of  the  week,  students  are 
warily  eyeing  each  other  and  by  the  end  of  their  week  together,  they  are  hugging  and  crying  their 
good-byes  and  promising  to  write  and  stay  friends  forever.   As  an  example,  we  recently  heard  from  a 
young  woman  in  California  who  has  for  the  past  ten  years  corresponded  with  her  Close  Up  roommate 
from  Puerto  Rico.  What  many  of  these  students  leam  about  themselves  and  their  "neighbors"  cannot 
be  learned  in  a  book,  and  can  only  help  to  make  America  stronger  and  better  through  understanding 
that  regardless  of  how  different  we  are,  we  are  all  part  of  the  whole  fabric  of  America's  great 
democracy. 
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To  ensure  representation  from  all  of  America,  the  Foundation  made  a  commitment,  at  its  inception,  to 
focus  considerable  effort  toward  underserved,  neglected  and  at-risk  populations.  It  appeared  to  those 
of  us  in  the  Foundation  that  there  are  very  few  programs  for  those  other  than  "academic  achievers"  or 
student  government  leaders.  Yet,  our  entire  democratic  system  is  based  on  the  equal  representation 
and  participation  of  all  of  its  citizens. 

The  Foundation's  success  in  reaching  these  underserved  populations  is  inextricably  linked  to  the  Allen 
J.  Ellender  Fellowships.  Since  1971,  more  than  400,000  students,  educators  and  older  Americans 
have  taken  part  in  Close  Up's  Washington-based  programs.  By  the  end  of  the  current  program  year, 
fellowship  funding,  with  Ellender  Fellowships  serving  as  the  all-important  seed  element,  will  have 
provided  more  than  90,000  participants  with  full  or  partial  fellowships. 

Although  the  Washington  High  School  Program  remains  the  primary  focus  of  the  Ellender 
Fellowships,  there  are  two  other  constituencies  that  benefit  tremendously  from  the  financial 
assistance.  The  Program  for  New  Americans,  which  is  designed  for  students  who  have  recently 
immigrated  to  the  United  States,  has  grown  steadily  during  the  past  few  years  due  to  the  need  that 
exists  for  a  program  of  this  kind,  and  thanks  to  the  support  of  the  Ellender  Fellowships.  This  exciting 
and  rewarding  program  now  involves  participants  from  twenty-nine  states  and  the  District  of 
Columbia.  The  Program  for  New  Americans  includes  students  from  countries  such  as  Laos,  El 
Salvador,  Ethiopia,  China,  Haiti,  India,  Korea,  Mexico,  Nepal,  Poland,  Vietnam,  and  the  former 
Soviet  Union.   This  program  also  includes  increasing  numbers  of  young  people  whose  parents  are 
migrant  workers.   Virtually  all  of  the  new  American  students  who  participate  in  this  program  receive 
the  help  of  an  Ellender  Fellowship. 

The  third  constituency  that  receives  Ellender  Fellowships  are  the  participants  in  Close  Up's  Program 
for  Older  Americans.   This  program  offers  a  unique  opportunity  for  individuals  fifty  years  of  age  and 
older  to  explore  and  learn  about  Washington.   Participants  experience  the  democratic  process 
firsthand  by  talking  with  elected  representatives,  journalists  and  others  involved  in  government.  The 
Program  for  Older  Americans  has  participants  from  forty-four  states,  the  District  of  Columbia,  and 
Puerto  Rico.  The  Ellender  Fellowships  have  made  it  possible  for  thousands  of  low- income  older 
Americans,  most  of  them  living  on  fixed  incomes,  to  participate  in  the  program,  to  continue  their 
civic  education  and  to  carry  their  positive  involvement  back  to  their  communities. 

These  three  programs,  which  benefit  from  Ellender  Fellowships,  demonstrate  there  is  a  broad 
representation  of  America  in  Close  Up's  programs.   Ensuring  this  representation  remains  one  of  the 
great  challenges  facing  the  Foundation. 

A  key  to  our  success  in  reaching  a  diverse  group  of  students  is  the  Close  Up  teacher.   Close  Up 
works  through  the  local  schools.   We  do  not  send  direct  mail  marketing  solicitations  to  the  students  or 
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their  parents.  Rather,  we  gain  the  approval  of  the  local  school  board,  superintendent,  or  other  school 
officials  for  our  program  and  the  local  officials  assign  a  teacher  to  oversee  the  program.  In  this  way, 
Close  Up  is  working  with  a  teacher  who  knows  the  student  population  ~  its  needs  and  peculiarities. 
The  teacher  is  the  better  judge  of  which  students  would  benefit  most  from  participation  in  Close  Up's 
program.  We  also  rely  on  the  teacher  to  identify  the  students  who  are  most  in  need  of  fellowship 
assistance. 

The  concerted  effort  that  the  Foundation  staff  and  the  teachers  apply  to  ensure  diverse  participation  is 
one  reason  we  were  so  incredulous  at  the  Administration's  justification  for  excluding  us  in  the  FY 
1996  President's  budget.  Obviously,  they  were  not  paying  attention  because  to  claim  that  there  are 
other  organizations  that  provide  "virtually  identical"  programs  simply  is  not  true. 

I  would  like  to  set  out  a  few  of  the  major  differences  between  Close  Up  and  other  organizations.  Let 
me  be  clear  from  the  start,  I  am  not  being  critical  in  any  way  of  any  other  organization.  I  am  simply 
responding  to  an  inaccurate  claim  by  the  Department  of  Education. 

I  have  discussed  the  fellowship  program  relative  to  Close  Up.  What  I  have  not  said  is  that  Close  Up's 
only  criteria  for  fellowship  receipt  is  financial  need.  Contrary  to  a  Department  of  Education  claim, 
we  have  had  a  steady  increase  in  the  number  of  student  fellowships  awarded  and  estimate  that  we  will 
award  approximately  5,200  student  fellowships  this  year.   It  is  my  understanding  that  other 
organizations  award  few,  if  any,  student  fellowships  and  those  few  fellowships  are  tied  to  very  high 
academic  performance,  geographic  location  or  both. 

The  fellowship  program,  however,  is  only  one  of  the  many  distinctions  between  Close  Up  and  other 
organizations.   Close  Up  is  different  because  we  have  focused  deliberate  effort  on  reaching  and 
including  "all  kinds  of  kids."   As  a  result,  we  have  the  academically  elite  and  those  struggling  to  stay 
in  school.  We  have  students  from  the  extremes  of  both  ends  of  the  economic  scale.  We  have  students 
who  are  student  leaders  and  those  who  barely  make  it  to  school.   And,  each  year  we  have  students 
participate  who  have  various  disabilities.   As  a  result  of  our  "melting  pot"  approach,  we  can  make  a 
conservative  estimate  that,  since  1987,  45%  of  the  Ellender  student  fellowship  recipients  have  been 
underserved  students. 

From  its  very  beginnings,  Close  Up  has  emphasized  community  involvement  and  giving  back  to  your 
community.   Close  Up's  Washington-based  programs  alone  have  generated  more  than  8.8  million 
hours  of  community  learning  and  volunteer  time  to  local  communities  throughout  the  country.   In  a 
more  structured  way,  we  know  that  the  enthusiasm  generated  by  Close  Up's  program  results  annually 
in  more  than  75,000  students,  educators,  older  Americans,  and  other  citizens  participating  in 
approximately  180  community  based  programs  conducted  at  no  cost  to 
the  federal  government. 
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As  one  more  example,  I  have  mentioned  already  the  unique  role  Close  Up  teachers  play  in  assisting 
students  in  their  schools,  but  I  have  not  mentioned  the  even  greater  contribution  the  teachers  make  as 
a  result  of  our  program.  Close  Up  conducts  a  program  for  all  of  the  teachers  accompanying  students 
to  Washington.  The  teachers  take  part  in  a  concurrent  but  separate  professional  development 
program.  During  this  program,  the  teachers  have  an  opportunity  to  exchange  techniques  and 
methodologies  with  their  peers  from  across  the  country.  As  a  result  of  Close  Up's  teacher  program, 
we  estimate  conservatively  that  these  reinvigorated  educators  have  reached  as  many  as  5.9  million 
students  again  at  little  or  no  cost  to  the  federal  government.  Additionally,  using  the  1993-94  program 
year  as  an  example,  Close  Up  teachers  reached  approximately  324,500  students,  at  a  cost  of 
approximately  $6.79  per  teacher  in  fellowship  dollars.  In  terms  of  helping  to  make  Close  Up's 
student  population  inclusive  and  expansive,  from  program  years  1987-88  through  1993-94,  Close  Up 
teachers  have  helped  generate  approximately  42,600  underserved  student  participants.  Close  Up 
teachers  and  its  teacher  program  are  not  only  distinct  from  other  organizations,  but  the  educators' 
contributions  are  distinctive  and  very  cost-effective. 

Mr.  Chairman,  I  believe  I  have  demonstrated  that  Close  Up  is  a  unique  organization  and  that  with  the 
help  of  the  Ellender  Fellowships  the  Foundation  and  the  Close  Up  teachers  annually  multiply  the 
reach  of  the  federal  expenditure  to  many  thousands  of  Americans.   I  am  very  proud  of  the  work  we 
have  done  over  the  last  twenty-four  years  and  all  of  us  are  committed  to  continuing  to  strive  to 
produce  programs  that  measurably  enhance  meaningful  citizenship  education.   We  think  our  programs 
are  a  credit  to  the  Congressional  commitment  of  funds,  and,  therefore,  merit  the  continued  support  of 
the  Congress. 

Finally,  I  want  to  thank  you,  the  members  of  this  Subcommittee  and  all  of  the  Members  of  Congress 
who  have  so  generously  supported  Close  Up  and  the  Ellender  Fellowships.   You  are  making  a 
difference.   I  strongly  urge  the  Subcommittee  to  support  the  FY  1996  request  for  the  Ellender 
Fellowship  Program.   I  will  be  happy  to  answer  any  questions  that  Members  of  the  Subcommittee 
may  have. 
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Mr.  PORTER.  How  much  money  is  raised  from  private  sources  as 
opposed  to  government  sources? 

Mr.  JANGER.  Student  tuitions  alone,  which  are  not  parental  mon- 
ies, will  be  more  than  $22-$23  million.  That  is  from  bake  sales, 
civic  clubs,  every  kind  of  thing  imaginable.  We  will  have  another 
million  and  a  half  dollars  from  just  corporations  and  foundations 
this  year,  maybe  $200,000  to  $300,000  more  than  that. 

Mr.  Porter.  So  you  raised  $23  million  without  corporations  and 
foundations? 

Mr.  JANGER.  Those  are  student  tuitions.  They  get  $200  from  par- 
ents or  a  civic  club.  They  get  $100  from  some  other  way.  Teachers 
raise  a  lot  of  that  money  for  the  students  themselves.  And  the 
breakdown  is  such  that  approximately  72  to  74  percent  of  the  stu- 
dents who  come  to  our  program  generate  their  own  tuition  in  com- 
ing in  the  program. 

And  that  is  truly  a  pot  of  money  that  is  really  hard  to  define, 
because  there  are  so  many  sources  in  the  community  who  give  to 
it. 

Mr.  Porter.  So  if  you  put  that  aside,  though,  it  is  $1.5  million 
and  $4.2  million. 

Mr.  Janger.  If  you  put  all  of  that  aside,  right. 

Mr.  Porter.  That  is  student  specific. 

Mr.  Janger.  All  of  it  is  student  specific. 

Mr.  Porter.  The  corporation  and  foundation  money  isn't  specific 
to  any  one  student. 

Mr.  Janger.  No,  it  is  really  for  fellowships,  going  into  a  pot. 

Mr.  Porter.  I  just  wanted  to  kind  of  put  it  in  perspective.  Do 
you  agree  with  Don  Young,  if  we  were  to  consider  trying  to  move 
out  of  the  governmental  sector  and  into  the  private  sector,  would 
four  years  be  impossible,  easy,  can't  be  done  ever?  What  are  your 
thoughts? 

Mr.  Janger.  I  would  say  if  we  really  had  a  core  group  of  people 
who  said  we  shall  sustain  this  and  try  to  sustain  this,  the  private 
sector  is  a  little  bit  fickle  in  terms  of  what  they  do.  To  sustain  the 
program  and  to  let  teachers  build  it  into  their  classes  as  a  curricu- 
lum which  happens  in  about  40  percent  of  all  of  our  participating 
teachers,  they  have  a  Close  Up  class  which  they  teach  which  in- 
volves many  more  students  than  can  actually  come  to  Washington, 
D.C.,  to  be  able  to  give  them  notice  that  they  can  continue,  that 
is  our  angle.  We  want  to  be  able  to  do  that  so  we  can  touch  as 
many  kids  as  we  possibly  can. 

I  don't  know  whether  four  years— I  am  not  a  magician,  I  am  not 
the  Pied  Piper.  I  just  work  to  raise  as  much  money  as  I  can.  Some 
years  I  have  had  good  years,  some  years  I  have  had  bad.  One  year, 
one  corporation  for  three  consecutive  years  represented  75  percent 
of  our  total  contribution.  They  decided  to  do  something  else,  and 
that  set  us  back  about  two  years  when  they  dropped  out. 

Mr.  Porter.  What  foundations  are  regular  contributors? 

Mr.  Janger.  The  Exxon  Foundation,  Union  Pacific  Foundation, 
Houston  Endowment,  Honeywell  Foundation. 

Mr.  PORTER.  Is  the  McArthur  Foundation 

Mr.  Janger.  No,  we  have  never  approached  the  McArthur  Foun- 
dation. 
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Mr.  Porter.  Please  proceed,  but  I  think  we  are  understanding 
things  much  better  here. 

Mr.  JANGER.  I  am  through.  I  can't  quite  get  enough  of  myself  into 
this  testimony  to  tell  you  how  I  feel  about  this  program.  It  has 
been  my  life  for  25  years.  And  I  am  never  ashamed  of  the  fact  that 
we  take  the  Federal  dollar  and  bring  back  several  other  dollars 
through  student  tuition  or  private  sector  support,  any  way  we  pos- 
sibly can.  I  am  not  ashamed  of  the  fact  that  we  brought  thousands 
and  thousands  of  deaf  and  blind  kids  on  this  program. 

We  made  a  commitment,  my  brother  and  I,  when  we  started  this, 
that  this  program  was  going  to  be  for  underserved  constituencies, 
not  the  student  council  president,  not  the  merit  scholar  necessarily. 
We  get  them  because  the  program  is  so  large,  but  it  is  an  artificial 
picture  of  any  community  just  to  bring  the  merit  scholar  and  the 
student  council  president  or  the  political  science  junkie.  So  we 
bring  every  kind  of  kid  we  possibly  can  on  the  program.  That  is  the 
true  picture  of  a  community.  That  is  the  kind  of  audience  to  which 
Congressman  Bereuter  speaks,  is  every  kind  of  student. 

Eighty-five  percent  of  the  Bureau  of  Indian  Schools  in  the  coun- 
try participate  in  this  program.  They  wouldn't  have  another  oppor- 
tunity to  do  so. 

Mr.  Porter.  I  also  understand  that  it  is  much  easier  to  get 
money,  the  $23  million,  because  it  is  specific  to  students,  than  it 
is  a  generic  contribution  to  support  the  program.  And  without  the 
Federal  money  it  probably  is  hard  to  get  foundation  money  just  to 
support  the  program  as  opposed  to  supporting  specific 

Mr.  Janger.  It  is  hard  to  get  money,  Mr.  Chairman.  It  is  just 
very  tough  out  there. 

Mr.  Bereuter.  Mr.  Chairman,  may  I  say  one  thing  in  conclu- 
sion? I  think  there  is  no  doubt  that  Steve  Janger  in  his  testimony, 
totally  that  comes  across,  but  all  of  us  are  feeling  some  direct  or 
indirect  pressure,  persuasion  to  try  to  end  programs.  And  there  is 
I  think  an  almost  mindless  focus  on  this  kind  of  scorekeeping. 
There  are  times  when  I  think  you  have  to  resist  it.  I  am  resisting 
it  on  a  couple  of  things  I  think  are  important,  keeping  the  author- 
ization there  because  it  is  in  our  national  interest  to  do  that. 

And  here  is  one  where  I  think  we  should  take  the  cuts  elsewhere, 
even  things  that  are  important  to  individual  Members,  and  say, 
this  is  one  thing  that  we  are  going  to  continue  to  support  because 
it  is  very  good  for  the  country. 

I  think  it  means  that  we  are  going  to  leverage  a  lot  more  private 
sector  money.  But  to  rely  totally  on  it,  I  think  we  lose  the  kids  who 
are  most  vulnerable. 

So  I  do  not  agree  with  the  phase-out,  even  though  it  makes  your 
life  more  difficult. 

Thank  you. 

Mr.  PORTER.  We  don't  on  this  subcommittee  earmark  anything. 
So  there  isn't  anything  for  individual  Members  per  se. 

It  is  good  to  know,  and  I  did  know,  of  course,  Doug's  strong  sup- 
port for  the  program,  but  it  is  good  to  know  there  is  strong  support 
among  a  number  of  Members,  both  sides  of  the  aisle.  And  I  think 
I  have  a  better  understanding  of  what  you  face  in  terms  of  raising 
the  funds. 
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I  am  a  great  fan  of  the  program.  It  is  just  a  question  of  whether 
we  can  fund  it  some  other  way. 

Thank  you  both. 

Mr.  Janger.  Thank  you  very  much,  Mr.  Chairman. 

Mr.  BEREUTER.  I  would  like  unanimous  consent  to  put  my  re- 
marks in  the  record. 

Mr.  Porter.  Surely. 

The  committee  will  stand  in  recess  until  2:00. 


Thursday,  April  6,  1995. 
witnesses 

HON.    CONSTANCE    MORELLA,    A    REPRESENTATIVE    IN    CONGRESS 

FROM  THE  STATE  OF  MARYLAND 
HON.  ROSA  DeLAURO,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  CONNECTICUT 
HON.  LOUISE  SLAUGHTER,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  NEW  YORK 
HON.  LYNN  WOOLSEY,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  CALIFORNIA 
HON.  LUCILLE  ROYBAL-ALLARD,  A  REPRESENTATFVE  IN  CONGRESS 

FROM  THE  STATE  OF  CALIFORNIA 
HON.  CARRIE  MEEK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  FLORIDA 
HON.  NANCY  JOHNSON,  A  REPRESENTATrVE  IN  CONGRESS  FROM  THE 

STATE  OF  CONNECTICUT 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

I  want  to  apologize  for  our  late  start. 

Our  first  panel  is  the  Congressional  Caucus  on  Women's  Issues, 
and  we  are  pleased  to  welcome  Connie  Morella  of  Maryland,  Rosa 
DeLauro  of  Connecticut,  Louise  Slaughter  of  New  York,  Lynn 
Woolsey  of  California,  Lucille  Roybal-Allard  of  California,  Carrie 
Meek  of  Florida  and  Nancy  Johnson  of  Connecticut. 

You  can  all  come  forward  and  be  seated  at  the  table. 

I  yield  to  the  cochairman  of  the  Women's  Caucus,  Nita  Lowey. 

Mrs.  Lowey.  Thank  you,  Mr.  Chairman. 

I  want  to  join  you  in  welcoming  our  colleagues  to  testify  before 
us.  I  have  a  statement  which  I  am  going  to  include  in  the  record, 
but  as  one  of  two  Members,  and  we  were  joined  previously  and  we 
miss  her,  Congresswoman  Rosa  DeLauro,  it  was  the  first  time  in 
the  last  session  that  women  in  20  years  ever  served  on  this  com- 
mittee. 

We  would  like  to  think  in  that  time  we  have  made  a  difference. 
And  we  worked  closely  with  the  Congressional  Caucus  on  Women's 
Issues,  our  colleagues  who  are  here  today — and  an  apology  from 
Lynn  Woolsey  who  was  called  from  the  White  House — and  all  the 
other  women  to  really  make  a  difference. 

We  have  felt  that  women's  health  had  really  been  neglected  for 
far  too  long,  and  because  of  our  advocacy  and  work  with  lots  of 
good  men  like  our  Chairman,  we  have  been  able  to  truly  make  a 
difference,  increases  in  breast  cancer  research,  increases  in  re- 
sources for  ovarian  cancer  research.  We  have  worked  on  edu- 
cational equity  programs. 
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This  committee,  as  you  know,  has  a  vast  jurisdiction,  and  the 
work  of  the  caucus  on  education  programs,  job  training  programs, 
in  addition  to  the  important  investments  in  health,  we  think  have 
truly  made  a  difference  and  have  made  lives  for  women  so  much 
better.  But  we  all  know  that  there  is  a  lot  more  work  to  be  done. 

And  so  we  are  particularly  pleased — and  serving  with  my  col- 
league Nancy  Pelosi  has  always  been  a  special  pleasure — we  are 
particularly  pleased  to  welcome  you  as  chairs  of  the  caucus's  task 
forces,  to  talk  with  us  about  your  focus  on  health,  education,  and 
on  certainly  job  training,  among  the  many  issues  that  we  have 
been  working  on  together. 

So  I  look  forward  to  your  testimony,  and  I  am  very  pleased  that 
you  could  take  the  time  to  be  with  us  today. 

[The  prepared  statement  of  Congresswoman  Nita  M.  Lowey  fol- 
lows:] 
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STATEMENT  OF  THE  HONORABLE  NITA  M.  LOWEY 
INTRODUCTION  OF  THE  CONGRESSIONAL  CAUCUS  FOR  WOMEN'S  ISSUES 
BEFORE  THE  LABOR/HHS/EDUCATION  APPROPRIATIONS  SUBCOMMITTEE 

APRIL  6,  1995 


THANK  YOU,  MR.  CHAIRMAN.    I  AM  SO  PLEASED  TO 
WELCOME  MY  COLLEAGUES  FROM  THE  BIPARTISAN 
CONGRESSIONAL  CAUCUS  FOR  WOMEN'S  ISSUES  HERE  TO  THE 
SUBCOMMITTEE  TODAY.    IT  HAS  BEEN  AN  HONOR  TO  SERVE  AS 
A  CO-CHAIR  OF  THE  CAUCUS,  TOGETHER  WITH  MY 
COLLEAGUE  CONNIE  MORELLA.    OF  COURSE,  IT  IS  ALSO  AN 
HONOR  TO  SERVE  ON  THIS  IMPORTANT  SUBCOMMITTEE, 
WHERE  DECISIONS  ARE  MADE  ABOUT  FUNDING  VITAL  HEALTH, 
EDUCATION,  AND  LABOR  PROGRAMS.    SO  TODAY  IS  A 
PARTICULAR  PLEASURE  FOR  ME,  AND  I  LOOK  FORWARD  TO 
HEARING  FROM  MY  COLLEAGUES  FROM  THE  CAUCUS.    WE 
HAVE  A  NUMBER  OF  PRIORITIES  WE  WILL  PUT  BEFORE  THE 
SUBCOMMITTEE. 

MR.  CHAIRMAN,  I  AM  JUST  GOING  TO  TAKE  A  MOMENT  TO 
DISCUSS  OUR  EFFORTS  IN  RECENT  YEARS  TO  ENSURE  THAT 
THE  PROGRAMS  UNDER  THIS  SUBCOMMITTEE'S  JURISDICTION 
TREAT  MEN  AND  WOMEN  EQUITABLY.  REP.  MORELLA  WILL 
ALSO  DISCUSS  THIS  HISTORY. 
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AS  YOU  KNOW,  THE  CAUCUS  WAS  FORMED  IN  1977.    FOR 
NEARLY  20  YEARS,  THE  CAUCUS  HAS  MAINTAINED  THAT 
WOMEN  --  WHO  PAY  THEIR  FAIR  SHARE  OF  TAXES  IN  THIS 
COUNTRY  ~  DESERVE  A  FAIR  SHARE  OF  BENEFITS  FROM 
FEDERAL  PROGRAMS  AND  POLICffiS.    UNFORTUNATELY  THAT 
HAS  NOT  ALWAYS  OCCURRED.    LET  ME  GIVE  EXAMPLES  FROM 
PROGRAMS  UNDER  THIS  SUBCOMMITTEE'S  JURISDICTION. 

IN  WOMEN'S  HEALTH,  IT  TOOK  YEARS  TO  ASSURE  THAT 
POOR  WOMEN  HAD  ACCESS  TO  REPRODUCTIVE  HEALTH 
CHOICES  WHEN  PREGNANCY  ENDANGERED  THE  LD7E  OF  THE 
WOMAN,  OR  RESULTED  FROM  RAPE  OR  INCEST. 

MOREOVER,  A  GENERAL  ACCOUNTING  OFFICE  REPORT  - 
REQUESTED  BY  THE  CAUCUS  IN  1989  -  REVEALED  THAT  NIH- 
FUNDED  CLINICAL  TRIALS  INCLUDED  TENS  OF  THOUSANDS  OF 
MEN  AND  NO  WOMEN!    LIKEWISE,  AN  N.I.H.  INTERNAL  REVIEW 
REVEALED  THAT  ONLY  A  SMALL  PORTION  OF  FUNDS  WERE 
GOING  TO  RESEARCH  ON  WOMEN'S  HEALTH.   AND  WE  ALL 
KNOW  HOW  HARD  IT  WAS  TO  ASSURE  THAT  Nffl  WOULD  HIRE 
AND  PROMOTE  WOMEN  SCIENTISTS! 
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THIS  SUBCOMMITTEE  HAS  HEARD  FROM  NIH  OFFICIALS 
ABOUT  THE  DIFFERENCES  BETWEEN  MEN  AND  WOMEN  WITH 
REGARD  TO  THE  ETIOLOGY  OF  DISEASE,  THE  PROGRESSION  OF 
DISEASE,  AND  THE  TREATMENT  OF  DISEASES.    DR.  VARMUS, 
DR.  KIRCHSTEIN,  AND  DR.  PINN  TESTHTED  TO  THE 
IMPORTANCE  OF  RESEARCHING  THESE  DIFFERENCES  -  AND 
THE  VITAL  ROLE  THE  OFFICE  OF  RESEARCH  ON  WOMEN'S 
HEALTH  PLAYS  IN  ASSURING  THAT  WOMEN  ARE  INCLUDED  IN 
CLINICAL  TRIALS  AND  BASIC  BIOMEDICAL  RESEARCH. 
LIKEWISE,  SECRETARY  SHALALA  TESTIFIED  TO  VALUABLE 
ROLE  THE  OFFICE  OF  WOMEN'S  HEALTH  IN  THE  PUBLIC 
HEALTH  SERVICE  PLAYS  IN  PROMOTING  PREVENTION 
PROGRAMS  FOR  WOMEN'S  HEALTH. 

IN  JOB  TRAINING  PROGRAMS,  THE  VAST  MAJORITY  OF 
PARTICIPANTS  HAVE  BEEN  MEN,  AND  ONLY  9  PERCENT  OF  THE 
WOMEN  WHO  PARTICIPATE  IN  TRAINING  PROGRAMS  ARE 
TRAINED  FOR  NON-TRADITIONAL  OCCUPATIONS  --  DESPITE  THE 
FACT  THAT  NEARLY  60  PERCENT  OF  ALL  WOMEN  ARE  IN  THE 
WORK  FORCE  AND  CLOSE  TO  95  PERCENT  OF  ALL  WOMEN 
WILL  WORK  OUTSIDE  OF  THE  HOME  AT  SOME  POINT  IN  THEDR 
LIVES.    WE  KNOW  THAT  NON-TRADITIONAL  CAREERS  ARE 
OFTEN  THE  ONLY  PATH  TO  SELF-SUFFICIENCY. 
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IN  THE  AREA  OF  EDUCATION,  WE  HAVE  ALL  READ  THE 
COMPREHENSIVE  STUDffiS  THAT  ELLUSTRATE  THAT  GIRLS  ARE 
TREATED  DD7FERENTLY  IN  THE  CLASSROOM  THAN  BOYS.    WE 
NEED  TO  EDUCATE  PARENTS  AND  TEACHERS  TO  REMEDY 
THESE  DISCREPANCDIS. 

SO  THE  CAUCUS  COMES  BEFORE  THE  SUBCOMMITTEE 
TODAY,  AS  WE  HAVE  IN  PAST  YEARS,  TO  ADVOCATE  FOR 
EQUITY  IN  THE  APPROPRIATIONS  PROCESS  AND  APPROPRIATE 
AND  ESSENTIAL  INVESTMENTS  IN  PROGRAMS  THAT  BENEFIT 
WOMEN'S  HEALTH,  ECONOMIC  EQUITY,  AND  EDUCATIONAL 
OPPORTUNITY.    WITH  THIS  CONTEXT  IN  MIND,  THE  MEMBERS 
OF  THE  CONGRESSIONAL  CAUCUS  FOR  WOMEN'S  ISSUES  WILL 
TESTIFY  TODAY  ON  BEHALF  OF  WOMEN'S  POTENTIAL  FOR 
CONTRIBUTION  TO  OUR  NATION  AND  OUR  NEEDS  IN  THE 
APPROPRIATIONS  PROCESS. 
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WE  WILL  HAVE  CONNIE  MORELLA,  THE  CO-CHAIR  OF  THE 
CAUCUS,  BEGIN  THE  CAUCUS'  TESTIMONY.   FOLLOWING  REP. 
MORELLA  WILL  BE  THE  CAUCUS'  TASK  FORCE  CHAIRS 
TESTIFYING  ON  THE  PROGRAMS  UNDER  THE  JURISDICTION  OF 
THEIR  TASK  FORCES.    WE  ARE  ALSO  PLEASED  TO  WELCOME 
REP.  DELAURO,  A  FORMER  MEMBER  OF  THIS  SUBCOMMITTEE, 
WHO  DID  SUCH  WONDERFUL  WORK  ON  MANY  ISSUES  UNDER 
THIS  SUBCOMMITTEE'S  JURISDICTION  -  INCLUDING  WOMEN'S 
HEALTH. 
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Mr.  Porter.  Ms.  Pelosi. 

Ms.  PELOSI.  Thank  you  very  much,  Mr.  Chairman. 

I  wish  to  associate  myself  with  the  remarks  of  our  colleague  on 
the  committee,  Congresswoman  Lowey,  both  as  a  Member  of  this 
committee  and  her  role  as  cochair  of  the  Congressional  Caucus  on 
Women's  Issues. 

I  want  to  join  her  in  welcoming  her  co-chair,  Connie  Morella,  as 
well  as  our  other  colleagues  on  the  caucus. 

I  won't  repeat  what  she  said  except  to  say  it  is  always  a  special 
day  for  this  committee  when  the  caucus  comes  in  to  present  its  po- 
sition and  its  request.  The  depth  of  knowledge,  the  range  of  experi- 
ence, the  personal  approach  that  the  Women's  Caucus  brings  to 
these  issues  I  think  is  the  legislative  process  at  its  best  and  it  is 
an  exemplar  for  our  colleagues  to  see  how  to  work  on  bipartisan 
fashions  for  issues  that  concern  everyone  in  America. 

So  I  thank  you  for  being  here,  more  importantly,  for  your  leader- 
ship on  these  issues  every  day  that  you  serve  in  the  Congress.  To 
each  and  every  one  of  you,  welcome  and  thank  you. 

Thank  you,  Mr.  Chairman. 

Mr.  PORTER.  I  would  echo  the  leadership  they  are  providing,  but 
let  me  say  that  the  female  Members  of  our  subcommittee  definitely 
make  a  difference,  and  add  greatly  to  a  subcommittee  that  really 
was  kind  of  a  male  bastion  for  a  long  time. 

I  would  also  like  to  say,  Rosa,  we  miss  you  on  our  subcommittee. 
You  did  a  wonderful,  wonderful  job  here. 

Connie,  why  don't  you  go  ahead. 

Mrs.  Morella.  Thank  you. 

I  do  want  you  to  know,  Mr.  Chairman,  that  Congresswoman 
DeLauro,  when  she  came,  said,  this  makes  me  feel  so  nostalgic.  I 
know  what  she  means. 

Mr.  Chairman,  thank  you  very  much  for  providing  the  oppor- 
tunity for  the  Congressional  Caucus  on  Women's  Issues  to  testify 
before  you.  You  have  before  you  some  of  our  task  force  chairs  who 
are  going  to  be  presenting  some  of  the  priorities,  and  I  must  also 
acknowledge  the  co-chair  of  the  caucus  who  has  done  such  a  won- 
derful job,  Nita  Lowey.  It  is  a  pleasure  to  serve  with  you  and  it  is 
delightful  to  have  her  on  this  very  important  subcommittee. 

Also,  Congresswoman  Pelosi  serves  as  the  co-chair  of  our  Inter- 
national Women's  Committee  along  with  Jan  Meyers,  and  I  know 
that  she  made  an  effort  to  be  here  today  during  the  time  when  her 
mother  has  passed  away,  and  she  has  a  child  getting  married,  too. 
So  this  kind  of  commitment  means  a  lot  to  all  of  us. 

And  you  are  pretty  special.  We  all  recognize  the  severe  budgetary 
constraints  under  which  you  must  make  your  decisions  and  know 
you  will  develop  a  bill  which  is  fair  and  manages  to  fund  programs 
despite  the  limited  funds. 

You  are  certainly  one  of  the  top  supporters  of  the  National  Insti- 
tutes of  Health,  which,  as  you  know,  is  located  in  my  district,  and 
I  know  you  are  aware  of  the  past  history  of  the  women's  health  re- 
search at  NIH.  We  as  a  caucus  have  spent  a  number  of  years  at- 
tempting to  address  the  neglect  of  women's  health  research  at  NIH. 
The  caucus  asked  the  general  accounting  office  in  1989  to  inves- 
tigate the  NIH  policy  regarding  the  inclusion  of  women  in  clinical 
trials  and  protocols. 
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Women  had  been  routinely  excluded  from  many  studies  such  as 
the  physicians  health  study  which  studied  the  effects  of  aspirin  on 
heart  disease  on  22,000  male  physicians.  Another  studied  the  mul- 
tiple risk  factor  inventory  trial.  It  was  a  15-year  project  studying 
the  risk  factors  for  cardiovascular  disease  including  13,000  men 
and  no  women. 

In  1990  the  GAO  reported  that  the  NIH  had  made  little  progress 
in  implementing  a  four-year-old  policy  to  encourage  the  inclusion 
of  women  in  research  study  populations.  And  the  caucus  in  1990 
introduced  omnibus  legislation,  the  Women's  Health  Equity  Act, 
which  included  the  establishment  of  the  Office  of  Research  on 
Women's  Health  and  the  requirement  that  women  and  minorities 
be  included  wherever  appropriate  in  research  studies  that  are 
funded  by  NIH. 

In  the  fall  of  1990,  at  a  meeting  with  caucus  Members,  NIH  an- 
nounced the  formation  of  the  office  of  research  on  women's  health 
to  ensure  that  greater  resources  were  devoted  to  diseases  primarily 
affecting  women,  and  to  ensure  that  women  were  included  in  clini- 
cal trials.  And  since  1990,  great  progress  has  been  made  in  funding 
for  women's  health  concerns. 

Coming  from  this  committee,  the  subcommittee,  particularly 
breast,  ovarian  and  cervical  cancer,  osteoporosis  and  the  women's 
health  initiative. 

I  gave  that  background  particularly  with  the  new  Members  in 
mind  so  I  know  they  will  have  an  opportunity  to  read  something 
of  the  work  that  went  on  up  to  this  point. 

Mr.  Chairman,  we  are  requesting  that  you  provide  at  a  minimum 
the  President's  request  of  $2.6  million  for  the  Public  Health  Service 
and  $4-$5  million  for  the  Office  of  Women's  Health.  These  are  the 
same  amounts  that  are  in  the  1995  budget  baseline. 

Mr.  Chairman,  as  you  work  to  determine  your  priorities  for  1996, 
you  and  the  other  Members  of  the  committee  ensure  that  we  con- 
tinue the  progress  we  have  made,  not  only  in  women's  health  but 
also  in  moving  toward  greater  economic  and  educational  equity  for 
women. 

I  want  to  thank  you  for  your  incredible  efforts  to  restore  funding 
in  fiscal  year  1995  rescissions  package  for  the  domestic  violence  hot 
line  which  I  sponsored,  which  was  made  part  of  the  Violence 
Against  Women  Act,  and  the  Women  in  Apprenticeships  in  Non- 
traditional  Occupations  Act  which  I  sponsored  and  became  law  in 
1992.  And  I  know  you  will  continue  to  demonstrate  your  support 
for  these  programs  in  fiscal  year  1996. 

We  are  asking  that  the  hot  line  receive  $400,000  for  fiscal  year 
1996  to  continue  this  lifeline  for  battered  women.  And  while  rep- 
resentative Lucille  Roybal-Allard,  our  violence  task  force  chair,  will 
be  further  addressing  the  funding  for  domestic  funds  programs,  I 
just  wanted  to  reiterate  the  importance  of  continued  support  for 
those  programs  and  to  thank  you. 

We  also  ask  that  you  provide  $724,000  for  the  Women  in  Appren- 
ticeships in  Nontraditional  Employment  Act,  to  continue  this  im- 
portant program.  It  is  critical  that  we  support  a  program  that  ex- 
pands access  to  nontraditional  jobs  which  typically  pay  30  percent 
more  than  traditionally  female  occupations,  and  help  to  move 
women  from  welfare  to  self-sufficiency. 
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Women  and  AIDS.  Mr.  Chairman,  women  are  the  fastest  growing 
group  of  people  with  HIV/AIDS,  and  AIDS  is  currently  the  number 
one  cause  of  death  for  young  women  in  nine  cities,  the  fourth  lead- 
ing killer  of  women  nationwide,  and  it  will  soon  be  the  leading 
cause  of  death  in  young  African-American  women,  according  to  the 
Centers  for  Disease  Control.  And  yet  there  is  still  inadequate  at- 
tention given  to  HIV  prevention  programs  targeted  to  research  on 
HIV  disease  in  women. 

Of  particular  importance  to  women  is  continued  funding  for  the 
development  of  a  microbicide,  a  chemical  method  of  protection 
against  HIV  and  STD  infection,  a  method  that  women  can  control 
with  or  without  the  cooperation  or  knowledge  of  their  partners,  and 
continued  funding  for  the  women's  interagency  HIV  study,  the  nat- 
ural history  study  of  HIV  in  women. 

It  is  vital  that  the  full  range  of  support  for  understanding  HIV 
in  women  are  finally  answered.  This  subcommittee  has  been  very 
helpful  with  report  language  in  moving  ahead  on  this  research. 

In  order  to  address  these  priorities  for  women,  we  urge  your 
adoption  of  the  President's  budget  request  for  AIDS  research  pre- 
vention and  care.  I  also  want  to  mention  the  women's  alcoholism 
research  that  has  been  drastically  underfunded.  The  National  In- 
stitute on  Alcohol  Abuse  and  Alcoholism  spent  $169  million  in  fis- 
cal year  1992  on  research  efforts,  and  yet  only  8.4  percent  of  this 
amount,  $14.2  million,  was  spent  on  research  directed  toward 
women. 

Research  on  women  is  vital  because  alcoholism  affects  women 
differently  than  it  does  men.  And  fetal  alcohol  syndrome  represents 
one  of  the  most  devastating  mental  and  physical  conditions  afflict- 
ing our  children,  our  Nation's  children. 

FAS  is  the  single-leading  cause  of  mental  retardation  in  our 
country  today.  And  it  can  be  prevented.  The  tragedy  of  FAS  and 
fetal  alcohol  effects  is  that  they  are  totally  preventable  through  ab- 
stinence from  alcohol  during  pregnancy.  So  we  ask  that  the  sub- 
committee ensure  that  adequate  funding  is  provided  for  research, 
prenatal  care  and  public  awareness  prevention  campaigns  on  FAS 
and  FAE. 

I  wanted  to  now,  Mr.  Chairman,  allow  the  other  chairs  of  our 
task  force  to  comment.  Thank  you  very  much  for  the  time.  I  would 
be  happy  to  answer  any  questions  when  the  time  comes. 

Now  Congresswoman  Slaughter. 

[The  prepared  statement  of  Congresswoman  Constance  A. 
Morella  follows:] 
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Mr.  Chairman,  thank  you  for  providing  the  opportunity  to  testify  today 
on  behalf  of  the  Congressional  Caucus  for  Women's  Issues.   We  recognize  the 
severe  budgetary  constraints  under  which  you  must  make  your  decisions  this 
year,  and  we  know  that  you  will  develop  a  bill  that  is  fair  and  manages  to 
fund  critical  programs,  despite  limited  funds. 

You  are  certainly  one  of  the  top  congressional  supporters  of  the 
National  Institutes  of  Health,  which,  as  you  know,  is  located  in  my 
district.   And,  I  know  that  you  are  aware  of  the  past  history  of  women's 
health  research  at  NIH.   We,  as  a  Caucus,  have  spent  a  number  of  years 
attempting  to  address  the  neglect  of  women's  health  research  at  NIH.   The 
Caucus  asked  the  General  Accounting  Office  in  1989  to  investigate  the  NIH 
policy  regarding  the  inclusion  of  women  in  clinical  studies.   Women  had 
been  routinely  excluded  from  many  studies,  such  as  the  Physicians  Health 
Study  which  studied  the  effects  of  aspirin  on  heart  disease  on  22,000  male 
physicians.   Another  study,  the  Multiple  Risk  Factor  Inventory  Trial,  a  15 
year  project  studying  the  risk  factors  for  cardiovascular  disease,  included 
13,000  men  and  no  women. 

In  1990,  the  GAO  reported  that  the  NIH  had  made  "little  progress"  in 
implementing  a  four  year  old  policy  to  encourage- the  in-clusion- of  women  in 
research  study  populations.   The  Caucus  in  1990  introduced  omnibus 
legislation,  the  Women's  Health  Equity  Act,  which  included  the 
establishment  of  an  Office  of  Research  on  Women's  Health  and  the 
requirement  that  women  and  minorities  be  included  wherever  appropriate  in 
research  studies  funded  by  NIH. 

In  the  fall  of  1990,  at  a  meeting  with  Caucus  members,  NIH  announced 
the  formation  of  the  Office  of  Research  on  Women's  Health,  to  ensure  that 
greater  resources  were  devoted  to  diseases  primarily  affecting  women,  and 
to  ensure  that  women  were  included  in  clinical  trials.  Since  1990,  great 
progress  has  been  made  in  funding  for  women's  health  concerns,  particularly 
breast,  ovarian,  and  cervical  cancer,  osteoporosis,  and  the  Women's  Health 
Initiative. 

Mr.  Chairman,  we  are  asking  that  you  provide,  at  a  minimum,  the 
President's  request  of  $2.6  million  for  the  Public  Health  Service  Office  on 
Women's  Health,  and  $4.5  million  for  the  NIH  Office  of  Research  on  Women's 
Health. 

Mr.  Chairman,  as  you  work  to  determine  your  priorities  for  Fiscal  Year 
1996,  we  ask  that  you  and  the  other  members  of  the  Committee  ensure  that  we 
continue  the  progress  we  have  made,  not  only  in  women's  health,  but  also  in 
moving  toward  greater  economic  and  educational  equity  for  women. 

I  want  to  thank  you  particularly  for  your  actions  to  restore  funding 
in  the  Fiscal  Year  1995  rescissions  package  for  the  Domestic  Violence 
hotline,  which  I  sponsored  and  which  was  made  part  of  the  Violence  Against 
Women  Act,  and  the  Women  in  Apprenticeships  and  Nontraditional  Occupations 
Act,  which  I  also  sponsored  and  became  law  in  1992.   I  know  that  you  will 
continue  to  demonstrate  your  support  for  these  programs  in  Fiscal  Year 
1996.   We  are  asking  that  the  hotline  receive  $400,000  for  Fiscal  Year  1996 
to  continue  this  lifeline  for  battered  women.   While  Representative  Lucille 
Roybal  Allard,  our  Violence  Task  Force  chair,  will  be  further  addressing 
funding  for  domestic  violence  programs,  I  want  to  reiterate  the  importance 
of  continued  support  for  those  programs,  for  which  I  have  worked  so  hard 
over  many  years. 
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We  also  ask  that  you  provide  $744,000  for  the  Women  in  Apprenticeships 
and  Nontraditional  Employment  Act,  to  continue  this  important  program 
providing  grants  to  community-based  organizations  to  train  and  place  women 
in  nontraditional  jobs.   At  a  time  when  we  have  just  approved  a  welfare 
reform  Mil   !tis: critical  that  we  continue  to  support  a  program  that 
exnanSs  access  to  nontraditional  jobs,  which  typically  pay  3  0%  more  than 
traditionally  female  occupations,  and  moves  women  from  welfare  to  self- 
sufficiency. 

Women  and  AIDS 

Over  the  past  five  years,  I  have  been  the  sponsor  of  legislation  to 
address  women  and  AIDS  issues.   I  thank  the  Subcommittee  for  its  -elusion 
of  report  language  for  the  past  four  years  urging  NIH,  CDC,  and  other 
agencies  to  increase  their  activities  on  HIV  in  women. 

Women  are  the  fastest  growing  group  of  people  with  HIV  with  an-   ■ 
estimated  80,000  women  between  the  ages  of  15  and  44  currently  infected; 
about  3/4  of  these  women  are  women  of  color.   AIDS  is  currently  the  number 
one  cause  of  death  in  young  women  in  nine  cities,  and  it  will  soon  be  the 
leading  cause  of  death  in  young  African  American  women,  according  to  CDC. 

And  vet   there  is  still  inadequate  attention  given  to  HIV  prevention 
proofs  targeted  to  women,  and  research  on  HIV  disease  in  women.   We  are 
alkfng  that  continued  priority  be  given  to  funding  for  AIDS  research,  care, 
Prevention  and  housing.   For  women,  NIH  is  working  to  develop  a 
mlcroSe,  a  chemical  method  of  protection  against  HIV  and  STD  injection, 
with  an  emphasis  on  methods  that  women  can  afford,  control  without  the 
Cooperation  or  knowledge  of  their  male  partners   and  use  withou t  excessive 
difficulty.   We  must  acknowledge  the  issues  of  low  self-esteem,  economic 
dependency  fear  of  domestic  violence,  and  other  factors  which  are  barriers 
to  empowering  women  to  negotiate  safer  sex  practices,  including  their 
sexual  partner's  use  of  condoms. 

Research  on  a  safe  and  effective  microbicide  must  become  a  top 
priority  for  this  country's  prevention  and  research  agendas   ^^  likely 
that  such  a  compound  could  be  effective  against  other  sexually  transmitted 
diseases  as  well,  and  it  would  provide  protection  to  both  men  and  women. 
We  commend  Secretary  Shalala  and  NIH  for  recognizing  the  cr?;tical 
importance  of  this  research,  and  we  urge  them  to  continue  their  commitment 
to  microbicide  research  in  the  future. 

Secondly,  we  urge  the  Subcommittee  to  provide  adequate  NIH  funding  for 
the  Women's  Interagency  HIV  Study,  the  natural  history  study  of  HIV  in 
women.   It  is  critical  that  the  full  range  of  questions  important  to 
understanding  HIV  in  women  are  finally  answered. 

***   In  closing,  we  urge  that  the  priority  given  to  funding  AIDS  research, 
prevention,  care,  and  housing  be  continued,  and,  at  a  minimum,  the 
President's  budget  request  for  these  programs  be  adopted. 
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Women  and  Alcohol 


Women's  alcoholism  research  is  drastically  underfunded.   The  National 
Institute  on  Alcohol  Abuse  and  Alcoholism  spent  $169  million  in  Fiscal  Year 
1992  on  research  efforts,  yet  only  8.4%  of  this  amount,  $14.2  million,  was 
spent  on  research  directed  toward  women. 

Research  on  women  is  vital  because  alcoholism  affects  women 
differently  than  it  does  men.   Differences  include  the  fact  that  the 
combined  effects  of  estrogen  and  alcohol  augment  liver  damage.   A  greater 
percentage  of  alcoholic  women  die  of  cirrhosis  of  the  liver  than  do 
alcoholic  men,  which  is  directly  related  to  the  interaction  of  estrogen  and 
alcohol.   Chronic  drinking  among  women  also  contributes  to  menstrual 
disorders,  fertility  problems  and  premature  menopause. 

Fetal  Alcohol  Syndrome 

Fetal  Alcohol  Syndrome  (FAS)  represents  one  of  the  most  devastating 
mental  and  physical  conditions  afflicting  our  nation's  children.   FAS  is 
the  single  leading  cause  of  mental  retardation  in  our  country  today.   The 
tragedy  of  FAS  and  Fetal  Alcohol  Effects  (FAE)  is  that  they  are  totally 
preventable  through  abstinence  from  alcohol  during  pregnancy. 

Mr.  Chairman,  FAS  knows  no  racial,  ethnic,  or  economic  boundaries.   It 
is  a  problem  that  can  be  reduced  through  public  awareness,  enhanced 
prenatal  care  and  research.   When  we  return  from  the  April  recess,  I  will 
be  introducing  legislation  with  Congressman  Bill  Richardson  and 
Congresswoman  Susan  Molinari  to  dedicate  funding  toward  basic  and 
epidemiological  research  to  better  understand  the  detrimental  effects  of 
alcohol  on  fetal  development,  and  to  request  that  HHS  evaluate  existing 
programs  for  their  effectiveness  in  primary  prevention.   We  ask  that  the 
Committee  ensure  that  adequate  funding  is  provided  for  research,  prenatal 
care,  and  public  awareness  prevention  campaigns  on  FAS  and  FAE. 

Hyde  Amendment 

Finally,  we  urge  that  no  changes  be  made  to  the  Hyde  Amendment  as 
approved  by  the  last  Congress.   As  you  know,  this  language  requires 
Medicaid  funding  for  abortions  only  in  the  cases  of  rape,  incest,  and  harm 
to  the  life  of  the  mother.   Any  attempt  to  weaken  this  language,  either  to 
allow  the  states  to  decide  whether  to  provide  funding  in  these 
circumstances  or  to  eliminate  the  current  conditions  for  funding 
altogether,  would  be  unconscionable.   While  Congress  may  not  agree  on 
allowing  federal  funding  for  all  abortion  services  for  low-income  women, 
surely  we  can  agree  that  these  women  must  have  access  to  abortion  in  these 
most  tragic  circumstances. 
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Ms.  Slaughter.  Thank  you. 

Mr  Chairman,  we  recognize  that  over  the  years  your  support  has 
5een  vital  to  the  things  that  we  are  doing  and  we  appreciate  the 
opportunity  to  come  before  you  today.  In  the  past  you  have  taken 
he  lead  on  behalf  of  women's  health  issues.  I  am  hopeful  the  trend 
will  continue,  even  in  the  light  of  the  difficult  budgetary  con- 
straints we  all  face. 

The  Federal  Government  has  made  an  impressive  commitment  in 
just  recent  years,  as  Connie  pointed  out  so  eloquently.  They  have 
devoted  resources,  financial,  scientific  and  medical  to  save  women  s 
lives  and  improve  women's  health.  We  must  not  go  back  on  that 
commitment.  The  consequences  of  backsliding  are  too  dire. 

I  would  like  to  briefly  highlight  a  few  important  points  and  sub- 
mit more  detailed  testimony  in  written  form,  if  I  may. 

Much  work  remains  to  be  done  on  breast  cancer  research,  screen- 
ing and  treatment.  The  Congressional  Caucus  for  Women's  Issues 
endorses  the  funding  of  its  recommended  $426  million,  which  is  a 
13  percent  increase,  and  will  allow  the  National  Cancer  Institute 
to  continue  basic  and  clinical  research,  and  to  initiate  a  number  of 
innovative  studies.  .       . 

And,  Mr.  Chairman,  if  you  realize  that  one  in  nine  citizens  ot  the 
United  States,  women,  who  are  the  majority,  are  subject  to  what 
is  potentially  a  fatal  disease,  and  that  proportion  is  so  high  that 
I  think  normally  we  would  be  having  telethons  for  it,  we  can  appre- 
ciate that  we  really  can't  backslide  on  breast  cancer  research 

The  other  Federal  breast  cancer  programs  for  which  the  Women  s 
Caucus  supports  funding  is  the  national  action  plan  for  breast  can- 
cer and  one  of  the  most  important,  the  Mammography  Quality 
Standards  Improvement  program.  It  does  little  good  to  make  mam- 
mography available  for  women  if  either  the  readers  or  the  equip- 
ment is  not  good.  . 

The  Centers  for  Disease  Control,  Breast  and  Cervical  Lancer 
Early  Detection  program  is  currently  up  and  running  in  35  States, 
providing  low  cost  mammograms,  pap  smears  and  pelvic  exams  for 
poor  women.  We  support  an  increase  to  $125  million  for  1996  so 
that  it  can  expand  fully  into  the  remaining  15  States  and  terri- 
tories which  have  no  programs. 

I  would  like  to  note  also  that  the  concerns  that  many  of  us  have 
about  the  proposed  CDC  block  grant  that  would  include  this  pro- 
gram, because  we  feel  that  if  it  is  locked  in  its  present  rate,  that 
the  States  and  territories  that  have  no  program  will  be  unable  then 
to  institute  them  and  we  will  leave  them  without. 

I  urge  the  subcommittee  to  consider  keeping  this  early  detection 
program  separate  from  the  block  grant  structure  until  comprehen- 
sive programs  are  established  nationwide.  Other  women's  health 
programs,  which  the  Women's  Caucus  endorses  and  for  which  we 
urge  full  funding,  include  the  NIH  Office  of  Women's  Health  Re- 
search, the  Public  Health  Service's  Office  of  Women's  Health  the 
overall  increase  in  NIH  biomedical  research  funding  which  includes 
increases  for  the  study  of  a  number  of  health  disorders  that  pre- 
dominantly affect  women,  continued  support  for  DES  research  and 
education,  the  Title  X  Family  Planning  program,  and  the  Maternal 
and  Child  Health  Block  Grant  program. 
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Mr.  Chairman,  I  thank  you  again  for  inviting  us  to  testify  on  how 
we  can  keep  this  commitment  to  promote  and  to  provide  women's 
health  and  a  more  adequate  quality  of  life  for  all  of  American 
women  and  indeed  for  all  America's  families,  because  when  Ameri- 
ca's women  are  unhealthy,  America's  families  are  as  well. 

Thank  you. 

[The  prepared  statement  of  Congresswoman  Louise  Slaughter 
follows:] 
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Appropriations  Subcommittee  on  Labor/HHS 
Testimony  by  Congressional  Caucus  for  Women's  Issues 
Rep.  Louise  Slaughter 
April  6,  1995 

Mr.  Chairman,  I  want  to  thank  you,  Ranking  Member  Obey  and 
the  Subcommittee  for  the  opportunity  to  come  before  you  today.   I 
chair  the  Congressional  Caucus  for  Women's  Issues'  Task  Force  on 
Women's  Health.   In  the  past,  this  Subcommittee  has  taken  a 
leading  role  in  protecting  and  enhancing  the  federal  government's 
efforts  on  behalf  of  women's  health  research,  disease  prevention 
and  screening  programs .   I  am  hopeful  that  this  trend  will 
continue,  even  in  the  light  of  the  difficult  budgetary 
constraints  we  all  face. 

The  federal  government  has  made  an  impressive  commitment  in 
recent  years  to  use  its  powerful  resources  --  financial, 
scientific  and  medical  --  to  save  women's  lives  and  improve 
women's  health.   We  must  not  go  back  on  that  commitment.   The 
consequences  of  backsliding  are  too  dire. 

Federal  funding  for  women's  health  research  has  been  playing 
"catch-up"  for  several  years  now.   It  was  only  beginning  in  1990 
that  Congress  and  the  Administration  acknowledged  that  inequities 
existed  with  regard  to  women's  health  research,  and  that  parity 
in  federally  funded  biomedical  research  has  begun  to  be  achieved. 
Previously,  women  were  excluded  from  clinical  trials;   diseases 
and  disorders  that  primarily  affected  women  were  understudied. 
All  this  is  changing  now,  and  we  urge  the  Subcommittee  to  help  us 
keep  the  pressure  on  for  continued  advances. 

In  one  of  the  most  serious  health  crises  facing  American 
women,  breast  cancer  continues  to  be  the  most  frequently 
diagnosed  type  of  cancer  in  women.   During  the  decade  of  the 
1990 's  we  estimate  that  more  than  1.5  million  new  cases  of  breast 
cancer  will  be  diagnosed,  and  nearly  500,000  women  will  die  from 
the  disease.   There  are  a  few  encouraging  developments:   more 
women  are  getting  mammograms  than  ever  before;   the  first  gene  to 
be  linked  to  breast  cancer,  BRAC-1,  was  discovered  just  last 
year;   and  mortality  rates  for  women  with  breast  cancer  declined 
between  1989  and  1992  --  the  largest  short-term  decline  in  40 
years.   Unfortunately,  the  death  rate  among  minority  women  with 
breast  cancer  actually  increased  during  this  same  period. 

Much  work  remains  to  be  done  on  breast  cancer  research, 
screening  and  treatment.   President  Clinton's  FY  1996  Budget 
request  included  $426  million  for  this  research  at  the  National 
Institutes  of  Health,  and  increase  of  13%  over  1995 
appropriations.   The  Congressional  Caucus  on  Women's  Issues  fully 
endorses  this  funding  level.   The  increase  will  allow  the  NIH  to 
continue  its  work  in  basic  research,  prevention,  treatment  and 
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community  outreach,  as  well  as  to  initiate  new  studies  on 
occupational  risk  effects,  improved  diagnostic  techniques 
including  digital  mammography,  and  expanded  research  efforts  in 
genome  mapping  to  determine  breast  cancer  risk. 

$20  million  is  also  required  to  continue  fully  implementing 
the  National  Action  Plan  on  Breast  Cancer.   This  plan  was  the 
result  of  a  1993  summit  involving  150  scientists,  activists, 
consumers,  survivors  and  pol icy- makers .   Its  recommendations, 
including  improvements  in  outreach,  innovative  research, 
information  services  and  consumer  involvement  as  part  of  the 
plan's  Phase  II  priorities,  are  most  promising. 

The  Mammography  Quality  Standards  Improvement  program,  in 
the  Food  and  Drug  Administration,  is  now  2  1/2  years  old  and 
demonstrating  success  in  meeting  the  goal  of  ensuring  that  all 
mammography  done  in  this  country  is  safe  and  reliable.   As  of 
last  month,  97%  of  all  mammography  facilities  in  the  country  have 
been  fully  or  provisionally  certified  as  meeting  MQSA  standards. 
This  important  work  of  the  FDA  must  continue;   all  facilities 
must  achieve  full  certification,  and  ongoing  monitoring  and 
inspection  must  take  place.   The  Women's  Caucus  therefore 
supports  the  President's  request  for  $26  million  for  this  program 
in  FY  1996. 

The  need  to  continue  focussing  federal  attention  on  finding 
a  cure  for  breast  cancer  and  developing  strategies  for  preventing 
the  disease  remains  urgent.   As  recently  as  two  decades  ago,  one 
in  20  women  in  this  country  developed  breast  cancer.   Today,  one 
woman  in  eight  will  develop  the  disease;   and  approximately  50% 
of  women  diagnosed  with  breast  cancer  will  die  of  metastatic 
disease.   We  must  not  waver  in  our  commitment  to  defeating  this 
killer  of  American  women. 

The  Centers  for  Disease  Control  has  been  operating  a  program 
to  provide  mammograms,  Pap  smears  and  pelvic  exams  for  low- 
income  women.   A  result  of  the  1990  Breast  and  Cervical  Cancer 
Mortality  Prevention  Act,  the  National  Breast  and  Cervical  Cancer 
Early  Detection  program  has  a  goal  of  reducing  breast  cancer 
deaths  by  30%  and  cervical  cancer  deaths  by  90%.   The  program 
relies  heavily  on  outreach  and  education  to  ensure  widespread 
participation.   The  benefits  of  this  program  are  especially 
important  for  racial  and  ethnic  minority  women,  whose  mortality 
rates  from  these  cancers  are  disproportionately  high. 

35  states  are  currently  receiving  funding  through  this 
program  for  comprehensive  programs;   15  states  are  still  in  the 
planning  stages,  and  are  receiving  lower  funding  levels  for  this 
capacity-building  work.   I  am  concerned  that  the  CDC  Prevention 
Block  Grant  will  interfere  with  the  planning  and  capacity- 
building  work  in  these  remaining  15  states.   I  support  the 
President's  request  for  funding  of  the  program,  including  the 
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block  grant  amount,  but  would  urge  the  Subcommittee  to  consider 
keeping  this  Early  Detection  Program  outside  the  block  grant 
structure  until  comprehensive  programs  are  up  and  running  in  all 
50  states.   I  would  also  urge  the  Subcommittee  to  allow  the  CDC 
to  continue  its  expansion  of  the  program  into  the  15  remaining 
states,  by  slightly  increasing  it's  appropriation  to  $125 
million,  up  from  the  $100  million  in  FY  1995. 

The  Congressional  Women's  Caucus  supports  the  President's 
funding  request  for  the  NIH  Office  of  Women's  Health  Research, 
which  works  to  strengthen  and  enhance  research  related  to 
diseases,  disorder  and  health  conditions  that  affect  women,  as 
well  as  ensuring  that  women  are  appropriately  represented  in 
clinical  trials  and  in  biomedical  careers. 

Similarly,  we  commend  the  work  of  the  Public  Health 
Service's  Office  of  Women's  Health.   As  part  of  this  Office's 
responsibility  for  overseeing  implementation  of  the  National 
Action  Plan  on  Breast  Cancer,  they  are  working  to  establish  a 
central  clearinghouse  for  women's  health  information,  which  would 
be  accessible  to  health  providers  and  consumers  alike.   No  such 
central  women's  health  information  source  exists  anywhere  in  the 
federal  government;   its  establishment  would  be  a  great  benefit 
to  the  medical  community  and  to  all  American  women. 

The  Women's  Caucus  is  supportive  of  the  overall  increase  in 
funding  requested  by  the  President  for  all  biomedical  research  at 
the  NIH,  including  the  $151  million  increase  that  will  include 
targeted  research  on  women's  health.   Women  make  up  the  majority 
of  those  afflicted  with  autoimmune  diseases  such  as  multiple 
sclerosis,  arthritis  and  lupus,  as  well  as  osteoporosis,  diabetes 
and  cardiovascular  disease  (which  is  the  leading  cause  of  death 
in  American  women) .   It  is  a  medical  fact  that  women  in  this 
country  live  longer  than  men,  but  it  is  also  true  that  they 
suffer  more  health  problems  during  their  lives.   This  research 
emphasis  on  women's  health  issues  is  long  overdue,  and  we  urge 
that  it  be  fully  funded. 

Of  special  interest  and  concern  to  me  is  the  need  to  keep 
the  pressure  on  for  research  and  education  funding  for  disorders 
related  to  DES  exposure.   DES  is  the  synthetic  hormone  given  to 
millions  of  pregnant  American  women  between  1941  and  1971.   We 
recommend  that  the  NIH  be  directed  to  continue  and  expand  its 
research  and  education  efforts  on  DES,  as  this  Subcommittee 
recommended  in  report  language  attached  to  last  year's 
Appropriations  legislation. 

The  Congressional  Women's  Caucus  would  also  like  to  endorse 
the  President's  request  for  full  funding  of  two  important 
programs  that  provide  federal  funding  to  state  and  local  agencies 
that  promote  women's  reproductive  health.   First  is  the  Title  X 
Family  Planning  program,  at  $199  million.   The  Women's  Caucus 
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appreciates  the  support  that  the  Chairman  has  expressed  for  this 
valuable  program.   We  also  support  funding  for  the  Maternal  and 
Child  Health  Block  Grant  at  $679  million.   These  two  programs 
reach  down  into  nearly  every  community  in  this  country,  and  are 
two  of  the  most  important  efforts  we  make  to  improve  the  health 
status  of  younger  women. 

Finally,  I  would  like  to  express  the  position  of  the 
Congressional  Caucus  for  Women's  Issues  that  House  Appropriations 
legislation  this  year  include  no  changes  to  the  Hyde  amendment 
language,  which  requires  states  to  fund  Medicaid  abortions  for 
poor  women  who  are  victims  of  rape  or  incest,  or  for  cases  in 
which  the  life  of  the  mother  is  at  stake. 

Mr.  Chairman,  I  thank  you  again  for  inviting  us  to  testify 
today  about  ways  in  which  the  federal  government  can  keep  its 
commitment  to  promoting  women's  health  and  improving  the  quality 
of  life  for  all  American  women. 
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Appropriations  Subcommittee  on  Labor/HHS 

Testimony  on  Education  for  Homeless  Children  and  Youth 

April  6,  1995 

Rep.  Louise  Slaughter 

Mr.  Chairman,  I  very  much  appreciate  being  able  to  come 
before  the  Subcommittee  today  to  talk  about  a  small  but  critical 
program  that  helps  get  homeless  children,  our  most  vulnerable 
children,  into  school  and  helps  them  stay  in  school. 

I  want  to  thank  the  Subcommittee  for  its  strong  record  of 
past  support  for  this  program.   I  hope  that  you  will  continue  to 
give  Homeless  Education  your  support,  and  I  want  to  take  moment 
to  tell  you  a  little  about  the  program  and  how  such  a  small 
appropriation  can  do  so  much  good. 

This  is  a  relatively  small  program,  which  for  more  than 
seven  years  has  achieved  impressive  success  in  getting  homeless 
kids  into  school .   It  operates  by  giving  formula  grants  to 
States,  to  operate  an  Office  of  Coordinator  for  Education  for 
Homeless  Children  and  Youth  which  develops  and  carries  out  State 
plans  for  educating  this  children.   The  States  also  use  much  of 
the  funding  to  make  competitive  awards  to  Local  Education 
Agencies  to  identify  and  eliminate  the  barriers  homeless  children 
face  in  getting  a  public  education.   These  grants  allow  local 
agencies  and  school  districts  to  provide  transportation  to 
school,  to  set  up  before-  and  after- school  programs  in  schools 
and  shelters.   Grant  funds  may  also  be  used  for  basic  school 
supplies,  and  maybe  to  provide  the  child  with  a  badly- needed  hot 
meal. 

Last  year,  we  improved  the  program  further  by  including 
several  significant  enhancements.   These  included  giving  the 
Local  Education  Agencies  more  flexibility  in  using  federal  funds 
to  meet  their  own  particular  community  needs;   encouraging  the 
provision  of  preschool  education  for  homeless  youngsters;   and 
requiring  school  districts  to  accomodate  parental  choice, 
whenever  possible,  as  to  which  school  their  homeless  child  will 
attend. 

Homeless  children  and  youth  face  much  greater  challenges  in 
getting  access  to  public  education  opportunities.   As  the 
homeless  population  continues  to  grow,  the  need  for  the  services 
this  program  provides  continues  to  grow  as  well.   The  President 
has  requested  an  additional  $1.2  million  in  funding  for  the 
program  in  FY  1996,  bringing  the  total  to  $30  million.   I  very 
much  hope  the  Subcommittee  will  see  their  way  accommodating  this 
request. 

I  have  a  special  interest  in  this  program  since  I  authored 
legislation  to  expand  and  enhance  homeless  education  in  1990,  and 
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again  as  part  of  the  Elementary  and  Secondary  Education 
Authorization  of  1994.    And  what  I  have  learned,  through  my 
involvement  with  this  program,  about  the  range  of  problems  facing 
homeless  children  is  truly  horrifying. 

The  typical  homeless  child  moves  more  than  a  dozen  times  in 
a  year.   This  kind  of  impermanence  makes  it  extremely  difficult 
for  educators  to  provide  any  kind  of  sustained  attention  for 
these  children.   Little  things  that  schoolchildren  and  their 
parents  take  for  granted  become  enormous  obstacles.   Notebooks 
and  pencils  are  unaf fordable.  Or  parents  find  that  no 
transportation  is  available  to  get  the  child  across  town  to  her 
old  school.   The  result  is  that  too  many  homeless  kids  aren't 
attending  school  regularly.   And  we  all  know  that  a  child  raised 
in  extreme  poverty,  with  no  education,  doesn't  have  much  of  a 
chance  in  this  world. 

And  that's  where  the  Homeless  Education  program  comes  in. 
Since  1987,  when  the  program  first  began,  the  number  of  homeless 
children  not  attending  school  has  dropped  from  50%  down  to  around 
18%.  More  homeless  kids  are  getting  to  school,  and  staying  in 
school,  than  ever  before.  That  is  the  best  measure  of  program 
success,  and  the  most  important  reason  why  we  must  not  abandon 
this  program,  or  these  children. 

There  are  human  faces  that  go  with  these  figures:   all 
across  the  country,  states  and  local  school  districts  are 
reporting  successes.   For  Janie,  a  3rd  grader  from  Georgia,  the 
program  has  meant  the  difference  between  changing  schools  five 
times  in  one  year,  and  staying  on  at  her  original  school  where 
she  receives  academic  help,  transportation  and  a  level  of 
stability  she  can't  get  anywhere  else.   In  Louisiana,  the  funding 
has  allowed  local  officials  to  locate  8  and  9  year  olds  who  never 
been  to  school  in  their  lives.   In  New  Hampshire,  the  program 
helped  two  brothers  who  fled,  with  their  mother,  to  a  battered 
women's  shelter  in  the  middle  of  the  night.   Thanks  to  the 
training  and  outreach  provided  by  the  Homeless  Education  funding, 
school  officials  met  with  the  mother  the  next  day,  arranged 
transportation  and  got  the  boys  back  in  school  that  same  day. 

I  have  heard  questions  raised  about  Homeless  Education,  that 
it  perhaps  isn't  necessary  that  we  have  a  separate  program. 
Shouldn't  Title  I  funds  for  disadvantaged  students  be  able  to 
provide  the  same  services?   The  answer  is  no.   While  Title  I  does 
provide  valuable  help  to  low- income  children,  it  only  applies  to 
children  that  are  already  in  school.   McKinney  funded  programs, 
like  Homeless  Education,  are  the  only  programs  that  help  homeless 
students  get  into  school.   Title  I  programs  have  no  requirement 
that  the  States  must  work  with  Local  Education  Agencies  to  serve 
the  special  needs  of  homeless  students;   the  Education  for 
Homeless  Children  and  Youth  program  is  specifically  designed  to 
meet  this  unmet  need. 
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It  is  also  important  to  note  that  this  program  is 
administratively  very  efficient.   The  funds  go  directly  to  the 
States,  who  pass  on  the  money  in  a  competitive  grants  process  to 
grassroots  agencies.   Those  states  that  do  not  yet  have  agencies 
capable  of  managing  grassroots  efforts  are  getting  the  minimum 
$50,000  per  year  grant  to  pay  for  a  Homeless  Education 
coordinator,  who  acts  as  and  advocate  for  that  state's  homeless 
students,  and  who  provides  training  to  teachers  on  how  to  deal 
with  the  special  problems  of  this  vulnerable  population.   This 
work  helps  lead  localities  to  develop  the  resources  to  run  their 
own  programs,  and  eventually  become  eligible  to  compete  for  grant 
funds  in  their  own  right. 

It  seems  logical  to  me  that,  as  we  prepare  to  embark  on  a 
major  overhaul  of  the  welfare  system,  we  must  continue  to  support 
Homeless  Education  funding.   Surely  we  all  understand  the 
connection  between  homelessness,  lack  of  education  and 
dependency?  And  I  am  certain  that  each  of  us  recognizes  that 
access  to  education  is  the  key  to  economic  self-sufficiency  and  a 
productive  future? 

I  urge  my  colleagues  to  support  this  modest  increase  for  a 
pivotal  program.   Again,  I  thank  you  for  the  opportunity  to  come 
before  you  today. 
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Mrs.  MORELLA.  Congresswoman  DeLauro. 

Ms.  DeLauro.  Thank  you  very  much.  Thank  you  very  much,  Mr. 
Chairman.  It  is  great  to  be  back.  It  is  wonderful  to  be  in  this  room 
again.  It  is  indeed  nostalgic. 

I  want  to  say  thank  you  for  your  leadership  and  support  of  the 
NIH  and  for  biomedical  research.  It  truly  has  made  a  difference  for 
all  of  us.  And  to  my  colleagues  on  the  committee,  to  Ms.  Pelosi  and 
Mrs.  Lowey,  women  of  tremendous  energy  and  dedication  and  vi- 
sion, and  their  work  on  this  committee  was  an  inspiration  to  me 
when  I  had  the  opportunity  to  work  with  them  and  continues  to  be 
an  inspiration  to  me. 

This  is  a  committee  which  has  been  said,  I  think  by  the  three 
Chairmen  that  I  have  had  the  pleasure  of  knowing,  Mr.  Natcher, 
Mr.  Obey,  and  yourself,  that  all  of  the  programs  in  the  portfolio  of 
this  committee,  they  are  critical  to  the  men  and  women  in  this 
country  and  they  are  critical  and  difficult  choices  that  have  to  be 
made. 

So  I  am  pleased  and  proud  to  come  before  you  and  I  thank  you 
and  my  colleagues  for  all  of  your  efforts.  I  am  here  to  express  my 
strong  support  for  the  Breast  and  Cervical  Cancer  Mortality  Pre- 
vention program.  It  is  a  program  that  is  working,  and  it  works  to 
save  lives,  and  that  deserves  the  continued  support  of  this  sub- 
committee. 

It  is  an  important  program.  It  is  administered  by  the  Centers  for 
Disease  Control.  It  provides  mammograms,  pap  smears  and  follow- 
up  services  to  low-income  women. 

You  know  and  the  Members  of  the  committee  know  that  I  am  a 
survivor  of  ovarian  cancer,  and  my  cancer  was  caught  early  during 
a  routine  exam,  and  I  am  really  quite  frankly  living  proof  that  reg- 
ular screenings  are  essential  to  preventing  needless  deaths  of  mil- 
lions of  women. 

The  CDC's  prevention  program  helps  to  ensure  that  all  women 
have  access  to  such  care,  regardless  of  income.  In  the  past  five 
years  this  program  has  expanded  from  eight  States  to  35  States, 
and  this  subcommittee  in  its  infinite  wisdom  in  the  last  session  in- 
creased the  funding  for  this  program  by  $28  million,  and  again,  I 
was  proud  to  work  with  all  of  my  colleagues  on  the  subcommittee, 
so  that  in  fact  we  could  provide  for  that  increase. 

I  urge  the  subcommittee  to  set  as  its  goal  providing  enough  fund- 
ing in  1996  to  ensure  that  all  50  States  will  be  able  to  deliver  these 
comprehensive  services.  It  is  crazy  to  think  that  because  you  are 
born  in  one  State  that  you  have  the  opportunity  to  have  your  life 
saved  with  these  life-threatening  diseases  and  because  you  may  be 
from  a  State  that  doesn't  have  one  of  these  programs,  that  in  fact 
you  are  doomed  to  die.  And  that  is  wrong,  that  is  not  the  way  this 
process  should  be. 

I  also  urge  the  committee,  as  my  colleagues  have  before  me,  to 
carefully  review  the  administration's  proposal  to  include  this  pro- 
gram in  the  proposed  Chronic  Disease  and  Disabilities  Prevention 
Block  Grant  and  to  consider  the  impact  this  action  could  have  on 
the  standards  and  on  the  States'  programs. 

In  closing,  I  will  submit  for  the  record  testimony  that  expresses 
my  support  for  the  other  programs  that  are  under  the  subcommit- 
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tee's  jurisdiction.  And  I  thank  you  really  for  the  opportunity  to 
come  before  you  today. 

[The  prepared  statement  of  Congresswoman  Rosa  L.  DeLauro  fol- 
lows:] 
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Testimony  of  Hon.  Rosa  L.  DeLauro 

Subcommittee  on  Appropriations  for 

Departments  of  Labor,  Health  and  Human  Services,  and  Education 

April  6,  1995 

Mr.  Chairman  and  members  of  the  subcommittee,  I  appreciate 
the  opportunity  to  submit  testimony  about  the  critical  issues 
before  you  this  year.   I  was  proud  to  serve  on  this  subcommittee 
in  the  103rd  Congress,  and  I  will  always  have  a  strong  interest 
in  the  work  that  you  do. 

I  recognize  that  these  are  challenging  budgetary  times  for 
this  subcommittee  and  for  the  entire  Congress.   However,  I  urge 
the  subcommittee  to  consider  the  importance  of  each  of  these 
programs  and  the  detrimental  impact  major  reductions  in  funding 
would  have  on  the  millions  of  people  that  they  serve. 

Breast  and  Cervical  Cancer  Mortality  Prevention  Program 

Breast  and  cervical  cancer  will  kill  more  than  half  a 
million  women  in  this  decade.   This  tragedy  can  be  avoided  if  we 
improve  access  to  accurate,  reliable  screening  services  for  all 
women,  regardless  of  income.   I  speak  from  experience:   a  routine 
examination  detected  my  ovarian  cancer  in  its  early  stages  and 
saved  my  life. 

The  Breast  and  Cervical  Cancer  Mortality  Prevention  Program, 
which  is  administered  by  the  Centers  for  Disease  Control,  is  a 
successful  program  that  improves  access  to  mammograms  and  pap 
smears  for  low- income  women.   All  50  states  are  currently 
receiving  some  funding  from  this  program.   However,  only  35 
states  are  receiving  enough  funding  to  implement  comprehensive 
screening  services. 

I  urge  the  subcommittee  to  increase  funding  to  this  program 
with  a  goal  of  enabling  all  50  states  to  deliver  comprehensive 
services  in  1996.   In  addition,  I  ask  the  subcommittee  to 
carefully  consider  the  implications  of  making  this  program  a  part 
of  the  Administration's  proposed  Chronic  Disease  and  Disabilities 
Prevention  Grant.   Specifically,  I  am  concerned  that  such  a 
proposal  could  hamper  the  progress  of  some  states  and  weaken  the 
program's  national  operating  standards. 

Low  Income  Home  Energy  Assistance  Program 

The  LIHEAP  program  is  critical  to  helping  millions  of  low- 
income  families  and  elderly  people  pay  their  energy  bills.-  In  my 
home  state  of  Connecticut,  almost  70,000  needy  households  depend 
on  this  program  for  assistance. 

Last  year,  the  subcommittee  fought  hard  against  the 
Administration's  proposal  to  eliminate  this  program.   Therefore, 
I  am  pleased  that  this  year  the  Administration  has  instead 
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proposed  to  fund  LIHEAP  at  the  1995  level.   I  urge  the 
subcommittee  to  support  the  Administration's  request  for  LIHEAP 
in  1996. 

National  Institutes  of  Health 

I  urge  the  subcommittee  to  continue  its  historically  strong 
support  for  biomedical  research  and  the  National  Institutes  of 
Health.   At  a  minimum,  I  would  ask  the  subcommittee  to  support 
the  increase  in  funding  that  the  Administration  has  proposed  for 
the  NIH  in  FY  1996. 

Ryan  White  AIDS  Programs 

I  represent  the  City  of  New  Haven,  a  Title  I  city  under  the 
Ryan  White  AIDS  program,  and  the  state  of  Connecticut,,  in  which 
another  city,  Hartford,  is  about  to  be  designated  a  Title  I  city. 
I  strongly  support  an  increase  in  funding  for  the  entire  Ryan 
White  program.   So  long  as  this  terrible  disease  continues  to 
claim  the  lives  of  millions  of  people,  we  must  do  all  that  we  can 
to  assist  those  in  need. 

Crime  Bill  Activities 

I  am  pleased  that  the  Administration  kept  its  promise  to  the 
American  people  by  proposing  funding  for  programs  established  by 
the  1994  crime  bill.   I  strongly  urge  the  subcommittee  to  retain 
the  level  of  funding  that  the  Administration  has  proposed.   This 
money  will  go  a  long  way  toward  preventing  and  serving  victims  of 
domestic  violence  and  rape,  and  helping  troubled  young  people. 

I  also  strongly  urge  the  committee  to  support  the 
Administration's  proposed  level  of  funding  for  the  Safe  and  Drug 
Free  Schools  program.   If  we  are  going  to  make  our  nation's 
schools  safe  havens  for  teachers,  administrators,  and  students 
alike,  then  support  for  this  program  must  be  maintained. 

Family  Planning 

I  am  pleased  that  the  Administration  has  demonstrated  its 
commitment  to  funding  the  Title  X  family  planning  program.   I 
urge  the  subcommittee  to  support  its  proposed  level  of  funding 
for  1996. 

Programs  that  serve  Hard-Working  Americans 

During  my  time  on  the  subcommittee,  I  worked  hard  to 
strengthen  and  preserve  programs  that  support  hard  working 
Americans.   In  my  home  state  of  Connecticut,  these  programs  have 
played  an  especially  important  role  as  recovery  from  the 
recession  has  been  slow.   Therefore,  I  urge  the  subcommittee  to 
continue  its  support  for  the  following  programs: 
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School -to -Work 

The  Administration  has  proposed  a  60  percent  increase  in 
funding  for  this  program  in  FY  96.   I  strongly  urge  the 
subcommittee  to  support  this  important  increase.   The 
subcommittee  gave  this  new,  innovative  program  the  highest 
priority  last  year.   It  is  vital  that  the  School -to-Work 
program  remain  a  priority  this  year  if  we  are  going  to  help 
our  young  people  acquire  the  knowledge,  skills,  abilities, 
and  information  that  they  need  in  order  to  make  an  effective 
transition  from  school  to  work,  or  to  further  education  or 
training. 

Title  III  Dislocated  Worker  Assistance 

I  also  urge  the  subcommittee  to  support  the  Administration's 
proposed  increase  in  funding  for  the  Title  III  Dislocated 
Worker  Assistance  program  in  1996.   Maintaining  a  sufficient 
level  of  funding  for  this  program,  which  provides  dislocated 
workers  with  job  training,  placement,  and  other  supportive 
services,  is  particularly  important  to  the  citizens  of  my 
state.   For  example,  805  dislocated  workers  at  Allied 
Signal,  a  tank  engine  plant  in  Stratford,  Connecticut,  are 
currently  receiving  assistance  through  funds  made  available 
by  this  program.   With  other  layoffs  expected  both  in  my 
state  and  nationwide  as  a  result  of  defense  downsizing,  I 
urge  the  subcommittee  to  fund  this  program  at  the 
Administration's  requested  level. 

One  Stop  Career  Centers 

One  stop  career  centers  are  particularly  important  because 
they  ensure  the  most  efficient  use  of  federal  education, 
employment,  and  training  resources.   Specifically,  states 
are  given  the  resources  that  they  need  to  integrate  training 
and  employment  services  to  unemployed  workers.   This 
logical,  effective  approach  to  meeting  clients'  needs  should 
continue  to  be  encouraged.   Therefore,  I  urge  the 
subcommittee  to  support  the  Administration's  request  for 
this  program  in  FY  96. 

Student  Financial  Assistance 

Finally,  I  ask  the  subcommittee  to  consider  the  needs  of 
hardworking  Americans  by  maintaining  a  commitment  to  funding 
federal  student  financial  assistance  programs.  The  dream  of 
achieving  a  college  education  is  very  often  only  made 
possible  through  the  assistance  that  these  programs  provide. 
I  strongly  urge  the  committee  to  reject  any  proposals  that 
would  reduce  funding  for  these  programs.   Education  is  the 
key  to  the  future  of  our  children  and  our  workforce.   I  ask 
the  subcommittee  to  not  abandon  the  hope  and  opportunity 
that  these  programs  represent. 

Thank  you  for  your  consideration  of  my  testimony.   I  look 
forward  to  working  with  all  members  of  the  subcommittee  on  these 
and  other  issues  important  to  the  country  and  to  the  citizens  of 
the  Third  District  of  Connecticut. 
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Mrs.  Morella.  Congresswoman  Roybal-Allard. 

Ms.  Roybal-Allard.  Thank  you  for  the  opportunity  to  appear 
before  your  subcommittee,  Mr.  Chairman,  and  I  certainly  want  to 
join  your  colleagues  in  thanking  you  for  your  past  support.  You 
have  truly  helped  make  a  difference  for  so  many  women  in  this  Na- 
tion. 

As  chair  of  the  Violence  Task  Force,  I  will  focus  on  critical  pro- 
grams to  address  violence  against  women.  Domestic  violence  is  at 
a  crisis  level.  Estimates  are  that  over  2  million  women  are  beaten 
by  their  husbands  or  boyfriends  yearly.  However,  only  meager  re- 
sources have  been  made  available  to  address  the  crime  that  tears 
at  our  country's  foundation,  the  family. 

Six  key  domestic  violence  programs  warrant  funding  from  this 
subcommittee.  First,  domestic  violence  shelters  are  critical  because 
they  offer  the  first  lines  of  emergency  support  for  battered  women 
and  children. 

Unbelievably,  our  Nation  currently  provides  more  shelters  for 
dogs  and  cats  than  for  battered  women  and  children.  We  urge  the 
subcommittee  to  support  the  $15  million  authorized  for  battered 
women  shelters. 

Second,  successful  local  intervention  and  intervention  programs 
need  to  be  replicated.  We  ask  for  the  support  of  the  $4  million  au- 
thorization for  Community  Demonstration  Initiatives. 

Third,  programs  to  address  the  intergenerational  effects  of  vio- 
lence must  be  supported.  We  ask  the  subcommittee  to  fund  the 
Family  Violence  Prevention  and  Services  program  at  its 
$32,645,000  authorization  level. 

Fourth,  we  request  approval  of  $44,661,000  for  the  women's  vio- 
lence related  injury  program  to  target  domestic  violence  as  a  public 
health  issue,  and  which  is  now  part  of  the  Center  for  Disease  Con- 
trol's injury  control  program. 

Fifth,  education  is  critical  to  prevent  sexual  assault.  We  urge 
your  approval  of  $35  million  for  the  Rape  Prevention  and  Edu- 
cation Grant  program. 

Sixth,  the  National  Domestic  Violence  Hot  Line  is  an  important 
component  of  the  Violence  Against  Women  Act.  The  subcommittee's 
approval  of  the  full  $400,000  is  essential  to  maintain  the  hot  line's 
full  operation. 

Those  are  the  six  key  programs  which  we  are  asking  for  your, 
this  subcommittee's,  support,  and  we  thank  you  for  this  oppor- 
tunity to  discuss  them  with  you. 

[The  prepared  statement  of  Congresswoman  Lucille  Roybal-Al- 
lard follows:] 
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TESTIMONY  BEFORE  THE  LABOR,  HEALTH  AND  EDUCATION  SUBCOMMITTEE 

CONGRESSWOMAN  LUCILLE  ROYBAL-ALLARD 

APRIL  6,  1995 

Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  appear  before 
you  to  urge  the  Subcommittee's  support  for  full  funding  of  domestic  violence 
intervention  and  prevention  programs. 

I  am  here  in  my  capacity  as  chair  of  the  Congressional  Caucus  for  Women's  Issues  Violence 
Task  Force.  I  will  focus  my  comments  on  the  need  to  fund  six  critical  programs  addressing 
violence  against  women. 

Domestic  violence  in  the  United  States  is  rising  at  epidemic  levels,  cutting  a  path  of  devastation 
across  our  country  and  leaving  countless  shattered  lives  in  its  wake.  By  conservative  estimates, 
it  is  thought  that  more  than  two  million  women  are  battered  annually  by  their  husbands  or 
partners.  The  devastating  physical  and  psychological  impact  of  domestic  violence  is  exacerbated 
by  the  fact  that  over  three  million  children  witness  these  beatings.  The  emotional  trauma 
experienced  by  these  children  often  causes  psychological  damage  which  increases  the  likelihood 
that  they  too  will  become  batterers  or  victims  of  violence. 

Even  though  our  national  consciousness  about  domestic  violence  is  increasing,  only  meager 
financial  resources  have  been  devoted  to  eliminating  a  crime  that  tears  at  our  nation's  foundation: 
the  family. 

The  critical  areas  needing  funding  by  this  subcommittee  are  as  follows: 

First,  we  must  increase  the  number  of  domestic  violence  shelters  in  the  United  States. 

We  live  in  a  country  where  there  are  more  shelters  for  dogs  and  cats  than  for  battered  women 
and  their  children.  It  is  estimated  that  up  to  40  percent  of  all  homeless  families  are  on  the  streets 
because  they  have  fled  from  a  violent  environment.  In  my  own  County  of  Los  Angeles,  two  out 
of  every  three  abused  women  seeking  services  at  local  shelters  must  be  turned  away  because  of 
the  lack  of  available  space.  This  shortage  of  available  shelters  is  pervasive  in  both  urban  and  rural 
areas  throughout  our  country. 

Domestic  violence  shelters  are  critical  because  they  are  often  the  first  lines  of  emergency  support 
for  battered  women  and  their  children.  These  shelters,  operated  by  local  governments  and 
community-based  organizations,  provide  not  only  protection  against  the  immediate  threat  of 
violence,  but  also  provide  essential  supportive  services  such  as  long-term  housing,  child  care, 
employment  counseling,  and  legal  aid  that  enable  many  of  these  women  to  escape  the  cycle  of 
violence. 

We  therefore  respectfully  urge  the  Subcommittee  to  support  full  funding  of  the  $15  million 
authorization  level  contained  in  last  year's  Crime  Control  Act.  This  funding  will  be  used  for  the 
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construction  of  new  shelters  and  to  increase  the  capacity  of  existing  facilities.  Advocates  for 
battered  women  estimate  that  the  full  $15  million  in  funding  will  enable  them  to  shelter  an 
additional  1 00,000  women  and  their  children.  These  funds  will  also  provide  additional  personnel 
to  maintain  24-hour  staffing  and  to  help  increase  legal  and  court  advocacy  services. 

Second,  successful  intervention  and  prevention  programs  at  the  local  level  need  to  be  replicated 
in  communities  throughout  the  country. 

To  that  end,  we  request  the  subcommittee's  support  for  full  funding  of  the  $4  million 
authorization  for  Community  Demonstration  Initiatives.  These  community  projects  permit  public 
and  private  sector  entities  to  coordinate  intervention  and  prevention  programs  for  domestic 
violence.  Eligible  participants  include  health  care  providers,  educators,  the  religious  community, 
representatives  of  the  justice  system,  and  domestic  violence  advocates.  The  Demonstration 
Projects  offer  the  integrated  and  coordinated  response  necessary  to  address  this  complex  problem. 

Third,  programs  which  recognize  the  intergenerational  effects  of  violence  must  be  supported  to 
address  the  fact  that  the  victims  of  domestic  violence  are  not  just  individuals,  but  often  entire 
families. 

We  ask  the  subcommittee  to  fund  the  Family  Violence  Prevention  and  Services  Program  at  its 
$32,645,000  authorization  level.  The  Family  Violence  Prevention  and  Services  Program  provides 
grants  to  states  and  Indian  tribes  to  support  projects  that  prevent  incidents  of  family  violence  and 
provide  emergency  shelter  for  victims  and  their  children.  Funds  may  be  used  for  counseling, 
substance  abuse,  elder  abuse,  and  other  family  violence  prevention  programs. 

Fourth,  it  is  important  that  programs  which  address  domestic  violence  as  a  threat  to  public  health 
are  supported. 

Accordingly,  we  request  full  funding  of  $44,661,000  for  the  Women's  Violence-Related  Injury 
program.  Due  in  large  part  to  the  efforts  of  the  Congressional  Caucus  for  Women's  Issues  and 
other  Members  of  Congress,  this  program  is  now  part  of  the  Centers  for  Disease  Control's  (CDC) 
Injury  Control  program.  This  program  targets  domestic  violence  as  a  public  health  issue  by 
funding  hospital-based  demonstration  projects  to  identify  and  treat  victims  of  domestic  and  sexual 
violence,  public  education  programs  about  the  health  consequences  of  battering,  and 
epidemiological  research  by  the  CDC  to  determine  the  incidence  and  effects  of  domestic  violence 
nationwide. 

Fifth,  education  designed  to  prevent  sexual  assault  is  critical  to  eliminating  this  violence. 

We  urge  the  Subcommittee  to  support  full  funding  of  $35  million  for  the  Rape  Prevention  and 
Education  Grant  program.  These  grants  assist  rape  crisis  centers  and  other  community-based 
organizations  in  reducing  incidences  of  sexual  assault.  Funds  may  be  used  for  educational 
seminars,  training  programs,  and  the  preparation  and  dissemination  of  informational  materials. 
These  programs  may  also  be  used  to  increase  rape  prevention  awareness  in  underserved  racial, 
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ethnic,  and  language  minority  communities.  In  addition,  at  least  25  percent  of  program  funds 
must  be  made  available  for  educational  programs  for  middle  school  and  high  school  students. 


Sixth,  it  is  essential  to  provide  support  for  technology  that  can  assist  victims  of  domestic  violence 
throughout  the  nation. 


One  of  the  most  important  components  of  the  Violence  Against  Women  Act  is  the  National 
Domestic  Violence  Hotline.  This  hotline  will  link  victims  of  domestic  violence  throughout  the 
United  States  with  the  nearest  available  source  of  help.  The  Subcommittee's  approval  of  the  full 
$400,000  is  essential  to  maintaining  the  hotline  currently  in  operation.  The  requested  level  of 
$400,000  will  not  only  support  the  hotline  in  Fiscal  Year  1996,  but  will  help  to  employ  and  train 
staff,  maintain  a  current  database  of  services,  and  publicize  the  availability  of  the  hotline. 

Finally,  Mr.  Chairman  and  Members  of  the  Subcommittee,  we  ask  that  there  be  no  changes  in 
Hyde  Amendment  language  that  would  place  any  further  restrictions  on  reproductive  choice. 

I  thank  the  Members  of  the  Subcommittee  for  their  time  and  support  in  combating  the  devastating 
of  domestic  violence. 
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Mr.  Porter.  If  I  could  comment  on  that  point,  Lucille,  your  fa- 
ther, of  course,  was  a  long-time  and  very  strong  Member  of  this 
subcommittee,  and  we  appreciate  your  being  here  to  testify.  Actu- 
ally, when  he  retired,  his  place  was  taken  by  a  woman  on  the  sub- 
committee. 

Ms.  Pelosi.  If  I  may,  Mr.  Chairman,  he  was  a  leader  to  us  in 
many  ways,  including  the  first  funding  for  AIDS.  Mr.  Roybal  put 
that  funding  in. 

Mr.  Porter.  But  was  it  you  or  Nita  that  took  his  seat? 

Ms.  Pelosi.  Well,  I  came  on  before. 

Mrs.  MORELLA.  She  carries  on  the  tradition. 

Congresswoman  Carrie  Meek. 

Mrs.  Meek.  Thank  you.  Thank  you  very  much.  It  is  good  to  see 
you  again,  Chairman  Porter. 

First  of  all,  I  want  to  thank  you  for  allowing  me  the  opportunity 
to  testify  before  you  and  this  subcommittee.  On  April  29th,  I  will 
be  69  years  old.  It  sort  of  qualifies  me  for  my  new  role  as  chairlady 
of  the  Women's  Caucus  which  is  focusing  on  elderly  women. 

I  am  pleased  to  have  reached  a  point  that  I  can  qualify  chrono- 
logically to  serve  as  the  chairperson  of  the  older  women's  segment 
of  the  Women's  Caucus. 

I  am  here  today  testifying  on  behalf  of  these  many  women  who, 
by  God's  will,  have  been  able  to  live  longer  than  many  other 
women.  I  am  a  Member  of  the  Older  Women's  League,  and  I  go 
around  the  country  many  times  speaking  to  segments  of  that 
group,  and  every  issue  which  may  come  before  this  subcommittee, 
any  other  subcommittee,  is  felt  by  these  older  women.  After  all,  we 
have  been  here  longer  and  we  experience  more. 

But  I  come  to  you  about  the  2  million  or  more  of  them  who  suffer 
and  who  benefit  from  many  of  the  things  that  this  subcommittee, 
you  have  seen  fit  over  the  years  to  fund.  Hopefully  you  will  con- 
tinue to  fund,  and  also  enhance  funding,  even  though  your  budget 
is  limited. 

Hopefully  you  can  focus  your  attention  on  some  of  the  things 
which  have  beleaguered  older  women. 

The  Women's  Health  Initiative  was  the  first  major  research 
project  that  is  designed  to  affect  these  chronic  diseases  that  affect 
mature  women,  including  cardiovascular  diseases.  We  live  by  that 
as  part  of  life  or  death.  If  you  live  long  enough  will  you  get  one 
of  them.  And  they  particularly  inflict  pain  and  suffering  on  older 
women.  Cancer  and  osteoporosis,  and  I  am  sure  each  of  you  has 
known  someone  who  if  not  now  suffering  has  suffered  from 
osteoporosis. 

Certainly  they  need  continued  relief  and  continued  help  and  re- 
search should  have  strong  implications,  but  unless  we  continue  to 
fund  them  and  unless  we  continue  this  research  into  some  cure  for 
these  diseases  and  affliction,  certainly  they  will  continue  to  plague 
older  women. 

For  example,  osteoporosis  alone  costs  Americans  over  $10  billion 
a  year.  And  that  is  the  social  significance  of  these  kinds  of  afflic- 
tions. They  don't  always  add  to  the  mortality  rates,  but  they  add 
to  the  morbidity  rates,  where  people  become  ill  and  cannot  function 
properly,  50  percent  of  women  over  the  age  of  45  who  are  afflicted 
with  osteoporosis. 
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I  think  of  the  social  significance  of  that.  The  most  effective  way 
we  have  to  develop  preventive  measures  is  to  continue  to  fund  the 
Women's  Health  Initiative  at  its  current  level  of  $57  million. 

I  want  to  say  to  you,  Mr.  Chairman,  that  will  barely  reach  the 
needs  of  this  initiative,  because  there  are  so  many  problems  here, 
particularly  as  we  focus  on  those  of  older  women. 

Unlike  osteoporosis,  I  also  come  to  represent  a  disease  which  I 
come  before  you  every  year  to  testify  about,  and  that  is  lupus.  It 
afflicts  women  in  the  childbearing  years  and  is  one  of  the  principal 
causes  of  strokes  in  women. 

So  you  can  see  the  chronology  of  how  lupus  can  add  to  the  afflic- 
tions of  women  even  when  they  go  into  older  age.  It  will  attack 
them  in  their  young  years  of  life  and  will  continue  to  afflict  them 
or  menace  them  in  their  older  years. 

I  realize  this  subcommittee  is  looking  for  ways,  Chairman  Porter, 
to  reduce  the  budget.  But  I  do  believe  that  we  must  continue  the 
research  that  is  needed  for  lupus.  We  must  continue  the  women's 
initiative.  And  we  are  asking  you  hopefully  that  you  will  be  able 
to  continue  to  fund  lupus,  and  also  we  are  asking  for  $20  million 
additional. 

Every  time  I  come  before  you,  Chairman  Porter,  I  ask  for  more 
money.  You  don't  always  pay  me  a  lot  of  attention,  but  I  am  here 
today  to  tell  you  those  are  some  of  our  strong  needs. 

I  am  pleased  to  be  here  today,  and  blessed  to  be  a  part  of  this 
Women's  Caucus.  Thank  you  very  much. 

[The  prepared  statement  of  Congresswoman  Carrie  P.  Meek  fol- 
lows:] 
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TESTIMONY  OF  THE  HONORABLE  CARRIE  P.  MEEK 

BEFORE  THE 

APPROPRIATIONS  SUBCOMMITTEE 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 

APRIL  5,  1995 


Mr.  Chairman,  thank  you  for  allowing  me  the  opportunity  to  testify  before  you 
and  this  Subcommittee.  As  chairwoman  of  the  Women  Caucus  Task  Force  on  Older 
Women,  I  am  here  today  testifying  on  behalf  of  older  women  suffering  from 
osteoporosis  and  on  behalf  of  the  estimated  2  million  Americans,  most  of  whom  are 
women,  suffering  from  the  disease  called  lupus. 

It  is  predicted  that  by  the  year  2015,  nearly  half  of  all  women  in  this  country 
will  be  age  45  or  older.  Since  most  illnesses  strike  women  during  the  last  third  of 
their  lives,  it  is  important  that  we  understand  the  causes  of  these  diseases  and 
prevent  high-risk  behaviors  in  younger  women.  If  we  do  not,  the  financial  cost  of 
treating  diseases  among  elderly  women  alone  could  overwhelm  the  health  care  system 
in  the  next  few  decades. 

We  have  made  great  strides  in  recent  years  in  sensitizing  doctors  and  the  public 
at  large  to  illnesses  and  diseases  that  impact  women.  It  wasn't  that  long  ago  that 
women  illnesses  were  all  thought  to  be  psychological,  "all  in  the  head".  As  the 
number  of  female  doctors  has  grown,  the  medical  community  has  begun  to  take 
seriously  the  complaints  of  its  female  patients.  Despite  our  advances,  a  recent 
editorial  reported  that  even  though  elderly  people  are  disproportionately  affected  by 
many  diseases,  they  are  under-studied.  As  a  result,  policies  that  make  sense  for  one 
age  group  may  be  not  be  justified  when  dealing  with  another. 

Mr.  Chairman,  I  will  confine  my  testimony  to  two  areas:  osteoporosis,  a 
disease  which  afflicts  about  20  million  women  in  this  country,  and  lupus.  I  urge  this 
subcommittee  to  continue  to  support  the  Women's  Health  Initiative  which  will 
ultimately  yield  critical  information  about  osteoporosis  and  hormonal  replacement 
therapy.  We  are  currently  in  the  fourth  year  of  a  15-year  project  involving  clinical 
trials  to  test  promising  preventive  interventions  for  cancer,  heart  disease,  and 
osteoporosis. 

Osteoporosis  is  a  bone  disease  that  is  most  common  among  postmenopausal 
women.  Fifty  percent  of  women  over  age  45  are  afflicted  with  osteoporosis  and  90 
percent  over  the  age  of  75.  We  currently  spend  $10  billion  annually  because  of 
osteoporosis-related  hip  fractures.  It  is  estimated  that  by  the  year  2000,  with  the 
aging  of  the  "baby  boom"  population,  osteoporosis  will  cost  Americans  more  than 
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$20  billion  annually,  unless  we  find  a  method  of  prevention.  Studies  indicate  that  one 
of  the  principal  causes  of  osteoporosis  is  calcium  deficiency.  Osteoporosis  develops 
when  calcium  leeches  out  of  the  bone,  causing  the  bone  to  weaken  and  break  easily. 
Estrogen  deficiency  is  also  believed  to  be  a  principal  cause  of  osteoporosis. 
Diminished  estrogen  levels  in  postmenopausal  women  lead  to  a  large  increase  in  bone 
resorption  with  little  increase  in  bone  formation,  leading  to  a  net  bone  loss.  Estrogen 
Replacement  Therapy  (ERT)  is  currently  the  only  postmenopausal  therapy  that  has 
proven  to  be  effective  in  preventing  the  bone  loss  that  occurs  following  the  cessation 
of  menses.  ERT  also  reduces  menopause  symptoms  and  preliminary  studies  indicate 
that  ERT  may  decrease  the  risk  of  cardiovascular  disease.  ERT,  however,  is  also 
associated  with  a  number  of  serious  side  effects,  including  an  increased  risk  of 
endometrial  cancer  and  a  possible  increase  in  the  risk  of  breast  cancer. 

Studies  have  indicated  that  the  increased  risk  of  endometrial  cancer  associated 
with  ERT  is  reversed  with  the  use  of  estrogen  combined  with  a  progestin,  referred  to 
as  hormone  replacement  therapy  (HRT).  Progestins  may  also  have  protective  effects 
against  breast  cancer.  There  is,  however,  a  disadvantage  to  using  progestins;  they 
may  negate  the  protective  benefits  that  ERT  provides  against  cardiovascular  disease. 
Additional  studies  will  be  needed  to  definitively  determine  the  long-term  benefits  and 
risks  of  all  potential  osteoporosis  preventions  and  treatments. 

Mr.  Chairman,  the  most  effective  way  we  have  to  develop  preventive  measures 
is  to  continue  to  continue  funding  the  1 5-year  Women  Health  Initiative.  The  Women's 
Health  Initiative  is  a  major  research  project  developed  and  coordinated  by  the  National 
Institutes  of  Health  Office  of  Disease  Prevention  and  Office  of  Research  on  Women's 
Health.  It  is  the  first  major  research  project  that  is  designed  to  address  chronic 
diseases  that  affect  mature  women,  including  cardiovascular  disease,  cancer,  and 
osteoporosis. 

The  Women  Health  Initiative  has  two  main  foci.  The  first  is  to  evaluate  low  fat 
diets,  calcium  and  vitamin  D  supplementation,  and  hormonal  replacement  therapy  as 
preventive  approaches  to  cancer,  cardiovascular  disease,  and  osteoporosis.  The 
second  focus  is  to  evaluate  strategies  to  achieve  healthful  behaviors  that  have 
established  value,  including  smoking  prevention  and  cessation,  improved  dietary 
patterns,  achievement  and  maintenance  of  optimal  weight,  increased  physical  activity, 
and  early  cancer  detection.  We  are  requesting  a  continuation  of  FY95  funding  for 
osteoporosis  research.  By  funding  research  in  this  area,  Congress  will  not  only 
improve  the  lives  of  millions  of  Americans,  but  it  will  also  save  substantial  long-term 
health  care  costs. 

Mr.  Chairman,  I  realize  that  this  subcommittee  is  looking  for  ways  to  reduce  the 
deficit,  but  I  believe  that  lupus  research  deserves  additional  support.  I  lost  my  sister 
to  lupus,  so  I  have  personally  witnessed  the  devastating  impact  lupus  can  have  on  the 
afflicted  person  and  her  loved  ones.  There  are  other  members  of  Congress  who  also 
have  loved-ones  suffering  with  this  disease  and  can  attest  to  its  horror.  This  is  not 
a  disease  that  waits  until  the  last  third  of  a  women's  life  as  do  many  other  diseases. 
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This  disease  afflicts  women  in  their  childbearing  years,  between  the  years  of  1  5  and 
45.  Lupus  is  an  autoimmune  disease.  In  its  systemic  form,  lupus  attacks  many  parts 
of  the  body,  including  skin,  joints,  kidneys,  lungs,  heart,  nervous  system,  and  blood 
vessels.  In  severe  cases,  it  attacks  the  brain,  causing  concentration  problems, 
strokes,  seizures,  mood  swings,  depression,  and  irritability.  Strokes  are  the  third 
leading  cause  of  death  among  women  and  lupus  is  one  of  the  principle  causes  of 
strokes  among  women  under  45  years  of  age.  I  urge  Congress  to  appropriate  an 
additional  $20  million  for  lupus  research  and  education  for  the  first  year  and  $20 
million  plus  the  rate  of  inflation  for  the  following  three  years. 

The  additional  funding  will  provide  for  the  conduct  and  support  of  the  following: 

research  to  determine  the  reasons  underlying  the  elevated  prevalence  of 
the  disease  in  women  and  why  some  ethnic  groups,  particularly  African  - 
Americans  women,  have  higher  incidence  than  others; 
basic  research  concerning  the  etiology  and  causes  of  lupus; 
-      epidemiological  studies  to  address  the  frequency  and  natural  history  of 
the  disease  and  the  differences  among  the  sexes  and  among  racial  and 
ethnic  groups  with  respect  to  the  disease; 
the  development  of  improved  diagnostic  techniques; 
clinical  research  for  the  development  and  evaluation  of  new  treatments, 
including  new  biological  agents; 

information  and  education  programs  for  health  care  professionals  and  the 
public;  and 
other  relevant  activities. 

Lastly,    Mr.    Chairman,    I    stand    in    unequivocal    opposition    to    the    Hyde 
amendment,  or  any  of  its  derivations. 
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Mrs.  Morella.  I  am  delighted  that  Congresswoman  Nancy  John- 
son is  with  us.  I  know  she  is  handling  a  bill  on  the  Floor.  She  is 
the  Republican  vice  chair  of  the  caucus. 

Mr.  Porter.  Nancy,  we  welcome  you. 

Mrs.  Johnson.  Thank  you,  Chairman  Porter.  It  is  a  pleasure  to 
be  before  your  committee. 

I  will  try  not  to  repeat  the  things  I  assume  have  been  said  before 
me,  but  I  am  here  to  strongly  support  the  present  level  of  funding 
for  Family  Planning,  for  Title  X.  It  is  proposed  at  $199  million,  and 
I  hope  you  will  afford  us  every  penny  of  that  money.  I  know  full 
well  how  difficult  this  next  round  of  budget  making  is  going  to  be. 

But  Title  X  clinics  are  for  many,  since  we  have  not  yet  succeeded 
in  creating  a  universal  access  health  care  system,  the  primary  pro- 
viders. They  provide  all  kinds  of  preventive  services  and  health 
checks  to  many  low-income  women  or  not  so  low-income  women, 
but  women  who  have  no  health  insurance. 

They  are  a  key  contributor  to  preventing  the  unintended  preg- 
nancies that  we  all  know  are  so  costly  to  people's  lives  and  to  soci- 
ety by  providing  services  to  women  before  they  become  pregnant, 
unlike  Medicaid,  which  provides  family  planning  only  after  a  preg- 
nancy has  occurred. 

At  its  current  funding  level,  Title  X  serves  less  than  half  those 
who  are  eligible.  In  real  dollars,  funding  for  the  program  has  de- 
clined over  70  percent  between  1980  and  1992. 

Over  the  same  period,  health  care  costs  have  soared,  including 
the  cost  of  contraceptive  supplies  and  the  number  of  low-income 
women  over  reproductive  age  has  also  increased.  Clinics  have  been 
forced  to  cut  back  hours  of  operation. 

Mr.  Chairman,  fully  half  of  all  pregnancies  in  the  United  States 
are  unintended.  Throughout  our  debate  on  welfare  reform,  the 
theme  over  and  over  again  was  personal  responsibility.  We  must 
fund  Title  X  so  women  will  have  the  resources  to  take  personal  re- 
sponsibility for  their  reproductive  lives. 

That  will  be  good  for  women.  It  will  be  good  for  children.  It  will 
be  good  for  America.  And  I  urge  you  at  this  particular  time,  when 
we  can  see  the  consequences  of  out-of-wedlock  birth,  particularly 
for  children  in  the  long  run,  but  for  our  society,  that  we  not  stint 
on  our  support  for  family  planning. 

Over  and  over  and  over  again,  you  see  teenagers  who  simply 
can't  afford  the  cost  of  contraceptives,  but  are  exposing  themselves 
to  the  risk  of  pregnancy.  We  simply  have  to  act  now,  not  only  to 
prevent  pregnancy  but  to  prevent  the  spread  of  AIDS. 

I  urge  your  support  of  the  Title  X  request. 

Thank  you. 

[The  prepared  statement  of  Congresswoman  Nancy  L.  Johnson 
follows:] 
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TESTIMONY  OF  CONGRESS  WOMAN  NANCY  L.  JOHNSON 

Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education 
April  6,  1995 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before  you  today  in  support  of  Title 
X,  our  nation's  family  planning  program.   As  Vice-Chair  of  the  Congressional  Caucus  for 
Women's  Issues,  I  am  pleased  to  speak  before  you  today  regarding  this  essential,  and  cost- 
effective,  program. 

We  urge  the  Committee  to  support  Title  X  at  the  President's  budget  level,  $199  million.  This 
represents  a  2.9  percent' increase  in  funding  from  last  year. 

For  many  young  women,  particularly  low-income  women,  Title  X  family  planning  clinics  are 
primary  providers  of  health  care.    Family  planning  is  a  basic  preventive  health  service  which  is  a 
key  contributor  to  healthy  families  and  healthy  babies.   The  National  Commission  to  Prevent 
Infant  Mortality  estimates  that  infant  mortality  could  be  reduced  by  10  percent,  and  low 
birthweight  babies  by  12  percent,  if  all  pregnancies  were  planned.   It  is  important  to  note  that 
Title  X  is  a  key  contributor  to  preventing  unintended  pregnancies  by  providing  services  to  women 
before  they  become  pregnant,  unlike  Medicaid,  which  provides  family  planning  only  after  a 
pregnancy  has  occurred  (to  prevent  subsequent  births). 

At  its  current  funding  level,  Title  X  serves  less  than  half  of  those  currently  eligible  for 
services.    In  real  dollars,  funding  for  the  program  declined  by  over  70  percent  between  1980  and 
1992.   Over  this  same  period,  health  care  costs  have  soared,  including  the  cost  of  contraceptive 
supplies,  and  the  number  of  low-income  women  of  reproductive  age  has  increased.   The  decline  in 
funding  has  forced  family  planning  clinics  to  cut  back  hours  of  operation  and  accept  fewer  patients 
who  need  subsidized  services. 

Mr.  Chairman,  fully  half  of  all  pregnancies  in  the  United  States  are  unintended.  Throughout 
our  debate  on  welfare  reform,  the  theme  of  "personal  responsibility"  has  been  brought  up  again 
and  again.   How,  then,  can  we  turn  away  low  income  women  who  recognize  that  they  do  not 
immediately  want  to  have  a  child,  perhaps  for  economic,  health,  or  other  personal  reasons,  and 
need  assistance  in  preventing  a  pregnancy?   Women  who  want  or  need  to  avoid  pregnancy  should 
be  given  the  means  to  do  so  through  affordable  access  to  family  planning. 

I  therefore  urge  the  Committee  to  support  $199  million  for  Fiscal  Year  1996  funding  for  the 
Title  X  family  planning  program. 
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Mr.  Porter.  Nancy,  if  I  can  comment  on  Title  X,  this  subcommit- 
tee, because  the  program  has  not  been  authorized  since  1985,  and 
because  the  bill  has  never  been  reported  with  a  rule,  we  have  al- 
ways allowed  the  Senate  to  set  the  level  of  funding  for  the  pro- 
gram. 

While  we  like  to  follow  tradition — I  am  talking  to  one  of  my  col- 
leagues on  my  right — this  may  be  the  time  when  we  need  to  change 
the  way  we  have  approached  this  and  perhaps  provide  funding  for 
unauthorized  programs  that  ought  to  be  authorized  and  protect 
them. 

Mrs.  Johnson.  I  would  hope  you  would  do  that.  There  are  a 
number  of  us  on  both  sides  of  the  aisle  interested  in  trying  to  see 
if  we  can't  reauthorize  this  program  this  year.  It  is  not  fair  just  be- 
cause something  is  politically  difficult  not  to  deal  with  it. 

And  in  an  era  where  it  is  so  blatantly  clear  how  destructive  out- 
of-wedlock  pregnancy  is.  Not  to  provide  family  planning  services  to 
those  who  are  most  likely  to  be  out  of  wedlock  mothers  is  truly  bi- 
zarre and  tragic. 

So  I  know  that  there  are  a  number  on  our  side  who  are  inter- 
ested in  reauthorizing,  and  I  believe  that  after  the  break,  we  can 
mobilize  a  task  force  of  people  who  frankly  are  both  pro-choice  and 
pro-life  who  will  be  interested  in  reauthorizing  this  section  of  the 
statutes. 

I  think  it  is  our  responsibility  and  I  would  love  to  have  it  happen 
on  your  watch,  Mr.  Chairman. 

Mr.  Porter.  I  think  that  would  be  wonderful,  and  I  want  to  help 
in  that  endeavor  in  any  way  I  can. 

Mr.  Oberstar,  as  many  of  you  know,  lost  his  wife  to  breast  can- 
cer. He  said  that  during  the  time  of  the  Vietnam  War,  58,000 
Americans  were  killed  in  the  war.  During  that  same  time,  300,000 
American  women  died  of  breast  cancer.  That  is  a  statistic  like  the 
one  that  Lucille  mentioned  on  more  shelters  for  dogs  and  cats  than 
for  battered  women.  It  gives  you  a  great  deal  of  pause  to  think 
about  this  thing. 

If  I  can  lobby  all  of  you,  Louise  and  Lucille  and  Carrie  are  all 
Members  of  the  Budget  Committee.  We  can  only  do  what  we  can 
do  with  the  resources  we  have. 

Ms.  Slaughter.  And  we  are  doing  that. 

Mr.  Porter.  I  know  you  are.  I  am  certain  that  every  subcommit- 
tee believes  that  the  matters  under  their  jurisdiction  are  the  most 
important,  but  I  think  many  in  Congress  understand  that  the  pro- 
grams we  have  serve  the  most  needy  among  us  and  the  least  pro- 
tected among  us.  And  we  obviously  need  the  resources  in  order  to 
provide  the  best  we  can. 

Let  me  thank  each  one  of  you  for  testifying. 

Mrs.  Morella.  We  tried  for  flat  funding,  pretty  much,  recogniz- 
ing the  fiscal  difficulties. 

You  have  been  terrific,  Mr.  Chairman.  Thank  you. 

Mrs.  Lowey.  Even  though  we  welcome  you  here,  I  don't  want  to 
let  the  time  go  without  thanking  you  for  your  important  testimony, 
in  particular  Connie  Morella,  my  co-chair  of  the  caucus.  I  think  the 
caucus,  Mr.  Chairman,  is  one  of  the  last  bastions  of  bipartisanship, 
and  we  have  worked  together  on  several  important  issues  already, 
including  child  support,  the  welfare  bill,  and  maintaining  the  in- 
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vestments  in  breast  cancer  research  in  the  Defense  Appropriations 
Bill.  So  you  have  heard  our  priorities. 

And  I  look  forward  to  working  with  you,  Mr.  Chairman,  and 
working  closely  with  the  caucus  and  its  Members  on  the  Budget 
Committee  to  make  sure  that  the  priorities,  which  are  not  just 
women's  priorities,  they  are  our  families'  priorities  and  our  Na- 
tions' priorities,  and  I  look  forward  to  working  with  you  to  ensure 
they  are  part  of  this  Nation's  budget. 

I  wish  to  introduce  Sarah  McClendon,  senior  White  House  re- 
porter, one  of  the  great  women,  and  what  a  delight  to  have  you 
with  us  at  our  committee  today.  Thank  you  very  much. 

Mr.  Porter.  It  is  wonderful  that  you  can  be  with  us.  Thank  you 
so  much. 

Thank  you  all. 


Thursday,  April  6,  1995. 

witnesses 

hon.  elizabeth  furse,  a  representative  in  congress  from 
the  state  of  oregon 

hon.  sam  gejdenson,  a  representative  in  congress  from  the 

STATE  OF  CONNECTICUT 

HON.  GEORGE  NETHERCUTT,  A  REPRESENTATIVE  IN  CONGRESS 
FROM  THE  STATE  OF  WASHINGTON 

Mr.  Porter.  Elizabeth  Furse  is  already  at  the  table.  George 
Nethercutt  of  Washington,  Sam  Gejdenson  of  Connecticut,  we  wel- 
come all  of  you.  This  is  a  panel  on  diabetes. 

Mr.  Gejdenson.  Mr.  Chairman,  thank  you.  I  won't  take  a  long 
time,  but  just  to  say  that  as  many  of  these  issues  are,  the  con- 
sequences on  the  budget,  frankly  a  small  portion  of  the  economic 
consequences,  putting  aside  for  a  moment  the  personal  tragedies 
involved  for  the  people  who  succumb  to  these  illnesses,  the  impact 
on  our  budget  as  a  country  is  far  greater  from  our  inaction  than 
our  action,  particularly  in  a  number  of  these  health  areas. 

I  have  a  former  professor  of  mine  in  the  back  of  the  room  who 
came  to  see  me  yesterday  about  the  National  Institute  of  Mental 
Health.  The  cost  of  keeping  somebody  in  a  custodial  situation,  $30- 
to  $40,000  a  year  at  minimum.  The  cost  of  treatment  can  be  as  lit- 
tle as  $8,000  or  $10,000  a  year,  often  with  drug  therapy,  as  we  de- 
velop these  new  cures. 

In  diabetes,  the  cases  that  could  have  been  prevented  over  the 
next  decade  could  save  us  $100  billion  if  we  do  the  research  on  ge- 
netics and  other  environmental  factors  that  cause  diabetes. 

I  know  you  are  sympathetic  and  I  think  we  have  to,  even  in 
tough  budgetary  times,  even  in  tough  political  battles  on  what  are 
the  top  priorities,  it  seems  to  me  no  government  can  ignore  its  re- 
sponsibility in  the  field  of  health,  and  the  economic  consequences 
in  Medicare,  Medicaid,  and  health  costs  should  drive  us  to  take  ac- 
tion even  if  good  judgment  and  simple  humanitarian  response 
doesn't. 

[The  prepared  statement  of  Congressman  Sam  Gejdenson  fol- 
lows:] 
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1995  is  an  ideal  time  to  fund  diabetes  research  because  we 
are  on  the  threshold  of  discovering  genetic  and  environmental 
factors  which  cause  diabetes,  effective  prevention  methods,  new 
treatments,  and  perhaps  a  cure. 

Diabetes  prevention  could  save  $100  billion  a  year  in 
future  health  care  costs.   Diabetic  patients  account  for  more 
than  12%  of  our  nation's  health  care  expenditures.   Because 
diabetes  complications  are  especially  prevalent  among  the  poor 
and  elderly,  significant  Medicare  and  Medicaid  expenditures  are 
attributable  to  diabetes.   Dollars  spent  for  diabetes  research 
will  reduce  the  future  costs  of  Medicare  and  Medicaid. 

Maintaining  and  building  on  our  investment  in  diabetes 
research  is  vital  to  reducing  the  terrible  annual  costs  of 
diabetes:   15,000  to  39,000  new  cases  of  blindness,  13,000  cases 
of  end- stage  renal  disease,  54,000  amputations,  and  162,000 
deaths . 

I  urge  the  Committee  to  maintain  its  commitment  to  diabetes 
research  funding,  and  I  thank  you  for  the  opportunity  to  testify. 
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Mr.  Porter.  Elizabeth. 

Ms.  FURSE.  Thank  you,  Mr.  Chairman  and  Members  of  the  panel. 

I  am  here  to  speak  about  an  issue  that  is  very  important  to  me, 
research  on  diabetes.  Early  this  year  I  had  the  honor  of  chairing 
a  panel  on  the  National  Diabetes  Research  Coalition,  and  Con- 
gressman Nethercutt  was  on  the  same  panel.  What  came  out  of 
that  meeting  was  the  publication  of  a  White  Paper,  and  this  was 
done  by  leading  scientists. 

And  it  had  some  very,  very  good  news,  and  that  is  that  there  is 
a  cure  for  diabetes  within  our  reach,  but  it  is  only  within  our  reach. 

As  I  say  I  have  a  personal  interest  in  diabetes.  My  very  beloved 
daughter  Amanda  has  diabetes.  I  think  my  situation  is  very  similar 
to  many  throughout  this  country.  People  are  touched  by  diabetes 
because  we  all  know  someone  who  has  it.  It  costs,  as  Sam  Gejden- 
son  says,  about  $100  billion  annually. 

The  consequences  of  not  treating  diabetes,  of  not  doing  the  per- 
sonal management,  is  staggering — blindness,  amputations,  heart 
disease,  kidney  disease.  And  so  currently  until  we  have  this  cure, 
we  need  to  emphasize  outreach  and  detection.  But  we  do  need  to 
invest  in  the  research,  in  the  biomedical  research. 

I  intend  later  this  year  to  introduce  a  bill  to  increase  diabetes  re- 
search by  $315  million.  And  I  intend  to  offer  some  offsets  for  that. 
But  that  is  the  amount  recommended  by  the  NDRC's  White  Paper 
to  get  us  to  that  research  and  to  that  cure. 

I  want  to  thank  you  for  letting  us  be  here.  I  would  like  to  have 
my  full  statement  introduced  into  the  record,  if  I  may,  Mr.  Chair- 
man. And  I  urge  that  you  work  and  this  panel  work  for  the  appro- 
priate, the  maximum  amount  for  diabetes  research.  This  may  in- 
deed be  the  year  when  we  do  get  the  research  that  cures  diabetes. 

[The  prepared  statement  of  Congresswoman  Elizabeth  Furse  fol- 
lows:] 
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Mr.  Chairman,  thank  you  for  allowing  us  the  opportunity  to  testify 
before  your  Subcommittee  today.   I  am  speaking  today  about  an  issue 
which  is  very  important  to  me,  research  on  diabetes. 

Earlier  this  year,  I  had  the  honor  of  chairing  a  panel  at  the 
National  Diabetes  Research  Coalition  Diabetes  Summit  called  "The  Human 
Impact  of  Diabetes."   My  colleague  from  Washington  State,  Mr. 
Nethercutt,  also  served  on  that  panel.   The  summit  featured  the 
presentation  of  a  White  Paper   by  leading  scientists  and 
endocrinologists  in  the  field  of  diabetes  research,  with  one  important 
message:  a  cure  for  diabetes  is  within  our  reach. 

I  have  a  very  personal  interest  in  diabetes  research.   I  am  one  of 
the  millions  of  Americans  who  live  with  this  disease  every  day.   My  own 
daughter,  Amanda,  has  diabetes.   My  family's  situation  is  commonplace 
in  America;  almost  every  home  in  our  country  has  a  family  member  or 
close  friend  with  diabetes.   In  medical  costs,  diabetes  costs  all  of  us 
over  $100  billion  annually.   As  a  nation  of  families,  the  human  cost 
and  the  economic  cost  of  diabetes  is  simply  too  high. 

The  costs  of  diabetes  include  blindness,  lower  extremity 
amputations,  kidney  and  heart  disease,  and  nerve  damage.   The  sad  truth 
is  that  a  majority  of  these  complications  are  completely  avoidable  with 
currently  available  medical  care,  but  often  go  undiagnosed.   Certainly, 
until  we  have  a  cure,  we  need  to  emphasize  outreach  and  detection  of 
diabetes.   The  fact  that  we  can  prevent  these  tragic  complications  is 
the  reason  we  must. 

This  subcommittee  has  been  very  supportive  of  biomedical  research 
in  the  past.   I  am  concerned  that  reductions  in  discretionary  spending 
will  put  such  dramatic  pressure  on  diabetes  research  funding  that  this 
opportunity  to  knock  out  diabetes  will  be  lost.   Later  this  year,  I 
intend  to  introduce  legislation  to  increase  diabetes  research  funding 
by  $315  million,  the  amount  recommended  in  the  NDRC's  White  Paper.      I 
will  offset  this  increase  with  cuts  in  other  programs.   Funding  for 
diabetes  research  needs  to  be  a  priority  for  our  nation. 

It  is  within  our  reach  to  stop  this  disease  from  robbing  our 
families  of  healthy,  happy  lives.   I  urge  the  Subcommittee  to 
appropriate  the  maximum  amount  possible  in  FY  96  for  diabetes  research 
funding.   This  year  may  be  the  year  when  the  long  sought  cure  becomes  a 
reality. 
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I  would  like  to  focus  for  a  moment  on  the  educational  and  job 
training  priorities  important  to  Oregon,  specifically  the  First 
District.   One  area  where  federal  funds  are  especially  vital  is  student 
aid  and  student  loans.   We  were  all  visited  last  month  by  students  from 
around  the  country  and  heard  the  compelling  stories  about  how  they  rely 
upon  financial  aid.   For  many  students  across  Oregon,  the  cost  of 
tuition  continues  to  go  up  and  it's  becoming  harder  and  harder  for 
students  to  pay  for  their  education.   I  strongly  believe  that 
postsecondary  education  should  not  be  something  only  for  the  most 
wealthy  in  our  society.   We  need  to  make  higher  education  something 
attainable  for  students  from  all  families  and  all  backgrounds. 

For  this  reason,  I  am  pleased  that  the  President's  Fiscal  Year 
1996  budget  contains  an  increase  in  the  maximum  Pell  Grant  award  from 
$2340  to  $2620,  and  I  hope  you  will  support  this  funding  increase. 
This  increase  will  provide  expanded  opportunities  to  the  neediest,  most 
disadvantaged  students.   While  this  amount  falls  short  of  the 
authorized  level,  I  feel  it  is  an  important  step  closer  in  the  federal 
government's  commitment  to  expand  access  to  higher  education. 

I  am  particularly  concerned  about  proposals  to  eliminate  the  in- 
school  interest  subsidy  on  Stafford  Loans,  causing  students  to  make 
monthly  interest  payments  on  their  loans  or  allow  the  interest  to 
capitalize.   As  a  result,  students  would  be  forced  to  borrow,  and 
repay,  larger  amounts,  which  would  saddle  them  with  a  substantially 
increased  level  of  long-term  student  debt.   I  am  very  worried  that  some 
students,  facing  the  prospect  of  this  higher  debt  burden,  might  be 
discouraged  from  attending  college  at  all. 

I  would  also  like  to  speak  about  the  importance  of  maintaining 
strong  funding  for  the  State  Student  Incentive  Grant  Program  (SSIG) . 
The  Administration  has  proposed  a  two-year  phase  out  of  the  program, 
and  I  feel  that  eliminating  the  program  would  have  a  serious  negative 
impact  on  student  aid  funding  in  Oregon  and  across  the  nation.   I  am 
very  supportive  of  the  SSIG  program  and  feels  that  eliminating  the 
program  would  have  a  serious  negative  impact  on  student  aid  funding  in 
Oregon  and  across  the  nation.   SSIG  provides  an  opportunity  for  the 
federal  government  to  be  a  true  partner  to  the  states.   By  leveraging 
state  dollars,  the  federal  SSIG  program  generates  more  state  spending 
for  need-based  student  grants  which  serve  many  low-income  students  in 
my  state.   SSIG  makes  sense  and  should  be  an  integral  part  of  the 
budget . 

Oregon  is  an  example  of  a  state  where  the  SSIG  program  works.   In 
Oregon,  for  the  1993-94  award  year,  the  federal  government's  investment 
of  $935,233  leveraged  $11,228,005  in  state  funding,  allowing  13,248 
students  to  benefit  from  the  SSIG  program.   With  its  severe  budget 
shortfall  over  the  past  few  years,  Oregon  has  had  to  make  difficult 
budgetary  choices.   The  guarantee  of  federal  matching  dollars  provided 
through  the  SSIG  program  has  been  a  strong  incentive  for  Oregon  not  to 
make  deep  cuts  in  its  contribution  to  student  financial  aid.   If  SSIG 
is  abolished,  this  strong  incentive  for  keeping  the  state's  fiscal 
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commitment  will  be  eliminated.   The  rescissions  bill  eliminated  the 
SSIG  program,  and  I  would  urge  the  Committee  to  preserve  this  program 
if  at  all  possible. 

In  addition  to  student  financial  aid,  I  strongly  support  continued 
funding  of  the  Urban  Community  Service  Program  which  was  included  in 
Title  XI  of  the  reauthorization  of  the  Higher  Education  Act  during  the 
102nd  Congress.   This  program  is  designed  to  provide  urban  academic 
institutions  with  grants  to  form  partnerships  with  private  and  public 
community-based  organizations  to  work  on  the  problems  which  urban  areas 
face.   Portland  State  University,  Oregon's  urban  university,  is  one  of 
nearly  30  institutions  receiving  funding  from  the  urban  grant  and  is 
currently  working  with  the  Portland  Public  School  System  and  community 
organizations  to  work  with  at-risk  children.   This  program  is  one 
example  of  how  the  federal  government  can  help  initiate  new  and 
creative  responses  to  problems  in  our  urban  communities.   Mr.  Chairman, 
you  may  be  familiar  with  the  Urban  Community  Service  grant  given  to 
Southern  Illinois  University  in  Edwardsville  for  its  "Project  Caring" 
program.   It's  very  similar  to  the  one  at  PSU  and  focuses  on  improving 
educational  performance  among  inner  city  youth. 

Another  area  where  state  and  local  governments  in  Oregon  and 
across  the  nation  can  use  federal  assistance  is  our  library  system,  our 
nation's  greatest  information  resource.   Of  particular  importance  to  my 
district  is  the  PORTALS  system  at  Portland  State  University,  a  unigue 
electronic  library  network  connecting  public  and  privately  funded 
libraries  in  the  region  and  providing  immediate  electronic  access  to 
PSU's  depository  for  federal  information.   Last  year,  the  Fiscal  Year 
1995  appropriations  bill  included  $1.5  million  for  a  multi-state 
library  demonstration  project  based  on  the  model  at  PSU.   The 
Department  of  Education  has  just  completed  its  competitive  grant 
process  and  is  expected  to  make  awards  soon.   Clearly,  one  year  of 
funding  is  not  enough.   It  is  my  hope  that  $800,000  be  allocated  to 
this  account  for  Fiscal  Year  1996  to  continue  the  demonstration 
project.   As  you  know,  technology  enhancements  are  extremely  expensive, 
especially  when  they  involve  many  different  libraries  such  as  those  in 
the  PORTALS  library  system  at  PSU.   PORTALS  includes  16  public  and 
private  libraries,  including  Washington  State  University  and  the  Oregon 
Historical  Society.   It  is  an  innovative  example  of  where  technology 
can  take  us  and  is  a  model  for  creation  of  the  kind  of  interconnected 
electronic  library  networks  that  more  and  more  of  our  communities  will 
be  turning  to  in  the  years  to  come. 

I  would  also  like  to  advocate  for  job  training  programs  in  Oregon 
operating  under  the  authority  of  the  Job  Training  Partnership  Act. 
First,  I  would  like  to  ask  you  to  support  funding  for  the  Job  Corps 
program.   The  program  has  a  proven  record  of  success  in  providing  cost- 
effective  comprehensive  job  training  and  education  to  our  youth  and 
deserves  continued  federal  support.   Job  Corps  plays  a  critical  role  in 
Oregon,  as  well  as  across  the  nation.   The  Tongue  Point  Job  Corps  site 
in  my  district  serves  over  500  at-risk  youth,  providing  crucial 
vocational  and  academic  education,  drug  treatment  and  prevention,  and 
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residential  support.   Community  leaders  from  all  over  my  state  have 
written  me  in  support  of  the  Tongue  Point  site,  explaining  how  the 
program  has  made  a  difference  in  Oregon.   I,  along  with  these  civic 
leaders  representing  the  business,  non-profit  social  service,  and 
government  sectors,  feel  the  Job  Corps  program  is  an  important, 
worthwhile  investment  of  federal  dollars  that  deserves  your  support. 

I  would  also  like  to  express  my  support  for  the  JTPA  Section  402 
programs  which,  in  Oregon,  teach  English  and  occupational  skills  for 
migrant  farmworkers,  particularly  in  Washington  County  in  my  district. 
Section  402  provides  English  as  a  Second  Language  classes,  adult  basic 
education,  vocational  classroom  training,  and  job  training  and 
supportive  service  to  enable  farmworkers  to  secure  stable  employment 
and  improve  the  quality  of  their  lives.  , 

Lastly,  I  would  like  to  advocate  for  funding  for  the  JTPA  II-C 
Summer  Youth  Programs,  which  provide  employment  and  training  program 
for  economically  disadvantaged  youth.   The  II-C  programs  give  an 
important  second  chance  to  a  great  many  youth  in  my  state  and  across 
the  nation.   I  have  heard  from  the  Private  Industry  Councils,  state  and 
local  officials,  and  other  citizens  in  my  state  about  the  importance  of 
the  II-C  programs.   Like  them,  I  strongly  support  the  important  work 
JTPA  II-C  provides  and  urge  funding  for  the  programs. 

On  behalf  of  my  constituents,  thank  you,  Mr.  Chairman  for  giving 
me  the  opportunity  to  testify  today. 
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Mr.  Porter.  Thank  you,  Elizabeth. 

George. 

Mr.  NETHERCUTT.  Thank  you,  Mr.  Chairman.  It  is  a  pleasure  to 
be  before  your  subcommittee. 

I  also  am  here  not  necessarily  as  a  Member  of  Congress,  but  as 
a  dad,  and  a  former  president  of  the  Spokane,  Washington  Chapter 
of  the  Juvenile  Diabetes  Foundation. 

I  certainly  agree  with  all  that  has  been  testified  to  here  by  other 
Members  of  this  panel.  And  I  think  we  need  to  emphasize  certainly 
that  the  diabetes  and  a  cure  for  diabetes  is  nonpartisan. 

People  who  are  stricken  with  diabetes  don't  conduct  themselves 
in  a  way  that  they  contract  it.  It  is  indiscriminate.  It  hits  all  races, 
all  religions,  men  and  women,  and  it  is  a  devastating  disease  in  our 
society  that  deserves  to  be  eradicated  with  the  help  of  this  Con- 
gress and  this  government. 

I  do  have  a  prepared  statement  that  I  certainly  would  submit  for 
the  record,  with  one  addition  or  correction.  I  make  mention  of  the 
contribution  that  the  Juvenile  Diabetes  Foundation  makes  in  this 
effort  through  research  to  find  a  cure.  The  actual  number,  it  says 
$14  million  each  year  in  my  statement.  It  is  actually  $20  million 
as  of  late.  And  I  emphasize  that  simply  because  there  is  a  partner- 
ship between  private  and  charitable  industries  and  communities 
and  the  Federal  Government. 

We  have  not  come  here  saying  just  give  us  more  money.  We  are 
here  saying  that  we  are  raising  money  in  the  private  sector  to  cure 
this  disease,  and  we  would  hope  and  expect  that  our  Federal  Gov- 
ernment would  make  its  contribution,  because  it  is  an  international 
problem.  It  doesn't  just  affect  Americans,  it  affects  people  of  all 
races  and  all  countries  and  in  all  parts  of  the  world. 

So  I  am  here  to  suggest  and  recommend  very  strongly  that  we 
have  full  funding  for  NIH  attention  to  diabetes,  and  it  deserves  a 
cure,  and  with  your  help  and  our  help,  hopefully  we  will  have  one. 

[The  prepared  statement  of  Congressman  George  R.  Nethercutt, 
Jr.,  follows:] 
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STATEMENT  OF  REPRESENTATIVE  GEORGE  R  NETHERCUTT,  JR. 

Before  the  House  Committee  on  Appropriations 

Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education 

April  6, 1995 

Mr.  Chairman,  it  is  my  pleasure  as  a  member  of  the  House  Appropriations  Committee  to 
appear  before  you  today  to  testify  in  support  of  continued  funding  for  the  National  Institutes  of 
Health  and  to  support  the  FY  1 996  funding  levels  requested  by  the  administration.  I  also  appear 
before  you  as  a  concerned  parent  who  happens  to  have  a  child  with  diabetes.  As  such,  I 
recognize  and  have  experienced  firsthand  the  consequences  to  a  child  of  this  disease  as  well  as  its 
consequences  for  approximately  14  million  Americans  who  suffer  from  some  form  of  diabetes. 
As  former  President  of  the  Spokane  Chapter  of  the  Juvenile  Diabetes  Foundation,  I  have  had  the 
opportunity  to  study  and  learn  about  diabetes,  its  causes,  complications  and  consequences  to 
American  society. 

There  is  no  denying  that  the  financial  cost  of  diabetes  in  America  is  staggering.  Diabetes 
is  not  just  an  American  health  problem,  it  affects  people  worldwide,  and  the  number  of  diabetics 
increases  annually.  Each  year,  approximately  160,000  people  lose  their  lives  to  diabetes  and  its 
complications,  and  there  are  over  650,000  new  cases  of  diabetes  each  year.  Each  congressional 
district  is  estimated  to  have  about  33,000  people  who  suffer  from  diabetes  and  its  complications. 

We  have  learned  by  the  work  of  the  Juvenile  Diabetes  Foundation  and  the  American 
Diabetes  Association  that  the  solution  to  the  enormous  personal  and  societal  costs  of  diabetes  is 
to  find  a  cure  for  this  disease.  The  Juvenile  Diabetes  Foundation  contributes  about  14  million 
dollars  each  year  in  grant  monies  which  are  used  exclusively  for  research  to  find  a  cure. 
Research  by  the  National  Institutes  of  Health  and  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  conducts  additional  substantial  research  to  find  a  cure  for  this  disease.  JDF 
and  others  are  simply  committed  to  the  proposition  that  diabetes  will  be  cured  in  this  decade. 
For  the  millions  of  people  who  suffer  from  diabetes,  the  cure  cannot  come  soon  enough. 

A  key  to  a  cure  for  this  disease  is  research.  At  a  time  when  many  of  us  in  Congress 
support  the  concept  of  smaller,  more  efficient  and  less  costly  government,  medical  research 
funded  by  federal  tax  dollars  will  in  the  long  run  save  money  for  America.  It  will  also  save  lives. 
At  a  time  when  Congress  is  setting  spending  priorities,  medical  research  which  will  lead  to  a  cure 
for  diabetes  must  be  a  high  priority.  Therefore,  I  strongly  recommend  that  this  subcommittee 
fully  fund  the  FY1996  appropriation  forNIH  at  a  funding  level  of  $13  billion,  and  $849  million 
for  the  NIDDK.  This  investment  on  behalf  of  over  14  million  Americans  will  pay  great 
dividends,  certainly  in  health,  financial  and  human  terms.  The  Congress  can  be  proud  of  money 
previously  appropriated  for  NIH  and  the  services  it  provides.  We  cannot  retreat  from  our 
national  commitment  to  cure  this  disease. 

Thank  you  for  allowing  me  the  time  to  present  my  views  on  this  very  important  subject. 
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Mr.  Porter.  We  very  much  appreciate  the  testimony  of  all  three 
of  you.  I  have  to  say  as  we  listened  to  our  public  witnesses  earlier 
this  year,  I  was  repeatedly  struck  by  the  fact  that  people  are  talk- 
ing to  Members  of  the  subcommittee,  each  one  of  whom  have  been 
touched  in  some  way  by  many  of  the  diseases  that  are  being  dis- 
cussed. 

My  wife  Katherine  has  diabetes.  So  we  know  what  it  means  also. 
And  so  we  have  a  very  difficult  task  of  finding  the  resources,  but 
we  must  find  them,  there  is  no  question  about  it,  in  my  judgment. 

Nita. 

Mrs.  Lowey.  I  just  want  to  associate  myself  with  the  remarks  of 
our  Chairman,  because  not  only  among  my  family  but  among  so 
many  friends  and  neighbors,  we  clearly  see  the  energy  and  commit- 
ment of  people  who  have  been  touched  by  diabetes. 

I  was  just  attending  a  function  last  week  and  the  partnership 
you  mentioned  that  is  so  important  was  there.  So  we  in  this  com- 
mittee want  to  commit  ourselves  that  we  will  fight  as  hard  as  we 
can  because  we  know  it  is  a  good  investment. 

And  I  am  hoping  we  can  have  a  bipartisan  effort  to  keep  the 
funding  up  for  the  National  Institutes  of  Health,  certainly  juvenile 
diabetes  and  diabetes  in  particular,  but  the  whole  range  of  services 
because  it  is  so  very  important. 

So  thank  you  very  much  for  bringing  your  personal  commitment 
to  us,  and  we  would  like  to  work  with  you. 

Mr.  Nethercutt.  Thank  you  very  much. 

Mr.  Porter.  Thank  you  all  very  much. 

The  subcommittee  will  stand  in  recess  briefly. 

[Recess.] 


Thursday,  April  6,  1995. 

WITNESS 

HON.   JACK   REED,   A   REPRESENTATIVE    IN    CONGRESS   FROM   THE 
STATE  OF  RHODE  ISLAND 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

We  are  now  almost  an  hour  behind  in  our  time,  for  which  we 
apologize.  Our  next  witness  is  Jack  Reed,  testifying  on  the  Job 
Corps. 

Jack. 

Mr.  Reed.  Thank  you  very  much,  Mr.  Chairman,  for  the  oppor- 
tunity to  testify  before  the  subcommittee.  I  have  a  statement  I 
would  like  to  submit,  but  let  me  just  quickly  summarize  it,  because 
I  know  that  you  have  many  other  witnesses  before  the  committee. 

There  has  been  some  criticism  of  the  Job  Corps  over  the  last  sev- 
eral years,  but  I  believe  it  is  the  kind  of  program  we  need  to  fund, 
particularly  in  these  difficult  times.  It  has  shown  a  positive  return 
to  the  Federal  dollar  that  has  been  committed.  It  is  a  program  that 
emphasizes  work  over  welfare.  It  is  a  program  that  develops  good 
habits  in  young  people  and  gives  them  the  skills  so  that  they  go 
into  the  work  force  ready  to  work.  That  is  something  we  don't  have 
enough  of,  frankly. 

There  has  been,  regrettably,  a  number  of  disruptive  incidents, 
but  I  believe  they  are  taking  the  steps  necessary  to  ensure  that  the 
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proper  order  is  there,  and  that  it  is  a  truly  positive  experience  for 
the  participants  in  the  program,  and  also  I  think  we  have  to  under- 
stand that  they  are  trying  to  reach  a  population  of  young  people 
that  come  from  in  many  cases  difficult  circumstances. 

The  Department  of  Labor  has  aggressively  responded  to  these  in- 
cidents by  adopting  a  zero-drug-tolerance  policy.  This  is  appro- 
priate and  it  is  making  marked  improvements  in  the  program  al- 
ready. 

I  would  urge  you  to  reconsider  this  matter  in  the  conference  com- 
mittee. If  it  is  impossible  to  eliminate  the  rescission,  I  would  urge 
the  subcommittee  to  provide  funding  for  new  centers  in  fiscal  year 
1996. 

Part  of  my  interest  is  based  on  the  fact  that  my  new  Republican 
Governor  in  Rhode  Island  has  put  forward  an  excellent  proposal  for 
a  new  Job  Corps  center  in  Rhode  Island.  We  are  one  of  three  or 
four  States  that  don't  have  one.  This  is  one  reason,  but  ultimately 
I  think  it  is  such  a  good  program  it  should  be  supported  regardless 
of  the  local  impact  in  Rhode  Island. 

As  a  Member  of  the  Committee  on  Economic  and  Educational 
Opportunities,  I  have  had  the  opportunity  to  participate  in  over- 
sight hearings  on  the  Job  Corps.  I  am  convinced  the  Department 
of  Labor  is  making  appropriate  changes  in  Job  Corps.  They  might 
have  to  look  at  some  of  these  centers  and  if  they  can't  be  brought 
up  to  the  high  standards  we  all  would  insist  upon,  maybe  they 
should  be  given  the  flexibility  to  open  new  centers  in  their  praise. 

At  the  bottom  line,  Mr.  Chairman,  I  urge  you  to  maintain  fund- 
ing for  Job  Corps  in  fiscal  year  1995-96  and  give  them  the  flexibil- 
ity to  open  up  new  centers. 

I  thank  you  for  this  opportunity  to  testify. 

[The  prepared  statement  of  Congressman  Jack  Reed  follows:] 
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Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  in  support  of 
the  Job  Corps  program. 

While  there  has  been  a  great  deal  of  criticism  of  Job  Corps  over  the 
past  few  months,  I  believe  in  these  tight  budgetary  times  that  Job 
Corps  is  the  kind  of  program  that  should  be  supported. 

Simply  put,  Job  Corps  has  shown  a  positive  return  on  investment.    It 
conforms  to  the  oft-stated  emphasis  on  the  need  for  work  over 
welfare.    Job  Corps  also  creates  good  work  habits.    And,  of  great 
importance  to  business  is  the  fact  that  fc  tsaches  kids  skills  in  a 
hands-on  environment  so  they  are  ready  to  work. 

Regrettably,  there  have  been  a  limited  number  of  disruptive  incidents 
at  some  Job  Corps  centers,  but  not  enough  to  claim  that  the  program 
is  an  abject  failure.    It  is  important  to  remember  that  Job  Corps 
helps  kids  who  have  been  in  trouble  and  who  need  the  disciplined  and 
structured  environment  of  Job  Corps  to  become  productive  members 
of  society.    Indeed,  numerous  audits  and  surveys  have  demonstrated 
that  Job  Corps  has  a  positive  return  on  the  federal  investment. 

More  importantly,  the  Department  of  Labor  has  aggressively 
responded  to  these  incidents  with  strong  medicine,  including  a 
mandatory,  universal  drug  testing  policy  and  a  zero  tolerance  of 
violence  policy.    If  a  Job  Corps  student  tests  positive  for  drugs  or  is 
involved  in  any  forbidden  criminal  or  violent  conduct,  that  student  is 
expelled  from  the  program.    The  Department  of  Labor  continues  to 
take  steps  to  continue  Job  Corps'  history  of  creating  an  environment 
that  is  safer  than  many  high  schools. 
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While  I  am  aware  that  this  Subcommittee  has  rescinded  funding  for 
new  Job  Corps  centers  in  fiscal  year  1995,  I  would  urge  you  to 
reconsider  this  matter  in  the  conference  committee.    If  it  is  impossible 
to  eliminate  this  rescission,  I  would  urge  the  Subcommittee  to  provide 
funding  for  new  centers  in  fiscal  year  1996. 

Part  of  my  interest  in  new  centers  is  prompted  because  Rhode 
Island's  new  Republican  Governor  has  put  forward  an  excellent 
proposal  for  a  new  Job  Corp.    However,  my  belief  in  Job  Corps  is 
what  truly  drives  me  to  make  this  request  of  the  Subcommittee. 

As  a  member  of  the  Committee  on  Economic  and  Educational 
Opportunities,  I  have  had  the  opportunity  to  participate  in  oversight 
hearings  on  Job  Corps.    At  these  hearings,  I  have  heard  some 
criticism  of  Job  Corps,  but  I  have  heard  few  suggestions  to  improve 
Job  Corps  from  these  critics.   However,  the  Department  is  making 
changes  in  Job  Corps,  and  perhaps  the  Department  needs  to  look  at 
under-performing  centers  and  decide  if  they  can  be  fixed.    If  the  cost 
of  getting  these  centers  up-to-snuff  exceeds  the  cost  of  a  new  center, 
then  perhaps  the  Department  should  be  given  the  flexibility  to  fund  a 
new  center  in  its  place. 

Mr.  Chairman,  I  urge  you  to  maintain  funding  for  Job  Corps  in 
fiscal  years  1995  and  1996.    Thank  you. 
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Mr.  Porter.  We  thank  you  for  testifying.  You  might  be  inter- 
ested that  one  of  the  new  Job  Corps  centers  is  in  Chicago  on  that 
list. 

Mr.  Reed.  Thank  you,  Mr.  Chairman.  That  is  hope. 

Mr.  PORTER.  Thanks  for  testifying. 


Thursday,  April  6,  1995. 

WITNESS 

HON.  BART  STUPAK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  MICHIGAN 

Mr.  Porter.  Our  next  witness,  Bart  Stupak  of  Michigan,  testify- 
ing on  job  training  and  rural  health. 

Mr.  STUPAK.  Since  it  is  my  lucky  day — I  walk  in  and  you  call  on 
me — Mr.  Chairman,  I  hope  you  will  honor  every  request  I  have 
today. 

Let  me  submit  my  written  testimony.  You  have  it  there  in  front 
of  you.  Let  me  make  a  couple  of  points  if  I  can,  quickly. 

First  I  would  like  to  talk  about  rural  health  care.  Already  this 
year  we  have  seen  legislation,  especially  in  the  rescission  package, 
that  is  really  devastating  to  rural  health  care.  There  is  147  grants 
that  go  to  rural  communities  for  rural  health  outreach,  that  hope- 
fully we  can  get  renewed.  They  have  all  been  cut  for  the  rural 
areas. 

Health  to  more  than  a  half  million  residents  would  be  cut  off  if 
no  new  grants  are  awarded.  Ten  of  the  12  telemedicine  grants  will 
be  reduced  if  there  are  no  rewards.  Sole  community  provider  hos- 
pitals are  on  the  chopping  block. 

There  are  716  in  the  Nation,  14  in  Michigan,  12  in  my  district 
alone.  My  district  is  the  26th  largest  in  the  U.S.  It  is  26,000  square 
miles.  Without  these  hospitals  and  some  support,  there  will  not  be 
any  community-based  hospitals  in  my  district. 

Twenty-seven  percent  of  this  country  lives  in  rural  areas,  and 
contrary  to  popular  belief,  rural  areas  traditionally  are  people  in 
rural  populations,  and  are  usually  less  healthy,  even  though  there 
is  this  image  out  there  that  they  are  bigger  and  stronger  people. 
Most  of  them  don't  have  insurance.  Most  of  them  wait  until  the 
last  possible  moment  to  get  health  care.  When  they  do,  it  is  usually 
a  very  serious  matter.  They  don't  have  the  resources  and  quite 
frankly  don't  have  any  health  insurance,  so  they  don't  get  the  care 
they  need.  I  would  really  hope  that  rural  America  will  not  be  left 
out  in  your  deliberations.  Again,  as  I  said,  they  have  taken  quite 
a  hit  already  in  the  rescission  packages,  and  hopefully  it  will  not 
continue. 

Olympic  scholarships,  we  got  $1  million  last  year,  which  was  cut 
in  the  rescission  package.  As  we  are  moving  towards  1996  and  the 
Olympics,  I  am  hoping  that  you  will  understand  that  part  of  the 
Olympic  teams  that  really  don't  make  it,  that  try  to  go  to  school 
and  train  for  the  Olympics,  they  need  a  lot  of  help.  We  put  in  $1 
million  in  1994  for  them,  a  program  that  has  been  authorized  for 
some  time.  We  finally  get  $1  million  and  it  was  taken  out  in  the 
rescission  package. 
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Again,  I  would  hope  you  would  look  at  it  for  our  Olympic  ath- 
letes, especially  since  we  have  the  1996  Olympics  in  this  country. 

I  have  three  small  universities  in  my  district;  14,000  educational 
opportunities  will  be  denied  if  the  proposed  cuts  or  interest,  if  you 
will,  on  the  Stafford  loans,  the  Perkins  loans,  the  Work  Study,  the 
Supplemental  Education  Opportunity  Grants.  If  that  is  all  cut  in 
my  district  alone  it  is  14,000  educational  opportunities  that  would 
be  denied. 

When  I  talk  about  the  Olympic  scholarships,  it  is  not  just  my  dis- 
trict. There  were  four  universities  affected  throughout  this  Nation. 
The  14,000  in  educational  opportunities  that  will  be  denied  in  my 
district,  you  can  multiply  that  by  435;  700,000  students  across  the 
country,  which  will  hurt. 

Again,  I  would  ask  you  to  pay  particular  emphasis  upon  those 
areas  as  you  do  your  budget.  The  Summer  Youth  program,  again, 
being  a  rural  area,  it  has  great  impact  upon  my  district.  Big  Broth- 
ers and  Big  Sisters,  one  director  wrote  to  me,  I  would  like  to  quote 
her,  "The  elimination  of  the  Summer  Youth  Employment  program 
would  wipe  out  one  of  the  few  hopes  these  young  people  have  and 
look  forward  to  during  the  summer.  Its  elimination  would  simply 
add  to  the  frustration  of  our  youth  who  already  feel  that  growing 
up  in  poor  neighborhoods  labels  them  as  failures  with  virtually  no 
help  of  becoming  economically  self-sufficient  adults." 

I  guess  that  says  they  need  some  hope.  The  Summer  Youth  pro- 
gram was  that  hope,  and  that  has  been  basically  eliminated. 

Let  me  say  a  few  words  about  waiver.  The  striker  replacement 
bill  you  know  is  up  here,  and  has  been  signed  by  the  President. 
There  has  been  a  move  in  the  Senate  to  take  it  out,  I  am  sure  there 
will  be  a  move  over  here.  Striker  replacement  and  the  idea  behind 
striker  replacement,  the  Legislative  Branch,  being  us,  we  worked 
on  it  last  year  in  H.R.  5,  the  Workplace  Fairness  Act,  which  was 
passed  by  the  House,  went  to  the  Senate,  unfortunately  never  was 
brought  to  the  President's  desk. 

The  Legislative  Branch  has  passed  it,  the  Supreme  Court  had 
ruled  in  NLRB  v.  McKay  Telephone,  again,  striker  replacement 
should  not  be  upheld.  In  that  decision  they  ruled  it  should  not  be 
upheld.  Permanent  striker  replacement  was  not  law  in  this  land. 
And  the  Executive  Branch  has  done  it  through  an  Executive  Order. 
We  have  all  three  branches  of  government  saying  there  must  be 
some  level  of  protection  for  workers.  So  I  would  like  to  see  that 
acted  upon. 

Last  but  not  least,  Davis-Bacon.  It  is  another  proposal  that  is 
floating  around  here  to  be  eliminated.  If  I  may,  in  1994,  the  De- 
partment of  Labor  put  out  12,500  prevailing  wage  schedules.  Only 
29  percent  of  those  12,000  plus  reflected  union  wage  scales,  while 
48  percent  were  wage  scales  that  are  nonunion. 

So  the  idea  that  Davis-Bacon  is  strictly  a  union  situation  is  not 
true.  Davis-Bacon  is  not  inflationary.  In  fact  there  was  a  schedule 
that  I  saw  through — I  think  it  was  CBO,  when  Reischauer  was 
there,  that  higher  wages  do  not  necessarily  increase  cost.  In  fact, 
if  you  take  the  five — sort  of  like  industrial  States  in  the  Midwest 
and  take  a  look  at  five  more  States  that  are  nonunionized,  if  you 
will,  the  cost  of  building  a  road  actually  in  the  unionized  States  is 
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less  than  in  the  non-unionized  States,  or  I  should  say  heavily 
unionized  States. 

In  my  State  of  Michigan,  Davis-Bacon  means  about  $72  million 
in  direct  Federal  contracts.  But  the  indirect,  let's  say  through  HUD 
and  other  things,  it  is  $732  million  to  Michigan's  economy. 

With  that,  I  will  entertain  any  questions  you  have. 

[The  prepared  statement  of  Congressman  Bart  Stupak  follows:] 
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Mr.  Chairman,  thank  you  for  providing  me  the  opportunity  to  testify  before  your 
subcommittee  today.  I  am  pleased  to  have  a  chance  to  speak  on  several  issues  of  concern  to  the 
citizens  of  Michigan's  First  Congressional  District,  which  I  represent. 


RURAL  HEALTH  CARE 

Mr.  Chairman,  I  want  to  express  my  concerns  about  funding  for  rural  health  care 
programs.  Already  this  year,  we've  seen  legislation  passed  by  the  House  that  will  have  a 
devastating  impact  on  delivery  of  health  care  in  rural  areas. 

In  the  House-passed  rescission  bill,  none  of  the  current  147  grants  to  rural  communities 
for  Rural  Health  Outreach  Services  Grants  will  be  renewed.  Existing  health  services  to  more 
than  one-half  million  rural  residents  will  be  cut  off  and  no  new  grants  will  be  awarded.  These 
services  range  from  mental  health  to  disability  care  to  primary  care.  Also  under  the  rescission 
bill,  none  of  the  current  grants  for  State  Offices  of  Rural  Health  will  be  renewed;  funding  for 
ten  to  twelve  existing  Telemedicine  Grants  will  be  reduced  and  no  new  awards  will  be  made. 

Proposals  are  circulating  to  eliminate  payments  to  "sole  community  provider"  hospitals. 
Twelve  of  Michigan's  14  "sole  community  provider"  hospitals  are  in  my  district.  Without  these 
payments,  most  of  them  will  be  crippled  and  may  have  to  close.  Nationwide,  there  are  716  sole 
community  hospitals. 

Mr.  Chairman,  27  percent  of  Americans  live  in  rural  areas;  many  rural  residents  have 
poorer  general  health  because  they  lack  access  to  basic  care;  rural  areas  lack  sufficient  resources 
to  provide  adequate  long-term  care;  rural  areas  lack  an  adequate  number  of  medical  personnel 
and  have  difficulty  recruiting  and  retaining  health  care  professions;  rural  hospitals  and  health 
centers  are  experiencing  financial  shortfalls  and  cannot  fulfill  all  of  the  medical  needs  of  rural 
Americans;  rural  areas  have  a  disproportionate  share  of  transportation-dependent  individuals, 
including  the  elderly,  the  poor,  and  the  disabled,  but  do  not  receive  a  similar  share  of  federal 
transit  revenues;  rural  emergency  medical  services  are  hampered  by  long  distances,  poor  road 
conditions,  and  limited  financial  resources;  and  significant  numbers  of  people  living  in  rural 
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areas  who  have  mental  illnesses  find  it  difficult,  if  not  impossible,  to  secure  needed  health  care. 

For  all  these  reasons,  I  have  introduced  a  Sense  of  the  Congress  resolution,  H.  Con.  Res 
56,  calling  on  Congress  to  take  the  special  needs  of  rural  areas  into  consideration  on  any  bill, 
resolution,  or  debate  on  any  health  care  related  legislation.  Mr.  Chairman,  I'd  like  to  ask  that 
a  copy  of  my  bill  be  inserted  in  the  record. 


I  am  also  very  concerned  that  proposals  to  cut  Medicare  and  Medicaid,  which  will  reduce 
federal  reimbursement  to  hospitals,  will  jeopardize  the  survival  of  rural  hospitals  and  health 
clinics.  I  encourage  you  to  continue  to  provide  adequate  funding  levels  for  the  programs  which 
train  and  place  in  rural  areas  family  practice  physicians,  nurse  practitioners,  nurse  midwives, 
and  physicians'  assistants.  Programs  that  focus  on  delivering  trauma  care  and  emergency 
services  in  rural  areas  should  also  be  adequately  funded. 

The  bottom  line  is  that  Americans  who  live  in  rural  areas  should  not  have  their  access 
to  health  care  severely  restricted.  As  this  committee  reviews  its  spending  priorities  for  fiscal 
year  1996,  I  urge  you  to  keep  these  things  in  mind. 


OLYMPIC  SCHOLARSHIPS 

I  also  urge  you  to  reinstate  the  monies  provided  for  Olympic  Scholarships.  The  funding, . 
set  at  $1  million  was  included  in  the  1994  Labor-HHS  appropriations  bill  and  was  made  law. 
However,  this  money  was  rescinded  in  the  latest  House  rescissions  bill.  In  1992,  Congress 
created  a  scholarship  program  for  Olympic  athletes  as  part  of  the  Higher  Education 
Reauthorization  Act.  Although  most  of  us  only  hear  of  the  Olympic  medal  winners,  these 
scholarships  will  ensure  that  we  do  not  forget  about  the  rest  of  our  young  athletes  who  have 
made  serious  commitments  and  financial  sacrifices  to  pursue  excellence  both  in  their  sport,  and 
in  academics.   I  request  that  the  Subcommittee  restore  the  $1  million  in  Olympic  Scholarships. 


STUDENT  LOANS  &  FINANCIAL  ASSISTANCE 

Mr.  Chairman,  I  am  greatly  concerned  with  proposals  to  reduce  or  eliminate  student  loan 
programs.  Subsidized  Stafford  Loans  provide  federal  subsidies  that  pay  interest  on  student  loans 
when  students  are  in  college.  Eliminating  this  subsidy  means  that  the  cost  of  the  loans,  which 
go  to  4.5  million  students,  will  rise  sharply  -  upwards  of  twenty  to  thirty  percent.  For  kids  in 
Michigan,  this  will  raise  the  cost  of  post-secondary  education  by  as  much  as  $3,000.  Perkins 
loans  are  low  interest  loans  targeted  toward  our  neediest  students.  Under  the  Perkins  loan 
program,  students  from  low  income  and  working  families  are  given  a  chance  to  get  ahead.  I  ask 
the  Subcommittee  to  resist  cuts  in  the  area  of  Perkins  Loans. 

Mr.  Porter,  you  should  have  also  received  a  letter  from  me,  dated  April  4,  1995, 
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expressing  my  concern  over  the  cuts  made  in  the  TRIO  program.  As  my  letter  states,  TRIO 
programs  serve  nearly  700,000  students  across  the  country.  Presently,  thirteen  TRIO  programs 
at  six  post-secondary  institutions  in  my  district  serve  3,170  young  people  and  adults.  I  have  been 
very  impressed  with  the  positive  impact  of  these  programs,  which  have  enjoyed  broad-based, 
bipartisan  support  at  the  national,  state,  and  local  level  for  thirty  years. 

According  to  census  data,  young  people  in  the  highest  income  quartile  are  thirteen  times 
as  likely  as  those  in  the  bottom  income  quartile  to  graduate  from  college  by  the  age  of  24. 
TRIO  programs  aim  to  assist  these  less-privileged  students  whose  parents  lack  a  college 
education,  and  whose  incomes  are  150  percent  below  the  poverty  level.  I  urge  the 
Subcommittee  to  fully  fund  the  TRIO  program. 

I  also  urge  the  Subcommittee  to  retain  the  work-study  program.  The  federal  government 
pays  seventy-five  percent  of  the  wages  for  campus  community  jobs  used  as  a  form  of  student 
financial  aid.  More  than  700,000  students  are  able  to  attend  college  because  of  the  work-study 
program.    Elimination  of  this  program  could  deprive  these  students  of  a  college  education. 

Finally,  I  would  ask  the  Subcommittee  to  reconsider  the  cuts  made  to  Supplemental 
Education  Opportunity  Grants  which  are  cash  grants  to  colleges  for  their  neediest  students. 
Nearly  one  million  low- income  students  receive  this  opportunity  and  without  these  grants,  I  am 
concerned  that  post-secondary  education  will  be  an  opportunity  exclusively  for  the  wealthy. 

I  understand  the  budgetary  pressures  that  this  Congress  faces.  However,  I  would  ask  the . 
Subcommittee  to  consider  the  important  federal  responsibility  to  protect  the  educational 
opportunities  currently  available  to  working  and  middle  class  people. 


JOB  TRAINING 

Mr.  Chairman,  worker  training  and  retraining  programs  have  never  been  more  important 
than  they  are  today.  Cuts  made  to  the  Job  Training  Partnership  Act  and  the  Summer  Youth 
Employment  Program,  under  JTPA,  will  cripple  these  programs  and  pull  the  safety  net  out  from 
under  those  that  need  such  programs  to  become  taxpayers  and  productive  members  of  society. 

I  believe  that  eliminating  the  summer  jobs  program  is  short-sighted.  This  program 
engages  youth  in  positive  work  experiences,  provides  them  with  needed  income,  reduces  drop- 
out rates,  and  helps  youth  focus  on  a  productive  future.  I  have  received  many  letters  from 
constituents  extolling  the  virtues  of  the  Summer  Youth  Employment  Program.  The  Director  of 
the  Big  Brothers  -  Big  Sister  Program  of  Northwest  Michigan  said  it  best  when  she  stated  that: 

"[The  elimination]  of  SYEP  would  wipe  out  one  of  the  few  hopes  these 
young  people  have  and  look  forward  to  during  the  summer.  Its 
elimination  would  simply  add  to  the  frustrations  of  our  youth  who  already 
feel  that  growing  up  in  poor  neighbors  label  them  as  a  failure  with 
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virtually  no  hope  of  becoming  an  economically  self-sufficient  adult. " 

Mr.  Chairman,  the  Summer  Youth  Employment  Program  allows  young  Americans  to 
build  a  bridge  between  academia  and  the  work-a-day  world.  This  experience  is  invaluable  and 
worth  every  dime. 


STRIKER  REPLACEMENT 

Mr.  Chairman,  I  believe  that  the  President  reiterated  his  commitment  to  organized  labor 
by  issuing  Executive  Order  12954,  prohibiting  the  permanent  replacement  of  striking  workers 
working  on  a  federal  contract.  When  I  came  to  Congress  in  1993,  one  of  the  first  proposals  I 
cosponsored  was  H.R.  5,  the  Caesar  Chavez  Workplace  Fairness  Act.  This  legislation  passed 
the  House  of  Representatives  but  was  filibustered  in  the  Senate,  and  never  brought  to  the 
President's  desk.  Nevertheless,  Mr.  Chairman,  with  the  issuance  of  this  Executive  Order,  all 
three  branches  of  the  United  States  Government  have  weighed  in  on  this  issue,  and  all  three 
have,  in  varying  degrees,  supported  the  position  that  organized  workers  should  not  lose  then- 
jobs  to  permanent  replacement  when  a  decision  is  made  to  strike:  The  Judicial  Branch  did  so 
in  the  Supreme  Court's  NLRB  v.  Mackav  Radio  and  Tel.  Co.  304  US  333  (1938)  decision,  the 
Legislative  Branch  did  so  in  the  House  of  Representatives'  passage  of  H.R.  5  (103rd  Congress), 
and  now,  the  Executive  Branch  has  done  so  with  the  issuance  of  this  Executive  Order. 

Without  safeguards  against  permanent  replacement,  collective  bargaining  becomes  little . 
more  than  collective  begging.  The  threat  of  permanent  replacement  undermines  the  collective 
bargaining  process  and  tilts  the  playing  field  severely  toward  management.  I  certainly  do  not 
oppose  the  need  for  management  to  continue  to  do  business  during  strikes,  but  unless  striking 
workers  can  be  assured  that  good-faith  bargaining  will  result  in  their  return  to  the  job,  the 
collective  bargaining  process  is  hollow. 

I  urge  the  Subcommittee  to  leave  the  Executive  Order  in  tact. 


DAVIS-BACON  ACT 

Mr.  Chairman,  the  Davis-Bacon  Act  is  vital  to  Michigan  and  the  rest  of  the  Country. 
As  you  know,  the  principle  underlying  this  law  is  a  simple  one  ~  to  assure  the  federal 
government's  extensive  purchasing  activity  does  not  have  the  unintended  consequences  of 
depressing  worker's  wages. 

The  Davis-Bacon  Act  does  not  require  contractors  to  pay  union  wages.  Of  the  12,500 
prevailing  wage  schedules  issued  by  the  Department  of  Labor  in  1994,  roughly  29  percent  reflect 
all  union  wage  rates  while  48  percent  of  the  wage  schedules  are  non-union.  The  Davis-Bacon 
Act  is  not  inflationary  and  does  not  increase  the  deficit.  The  reality  is  that  former  CBO  Director 
Robert  Reischauer  has  testified  that  "Higher  wage  rates  do  not  necessarily  increase  costs... If 
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these  differences  in  wages  were  offset  by  hiring  more  skilled  and  productive  workers,  no 
additional  construction  costs  would  result."  In  fact,  a  1992  study  commissioned  by  the 
International  Union  of  Operating  Engineers  compared  the  average  cost  per  mile  for  highway  and 
bridge  construction  in  five  high- wage  states  to  five  low- wage  states.  The  study  found  that  the 
construction  costs  per  mile  were  actually  lower  in  the  high- wage  states.  The  fact  is  that  if 
Davis-Bacon  is  repealed,  thousands  of  Americans  will  see  their  wages  drop  significantly.  This 
drop  will  have  a  ripple  effect  across  the  country. 

In  the  State  of  Michigan,  Davis-Bacon  means  $71.8  million  in  direct  federal  contracts 
and  $732  million  in  contracts  that  use  a  portion  of  federal  dollars.  I  urge  the  Subcommittee  to 
maintain  the  Davis-Bacon  Act. 


Thank  you  for  this  opportunity  Mr.  Chairman. 
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H.  CON.  RES.  56 


Expressing  the  sense  of  the  Congress  that  rural  health  care  should  be 
addressed  in  any  Federal  health  care  legislation. 


IN  THE  HOUSE  OF  REPRESENTATIVES 

April  4,  1995 

Mr.  Stupak  submitted  the  following  concurrent  resolution;  which  was  referred 

to  the  Committee  on  Commerce 


CONCURRENT  RESOLUTION 

Expressing  the  sense  of  the  Congress  that  rural  health  care 
should  be  addressed  in  any  Federal  health  care  legislation. 

Whereas  27  percent  of  Americans  live  in  rural  areas; 

Whereas  many  rural  residents  have  poorer  general  health  be- 
cause they  lack  access  to  basic  care; 

Whereas  rural  areas  lack  sufficient  resources  to  provide  ade- 
quate long-term  care; 

Whereas  rural  areas  lack  an  adequate  number  of  medical  per- 
sonnel and  have  difficulty  recruiting  and  retaining  health 
care  professionals; 

Whereas  rural  hospitals  and  health  centers  are  experiencing 
financial  shortfalls  and  cannot  fulfill  all  of  the  medical 
needs  of  rural  Americans; 
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Whereas  rural  areas  have  a  disproportionate  share  of  trans- 
portation-dependent individuals  (including  the  elderly,  the 
poor,  and  the  disabled)  but  do  not  receive  a  similar  share 
of  Federal  transit  revenues; 

Whereas  rural  emergency  medical  services  are  hampered  by 
long  distances,  poor  road  conditions,  and  limited  financial 
resources;  and 

WTiereas  significant  numbers  of  rural  persons  with  mental  ill- 
nesses find  it  difficult,  if  not  impossible,  to  secure  needed 
health  care:  Now,  therefore,  be  it 

1  Resolved  by  the  House  of  Representatives  (the  Senate 

2  concurring),  That  it  is  the  sense  of  the  Congress  that  any 

3  legislation  enacted  to  reform  the  health  care  delivery  sys- 

4  tern  of  the  United  States  should — 

5  (1)  ensure  that  the  unique  needs  of  rural  resi- 

6  dents  are  addressed  and  solved; 

7  (2)  ensure  that  people  who  live  in  rural  areas 

8  receive  the  same  quality  health  care  as  others; 

9  (3)  increase   funding  for  programs  that  train 

10  health  care  professionals  for  rural  practice  and  pro- 

11  vide  incentives  for  them  to  practice  in  rural  areas; 

12  (4)  encourage  telecommunications  consortia  and 

13  other  measures  to  ensure  rural  access  to  emerging 

14  medical  technologies; 

15  (5)  increase  coordination  among  transportation 

16  programs,  and  increase  funding  to  rural  transit  pro- 

17  grams  and  to  emergency  medical  services;  and 

•HCON  56  IH 
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1  (6)  ensure  that  rural  health  care  services  are 

2  coordinated   effectively  with    existing  systems    and 

3  programs  of  medical,  income,  residential,  and  social 

4  support  at  the  Federal,  State,  and  local  levels. 

O 
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Mr.  PORTER.  When  we  marked  up  the  rescission  package  we  said 
we  undoubtedly  would  make  some  mistakes,  and  we  did  put  back 
in,  in  an  amendment  I  offered  on  the  Floor,  three  of  the  rural 
health  programs  that  originally  had  been  marked  for  termination. 
That  includes  Rural  Outreach,  Rural  Hospital  Transition  Grants, 
and  Essential  Access  Community  Hospitals,  although  the  amount 
put  in  for  the  last  two  was  half  of  the  amount  rescinded. 

On  the  Summer  Youth  program,  the  Chairman's  mark  was  20 
percent  reduction  in  fiscal  year  1995  and  25  percent  reduction  in 
fiscal  year  1996.  The  subcommittee  in  marking  up  the  bill  voted  to 
eliminate  the  program  for  both  1995  and  1996.  That  was  an 
amendment  that  I  was  against,  and  opposed  on  a  vote. 

I  believe  that  the  result  over  in  the  Senate  is  going  to  be  that 
the  1995  money  will  be  put  back  in.  The  1996  money  is  not  put 
back  in,  but  the  1996  money  would  still  be  open  for  consideration 
in  the  regular  budget  cycle,  so  that  we  are  not  certain  how  that  is 
going  to  come  out. 

On  the  striker  replacement  issue,  if  I  understand  the  issue  cor- 
rectly, this  applies  only  to  economic  strikes  and  not  to  violation  of 
labor  practices,  and  the  replacement  of  a  worker  who  is  striking  for 
higher  wages  has  always  been  a  respected  alternative  of  the  em- 
ployer, not  where  one  is  striking  because  of  unfair  work  practices 
or  conditions.  So  I  think  that  there  may  be  a  difference  of  opinion 
on  that  one  as  to  what  is  the  fair  resolution  of  the  problem. 

But  we  very  much  appreciate  your  testimony  on  all  these  matters 
today,  and  appreciate  your  appearance  before  the  subcommittee. 

Mr.  Stupak.  If  I  may,  Mr.  Chairman,  you  know,  sitting  where 
you  sit,  of  course,  being  the  Chairperson  of  this  committee,  you  cer- 
tainly have  influence  on  Members  on  both  sides,  and  we  hope  that 
you  would  continue  your  leadership  in  some  of  these  areas,  espe- 
cially on  rural  health.  The  Olympic  scholarship  money,  again,  we 
would  still  like  to  see  some  of  that  stuff  in  there. 

The  Summer  Youth  program,  if  I  read  Congress  Daily  right 
today,  they  said  that  the  Senate  is  going  to  restore  it,  but  we  have 
heard  a  lot  of  things  like  that.  You  have  been  here  longer  than  I 
have,  and  sometimes  they  don't  become  reality.  So  I  ask  for  your 
leadership  in  making  sure  they  become  a  reality  and  not  just  words 
in  the  Congress  Daily  or  somewhere  else. 

Thank  you. 

Mr.  Porter.  Thank  you. 
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Thursday,  April  6,  1995. 

WITNESSES 

HON.  NORMAN  DICKS,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  WASHINGTON 
HON.  DUKE  CUNNINGHAM,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  CALIFORNIA 
HON.  CHET  EDWARDS,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  TEXAS 
HON.  EARL  POMEROY,  A  REPRESENTATrVE  IN  CONGRESS  FROM  THE 

STATE  OF  NORTH  DAKOTA 
HON.   PATSY  MINK,  A  REPRESENTATrVE   IN   CONGRESS   FROM  THE 

STATE  OF  HAWAII 
HON.  JON  CHRISTENSEN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  NEBRASKA 

Mr.  Porter.  Next  we  have  a  panel  on  Impact  Aid.  If  you  could 
all  come  up  to  the  table.  Duke  Cunningham  of  California,  Chet  Ed- 
wards of  Texas,  Earl  Pomeroy  of  North  Dakota,  Patsy  Mink,  for  her 
second  appearance  before  the  subcommittee  today,  of  Hawaii,  and 
John  Christensen  of  Nebraska,  and  Norm  Dicks.  Is  he  here?  He  is 
not  here. 

We  welcome  all  of  you. 

Mr.  Edwards.  Thank  you,  Mr.  Chairman.  I  want  to  respect  your 
time  and  be  brief. 

Thank  you  for  your  leadership  on  the  issue  of  Impact  Aid.  A  lot 
of  people  wondered  with  the  passing  of  Mr.  Natcher  if  anyone 
would  fill  his  shoes  in  understanding  the  program  and  showing  the 
leadership  on  behalf  of  children  of  military  families  who  are  im- 
pacted by  impact  aid.  You  have  filled  those  shoes  and  been  more 
of  a  leader  than  anyone  in  this  Congress.  I  want  to  thank  you  for 
your  efforts. 

We  all  recognize  you  have  tough  choices,  unlimited  needs,  and 
limited  resources.  So  we  respect  that. 

I  would  like  to  make  four  brief  points  about  Impact  Aid.  The  first 
is  the  target  of  Impact  Aid  cuts  is  really  the  children  of  military 
families.  I  think  the  reason  you  see  such  a  broad  bipartisan  group 
here  is  that  that  is  one  group  in  this  society  that  brings  us  all  to- 
gether, children  whose  fathers  and  mothers  may  be  thousands  of 
miles  away  from  them,  months  out  of  the  year,  and  increasingly  so, 
to  target  those  children  for  cuts  would  be  especially  cruel,  even  in 
these  tough  budget  times. 

Secondly,  I'd  like  to  emphasize,  as  you  well  know,  that  this  is  a 
military  issue.  We  do  have  parochial  interests,  and  we  would  all  be 
up  front  about  that,  but  far  more  important  in  each  of  our  own  dis- 
tricts is  this  impacts  the  morale  of  the  military.  Military  leaders 
have  spoken  out  to  that  extent  and  said  that  if  you  cut  the  quality 
of  education  for  the  children  of  military  families,  you  are  going  to 
hurt  military  retention  at  a  time  when  we  need  to  keep  the  best 
and  brightest  in  the  military;  you  are  going  to  hurt  morale,  and 
even  the  finest  equipment  without  quality  trained  people  with  high 
morale  isn't  effective  on  the  battlefield. 

Thirdly,  many  people  have  a  misimpression  that  Impact  Aid  is 
just  a  gravy  train  for  rich  districts.  And  my  district  is  an  example 
with  two  school  districts  with  property  far  below  the  State  average, 
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property  taxes  far  above  the  State  average,  yet  even  with  Impact 
Aid  their  pending  per  pupil  is  below  the  Texas  State  average, 
which  is  below  the  national  State  average. 

I  know  that  is  a  lot  to  swallow  in  one  sentence,  but  the  bottom 
line  is,  they  are  making  a  great  effort  to  educate  these  children, 
and  if  you  cut  Impact  Aid,  if  we  in  Congress  cut  it,  it  is  going  to^ 
go  bottom  line  directly  out  of  the  quality  of  education  of  the  chil- 
dren. 

Finally,  everybody  ought  to  be  willing  to  make  some  sacrifices  in 
sufficiently  tough  budget  times,  but  I  would  point  out  that  from 
1981  to  1995,  the  Impact  Aid  budget  has  not  increased.  If  we  could 
say  that  for  every  other  area  of  the  Federal  budget,  we  wouldn't 
be  having  deficit  problems  today.  So  there  have  been  sacrifices 
made.  And  this  committee  worked  very  hard  in  streamlining  that 
program.  So  thank  you  for  your  consideration.  Thank  you  for  your 
leadership  on  this  important  program. 

Mr.  Porter.  Thank  you,  Chet,  very  much. 

[The  prepared  statement  of  Congressman  Chet  Edwards  follows:] 
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TESTIMONY  OF  THE 

HONORABLE  CHET  EDWARDS 

11TH  DISTRICT,  TEXAS 

APRIL  5,  1995 

Before  the  Labor,  Health  and  Human  Services  and  Education 
Subcommittee  of  the  House  Appropriations  Committee 


Mr.  Chairman: 

Thank  you  for  allowing  me  to  testify  before  you  today.   You  have 
been  a  friend  to  Impact  Aid,  and  I  am  grateful  for  your 
leadership  and  support. 

In  recent  months  there  has  been  a  call  for  the  reduction  and/or 
elimination  of  parts  or  all  of  the  Impact  Aid  program.   In  the 
past,  there  has  been  some  feeling  that  this  program  is  outdated 
and  that  these  funds  are  not  a  necessity  for  the  schools 
involved. 

The  changes  enacted  last  year  in  Title  VIII  of  P.L.  103-382  made 
the  program  more  relevant,  addressed  need  and  channelled  the 
available  resources  to  the  schools  that  really  need  Impact  Aid 
funds  to  operate.   Those  changes  have  turned  Impact  Aid  into  a 
model  program  of  how  a  federal  education  program  should  operate. 
The  program  recognizes  limited  resources  and  prioritizes  payments 
to  those  schools  that  are  most  in  need  of  these  funds.   There  is 
virtually  no  federal  bureaucracy  or  regulation;  the  funds  are 
sent  directly  to  the  school  districts,  and  the  schools  have  local 
control  over  these  funds. 

I  believe  that  the  budget  must  be  cut.   The  problem  with 
targeting  Impact  Aid  is  that  it  has  already  been  cut.   Last  year 
the  program  was  cut  by  10%  ($70  million) ,  and  the  FY  95  funding 
level  is  about  the  same  as  the  funding  level  in  1981.   Thus,  this 
program  has  received  no  increases  for  inflation  or  increased 
costs  in  the  last  14  years.   In  total,  the  Impact  Aid  program 
appropriation  is  only  about  $712  million  in  FY  95.   The  actual 
total  need  for  maximum  payments  is  approximately  $1.4  billion. 
In  other  words,  the  program  is  funded  at  only  50%  of  what 
Congress  could  fund  it. 

Those  who  argue  that  a  federal  installation  provides  economic 
benefits  to  a  local  area  and  therefore  that  federal  support  is 
not  needed  clearly  do  not  understand  that  property  taxes  are  the 
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principal  source  of  revenue  for  most  public  schools.   The  Impact 
Aid  program,  created  in  1950,  compensates  school  districts  for 
the  cost  of  educating  children  whose  parents  live  on  federal 
property  and  therefore  do  not  pay  property  tax.   It  is  a  clear 
obligation  of  the  federal  government  to  pay  its  fair  share  of 
taxes  to  local  school  districts,  just  as  local  homeowners  and 
businesses  are  required  to  pay  their  taxes  annually. 

Two  school  districts  in  my  Congressional  district  are  heavily 
impacted  by  military  personnel  serving  Fort  Hood,  which  now 
boasts  having  one  fifth  of  the  Army's  children.   These  school 
districts  are  currently  below  the  state  average  in  property 
wealth  and  are  taxing  above  the  state  average  in  property  tax 
rates.   Even  with  current  Impact  Aid  funds,  both  are  spending 
below  the  state  average  per  pupil,  which  is  considerably  below 
the  national  average.   If  my  two  school  districts  lost  Impact 
Aid,  it  would  be  legally  impossible  for  them  to  increase  tax 
rates  to  levels  required  to  make  up  lost  funds. 

Impact  Aid  is  built  on  the  premise  of  a  shared  responsibility 
between  federal,  state  and  local  governments.   The  above  examples 
illustrate  that  should  the  federal  funding  for  Impact  Aid  be 
drastically  reduced  or  eliminated,  this  would  become  a  huge 
unfunded  mandate  and  would  shift  a  federal  responsibility  to 
local  governments  which  are  unable  to  handle  this  burden. 

Reducing  or  eliminating  the  Impact  Aid  program  would  be 
disastrous  for  more  than  just  the  1.8  million  children  under  the 
program.   Significant  changes  would  also  harm  an  estimated  20 
million  children  whose  families  are  not  federally  dependent,  but 
who  attend  a  financially-strapped  school  due  to  the  large  numbers 
of  students  enrolled  from  military  installations  or  local  Indian 
lands.   These  school  districts  would  be  forced  to  absorb  the 
financial  responsibility  for  educating  these  children.   If 
federal  agencies,  the  Department  of  Defense  and  the  Bureau  of 
Indian  Affairs,  are  held  responsible  for  educating  Impact  Aid 
students,  the  cost  to  the  federal  government  could  potentially  be 
even  higher  than  what  is  currently  expended  in  Impact  Aid. 

Furthermore,  I  fear  that  proposed  cuts  in  the  Impact  Aid  program 
would  not  only  impair  the  quality  of  military  children's 
education,  it  would  also  devastate  military  morale,  undermine  re- 
enlistment  rates,  adversely  affect  recruitment  and  retention  and 
consequently  reduce  our  military  readiness.   It  is  difficult 
enough  keeping  our  seasoned  soldiers  in  our  military  forces,  but 
should  their  children's  education  be  jeopardized,  it  might  become 
virtually  impossible. 

What  we  must  keep  foremost  in  our  minds  is  that  those  who  will  be 
directly  effected  are  the  children.   The  results  of  proposed  cuts 
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would  be  increased  class  sizes,  fewer  course  offerings  and 
reduced  counseling.   In  effect,  the  children  themselves  will  pay 
the  costs  -  but  we  will  bear  the  burden  of  responsibility. 

Mr.  Chairman,  Impact  Aid  supports  our  federal  children.  We 
cannot  afford  to  balance  the  costs  of  supplemental  programs  by 
eliminating  basic  services.   I  request  that  this  Subcommittee 
provide  for  the  educational  needs  of  our  federal  children. 

Thank  you. 
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Mr.  Porter.  Mr.  Pomeroy. 

Mr.  Pomeroy.  Mr.  Chairman,  I  would  like  to  echo  my  friend  and 
colleague  Chet  Edwards'  comments  about  your  leadership  on  this 
issue.  You  play  a  critical  role,  and  it  is  a  critical  issue,  particularly 
to  the  families  affected. 

North  Dakota  has  two  airbases.  At  each  airbase,  there  are  in  the 
neighborhood  of  5,000  personnel,  7,000  to  9,000  dependents,  and 
the  school  district  exactly  conforms  to  the  base.  There  is  not  a  nick- 
el of  private  property  tax  revenue  to  be  raised  for  those  kids.  And 
the  elimination  or  draconian  cuts  in  Impact  Aid  is  simply  going  to 
mean  the  Pentagon  is  going  to  have  to  find  that  money  out  of  mili- 
tary readiness  funds  or  something,  because  the  educational  needs 
of  those  kids  will  be  very  real  next  school  year  and  they  are  going 
to  have  to  be  met. 

In  addition,  we  have  four  Indian  reservations.  One  of  the  more 
interesting  circumstances  is  a  reservation  whose  boundary  was 
changed  in  a  court  ruling,  bringing  into  the  reservation  a  town  that 
was  previously  not  in  the  reservation.  Presently  that  school  district 
has  about  a  75  Native  American,  25  white  child  mix,  and  without 
Impact  Aid,  they  simply  wouldn't  be  able  to  keep  the  doors  open. 

We  have  said  before,  you  have  said  very  eloquently,  this  is  an 
area  where  we  have  met  the  unfunded  mandate  charge  in  the  past. 
The  Federal  Government  has  paid  its  way.  In  a  session  where  such 
historic  headway  has  been  made  about  identifying  and  owning  up 
to  the  responsibility  of  the  Federal  Government  through  the  un- 
funded mandates  legislation,  we  must  not  lose  ground  where  we 
have  already  stepped  up  to  the  placement  and  that  is  the  Impact 
Aid  program. 

I  look  forward  to  continuing  to  work  with  you  on  this  issue.  It 
is  critical.  Thank  you. 

Mr.  Porter.  Thanks  very  much. 

[The  prepared  statement  of  Congressman  Earl  Pomeroy  follows:] 
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Statement  of  Representative  Earl  Pomeroy 

Subcommittee  on  Labor,  HHS  and  Education  Appropriations 

April  6,  1995 

Mr.  Chairman,  I  appreciate  the  opportunity  to  appear  before  the  Committee 
today  in  support  of  the  Impact  Aid  program.    I  am  honored  to  be  a  part  of  a 
bipartisan  coalition  of  members  supporting  this  critical  program. 

Impact  Aid  is  a  perfect  example  of  the  federal  government  meeting  its 
responsibility  to  fill  in  a  financial  gap  it  has  created.   We  have  said  to  these 
communities,  we  know  we're  affecting  costs  in  your  town,  and  we  know  that  you 
don't  have  the  ability  to  recover  these  costs. 

Mr.  Chairman,  I  know  you  also  support  the  Impact  Aid  program,  so  let  me 
cut  to  the  chase  about  the  particulars  which  make  Impact  Aid  so  critical  to  over 
40  school  districts  throughout  my  state  of  North  Dakota. 

As  you  may  know,  North  Dakota  hosts  two  of  the  nation's  finest  Air  Force 
Bases.   Minot  is  one  of  two  B-52  bases  in  the  country  and  Grand  Forks  is  one  of 
three  core  tanker  bases.   As  a  testament  to  their  importance  to  our  nation's 
defense,  both  were  spared  from  this  year's  Department  of  Defense   list  of 
recommended  closures. 

Each  of  these  bases  has  approximately  5,000  active-duty  personnel  with  an 
additional  6-7,000  dependents.   The  impact  on  the  host  communities  is  obvious. 
But  the  situations  in  Minot  and  Grand  Forks  are  much  different  than  other 
communities.   They  are  two  of  only  seven  school  districts  in  the  country  where 
the  boundaries  are  the  exact  same  as  the  air  base  boundaries.     There  is  no 
property  tax  fundraising  capacity  for  those  districts  at  all.    Impact  Aid  -  which 
represents  over  90  percent  of  their  budgets  -  allows  these  districts  to  enter  into 
contracts  with  the  adjacent  communities  for  the  cost  of  education. 

North  Dakota  also  has  four  Indian  reservations  which  have  a  direct  effect  on 
the  surrounding  communities.   Take  the  New  Town  Public  School  District  as  an 
example.   This  school  district  is  actually  on  Indian  land  as  a  result  of  reservation 
boundary  changes  in  recent  years,  but  serves  Indian  and  non-Indian  children  alike. 
While  it  is  publicly  funded,  the  school  district  relies  heavily  on  Impact  Aid 
payments  for  its  Indian  student  population  -  over  75  percent  of  the  students  there 
are  Indian  children  and  over  30  percent  of  their  school  budget  would  come  from 
Impact  Aid  funding  if  it  were  fully  funded.    Because  of  New  Town's  increasing 
Indian  student  count,  and  therefore,  federal  connection,  they  have  actually 
petitioned  to  become  a  school  within  the  Bureau  of  Indian  Affairs  education 
system. 
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As  you  can  see,  for  these  school  districts  and  many  other  in  my  state,  the 
federal  involvement  is  direct  and  it  is  real.    Cutting  or  eliminating  federal  Impact 
Aid  assistance  will  simply  shift  the  financial  burden  to  other  parts  of  the  federal 
government,  or  worse,  directly  onto  communities  like  Grand  Forks,  Minot  and 
New  Town. 

Those  who  propose  to  scale  back  or  eliminate  the  Impact  Aid  program  fail 
to  realize  that  the  problem  will  not  go  away,  because  the  educational  needs  of  our 
children  will  not  go  away.    The  cut  would  either  result  in  zero  federal  savings,  or 
a  huge  unfunded  mandate  would  be  placed  on  towns  affected  by  a  federal  facility 
or  Indian  land. 

Last  year  the  Impact  Aid  program  was  reformed  to  reflect  the  relative  level 
of  impact  federally  connected  students  have  on  local  school  district  funding.  The 
formula  is  weighted  to  ensure  that  Impact  Aid  funds  are  targeted  to  those  districts 
with  the  most  dependency,  and  thus,  the  most  need.  Students  that  live  on  federal 
or  Indian  lands  are  given  very  substantial  weighting.  Where  the  federal  impact  is 
present,  but  less  significant,  the  payments  are  substantially  lowered. 

I  ask  that  you  don't  put  the  breaks  on  the  progress  we  have  made  this  year 
in  dealing  with  unfunded  federal  mandates.    Impact  Aid  provides  a  needed  source 
of  revenue  for  towns  that  have  been  affected  by  a  federal  presence  -  turning  our 
backs  on  those  towns  now  would  be  no  less  than  an  abandonment  of  a  federal 
responsibility. 
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Mr.  Porter.  Duke. 

Mr.  Cunningham.  Mr.  Chairman,  let  me  give  you  a  personal  ren- 
dition of  Impact  Aid.  I  was  a  swimming  and  physics  teacher  and 
swimming  coach  and  football  coach  at  Hinsdale,  Illinois,  right  out- 
side Chicago.  And  matter  of  fact,  two  of  my  swimmers  won  gold 
and  silver  medals  in  the  Mexico  Olympics  and  we  raised  the  funds 
for  those,  not  out  of  tax  dollars.  Little  things  aside. 

But  my  home  of  record  when  I  volunteered  to  go  into  the  military 
to  go  fly  in  Vietnam,  my  home  of  record  was  Chicago,  Illinois.  That 
enabled  me  to  maintain  a  stationary  voting  station,  because,  you 
know,  you're  going  from  Pensacola,  Florida,  becoming  an  officer 
and  a  gentleman,  then  to  Meridian,  Mississippi,  then  Bellville, 
Texas,  and  San  Diego,  California.  Each  time  instead  of  having  to 
change  that  home  of  record,  my  taxes  were  paid  in  the  State  of  Illi- 
nois. 

My  children  impacted  every  one  of  those  schools.  And  when  I 
ended  up  in  San  Diego,  where  I  went  most  of  my  military  career, 
many  of  the  people  that  seek  those  permanent  stations,  like  North 
Highland,  go  there  because  we  have  our  military  hospitals  there  as 
well,  which  impact  especially  because  that  is  where  many  of  the 
military  seek  hospital  care  for  their  special  education  children.  And 
that  reeks  especially  heavy  tolls  on  those  areas. 

What  we  are  doing  is  people  are  paying  taxes,  they  are  paying 
State  taxes  and  Federal  taxes  in  their  home  of  record,  but  yet  they 
are  moving  to  another  area  and  that  State  may  get  it,  and  all  the 
Federal  Government  is  doing  is  moving  that  tax  burden  where  they 
are  not  to  where  they  are.  And  it  is  not  taking  taxpayer  dollars  and 
extra  money,  it  is  just  shifting  the  dollars. 

And  I  would  ask  that,  you  know,  we  have  got  some  areas  like 
Hawaii,  with  the  gentlelady  from  Hawaii,  that  are  impacted  tre- 
mendously, and  others  of  us  that  are  impacted  in  this,  and  it  is  a 
very  good  program. 

Let  me  just  say  one  other  thing  about  the — if  I  may,  striker  re- 
placement. I  have  a  school  in  my  district,  Scripps,  a  private  part- 
nership with  unions  and  with  private  enterprise.  They  have  kids 
that  are  working,  men  and  women,  that  are  swinging  hammers  in 
vocational  education.  They  also  have  men  and  women  in  the  archi- 
tecture design,  because  we  put  fiber-optics  in  and  every  classroom 
has  a  computer. 

In  the  summer,  those  unions  hire  those  kids  in  apprentice  pro- 
grams. So  did  the  private  industry.  It  is  a  partnership,  and  in  the 
summer,  they  hire  every  one  of  those  kids  in  those  programs, 
teaching  them  a  job  skill. 

Now  summer  job  program,  I  doubt  if  there  are  very  many  kids 
that  have  earned  or  learned  a  job  skill  that  they  can  transport  into 
the  future.  I  would  rather  put  the  money  into  those  kinds  of  ap- 
prentice programs  than  I  would  the  summer  jobs  program. 

[The  prepared  statement  of  Congressman  Randy  "Duke" 
Cunningham  follows:] 
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Mr.  Chairman,  members  of  the  Subcommittee,  good  afternoon.  I  join  my 
colleagues  before  you  today  in  support  of  continuing  the  appropriation  for  Impact 
Aid  in  Fiscal  Year  1996. 

As  a  fiscal  conservative,  I  can  understand  why  budget-cutters  are  considering 
eliminating  the  Impact  Aid  appropriation.  It  is  a  large  item  -  three-quarters  of  a 
billion  dollars.  The  program  is  not  widely-known  among  the  general  population. 
And,  frankly,  Impact  Aid  can  get  complicated. 

Last  year,  we  enacted  major  Impact  Aid  reforms.  We  eliminated  eligibility 
for  children  of  civilian  Federal  employees,  the  so-called  "Civilian  Bs,"  which  have 
been  a  major  program  criticism  for  many  years.  We  directed  resources  where  they 
are  needed  most  -  to  schools  near  military  installations  and  on  Indian  reservations. 
Moreover,  we  reduced  the  Impact  Aid  authorization  by  about  $70  million. 

Eliminating  or  severely  reducing  Impact  Aid  simply  creates  far  more 
problems  than  it  solves.  Nor  will  eliminating  Impact  Aid  generate  the  budget 
savings  members  of  this  Subcommittee  would  desire.  And  by  aggravating  the 
morale  of  our  military  families,  eliminating  Impact  Aid  will  negatively  affect  our 
nation's  military  readiness. 

Zeroing-out  Impact  Aid  imposes  a  massive  unfunded  mandate  on  our  states 
and  our  local  schools.  Military  families  whose  children  attend  local  public  schools 
frequently  pay  state  income  and  property  taxes  to  some  other  jurisdiction.  These 
families  shop  at  military  commissaries,  which  do  not  contribute  state  sales  taxes. 
The  local  school  the  child  attends  does  not  get  the  benefit  of  the  family's  fair  tax 
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payment.    Impact  Aid  makes  up  part  of  the  gap  ~  not  all  of  it,  just  part.  Requiring 
local  schools  to  educate  students,  brought  to  their  districts  by  the  Federal 
government,  while  denying  schools  the  revenue  they  need  to  do  the  job,  is  the  worst 
kind  of  Federal  unfunded  mandate. 


Some  would  argue  that  eliminating  Impact  Aid  is  necessary  to  place  the 
Federal  budget  on  a  "glide  path"  toward  a  balanced  budget.  It  is,  after  all,  an  annual 
appropriation  of  three-quarters  of  a  billion  dollars. 

But  eliminating  Impact  Aid  will  not  generate  the  savings  you  hope.  Who  will 
pick  up  the  slack?  Should  military  families  be  double-taxed,  in  their  state  of 
residence  and  where  they  are  stationed,  so  their  children  can  attend  school?  Not  a 
chance.  Should  property  and  income  taxes  be  raised  on  non-military  families  living 
in  Federally-impacted  school  districts?  Many  Federally-impacted  school  districts 
have  raised  the  property  tax  rate  as  high  as  their  laws  allow. 

What  is  done  today  through  Impact  Aid  will  have  to  be  done  by  the 
Department  of  Defense  in  the  case  of  schools  near  military  installations.  You  may 
recall  that  an  effort  was  made  last  year  to  transfer  military  Impact  Aid  to  the 
Department  of  Defense,  but  members  of  the  House  Armed  Services  Committee 
protested  placing  this  burden  on  an  already-strapped  Pentagon.  Impacted  schools 
on  Indian  reservations  will  require  revenues  from  the  Department  of  the  Interior  if 
the  Education  Department  fails  to  provide  Impact  Aid.  If  the  appropriation  for 
Impact  Aid  is  reduced  or  eliminated,  the  savings  will  be  consumed  by  other 
agencies,  and  other  Appropriations  Subcommittees,  who  will  have  to  do  the  job. 
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I  take  a  back  seat  to  no  one  as  a  supporter  of  a  balanced  Federal  budget,  and 
of  doing  what  needs  to  be  done  to  bring  the  budget  into  balance.  Cutting  Impact 
Aid  won't  get  us  on  that  path.  Members  of  this  Subcommittee  should  be  assured 
that  the  Opportunities  Committee  is  considering  legislation  to  merge  the  functions  of 
the  Departments  of  Education  and  Labor  into  one  Department.  Depending  on  the 
details,  this  should  generate  several  billion  dollars  worth  of  real  savings  every  year, 
in  programs  under  the  jurisdiction  of  this  Appropriations  Subcommittee.  Please 
keep  this  in  mind  as  the  Budget  Committee  issues  its  602(b)  allocations  for  the  next 
Fiscal  Year. 

On  behalf  of  America's  military  families,  whose  children  attend  Federally 
impacted  schools,  I  encourage  you  to  continue  the  Impact  Aid  appropriation  at  its 
current  level. 

Thank  you. 


#  #  #  # 
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Mr.  Porter.  Jon  Christensen. 

Mr  Christensen.  Thank  you,  Mr.  Chairman.  I  want  to  thank 
you  for  holding  this  hearing  today.  And  I  also  want  to  echo  my  sen- 
timents of  my  colleagues  that  spoke  earlier. 

As  you  know,  and  as  Duke  just  said,  in  1943  the  Soldiers  and 
Sailors  Act  allowed  Congress  to  recognize  the  problem  of  stationing 
soldiers  around  the  country.  You  cannot  keep  moving  the  people 
around  the  country  and  expect  them  to  pay  the  taxes,  get  license 
plates,  and  deal  with  the  local  government  in  the  same  way  as 
those  of  us  who  stay  in  one  stationary  place. 

I  represent  a  community  in  Nebraska  called  Bellevue.  It  is  home 
of  Offut  Air  Force  Base.  Because  of  the  policies  contained  in  the 
Soldiers  and  Sailors  Act,  Bellevue  public  schools  will  lose  $5.17  mil- 
lion a  year  in  license  plate  fees  alone.  Add  the  massive  loss  of  tax 
from  property  and  sales,  there  is  simply  not  enough  funding  to  go 
around  to  keep  the  Bellevue  schools  open.  Matter  of  fact  in  1970, 
the  Bellevue  schools  closed  because  of  lack  of  funding  And  that  is 
what  we  are  faced  with  now  if  this  responsible  area  of  the  Federal 
Government  is  not  picked  up.  <f     : 

Unfortunately,  one  of  the  things  that  we  have  heard  a  lot  about 
this  year  is  unfunded  mandates.  And  my  colleague  mentioned  it 
earlier,  but  this  is  a  very  important  point.  If  the  Federal  Govern- 
ment does  not  pick  up  their  role  here  of  shouldering  the  burden, 
we  will  be  sending  back  to  the  local  communities  the  largest  un- 
funded mandate  yet.  And  in  a  time  when  both  the  House  and  the 
Senate,  and  with  likely  passage,  signing  in  the  executive  branch, 
it  would  be  the  wrong  message  to  be  sending— to  be  sending  an  un- 
funded mandate.  So  I  am  hopeful  that  this  committee,  as  well  as 
the  House  and  the  Senate,  would  see  fit  to  continue  the  funding  in 
this  area.  It  is  very  important.  It  is  very  important  to  my  commu- 
nity and  it  is  very  important  to  all  of  our  communities  who  have 
Armed  Forces  serving  in  those  areas.  So  I  want  to  thank  the  Chair- 
man and  appreciate  your  support. 
Mr.  Porter.  Thank  you,  Jon. 

[The  prepared  statement  of  Congressman  Jon  Christensen  fol- 
lows :1 
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Testimony  of  Representative  Jon  Christensen 

Before  the  House  Labor-HHS-Education  Subcommittee 

April  6,   1995 

Mr.  Chairman,  I  want  to  thank  you  and  the  other  members  of  the  Subcommittee  for 
this  opportunity  to  testify  today  regarding  a  program  which,  as  you  know,  is  vital  to  the 
education  of  our  nation's  children:  Impact  Aid. 

I  am  strong  supporter  of  Impact  Aid  and  believe  its  continuance  should  be  a  top 
priority  of  this  Subcommittee.  Impact  Aid  is  neither  the  largest,  nor  the  most  well  known 
of  the  programs  which  you  will  fund.  Nevertheless,  the  Impact  Aid  program  fulfills  a  very 
basic  responsibility  of  the  federal  government  to  the  local  government.  Let  me  begin  by 
giving  you  some  background  on  the  purpose  of  Impact  Aid,  because  to  understand  this 
program  is  to  support  it. 

The  Impact  Aid  law  was  passed  in  1950  because  Congress  recognized  that  federal 
activities  had  an  adverse  effect  on  the  ability  of  local  school  districts  to  raise  revenue  due  to 
federal  ownership  of  land,  such  as  military  installations  and  tribal  lands.  As  you  know, 
public  schools  in  this  country  are  generally  financed  by  a  combination  of  state  and  local 
property  taxes.  When  the  federal  government  takes  up  residence  in  a  community,  unlike  its 
private-sector  neighbors,  it  does  not  pay  state  or  local  taxes  of  any  kind,  which  knocks  the 
community's  tax  base  off  kilter.  Although  military  personnel  are  still  subject  to  state  tax, 
under  the  Soldiers  and  Sailors  Relief  Act  passed  in  1943,  local  and  state  agencies  are 
restricted  in  taxing  the  personal  property  and  income  of  those  in  the  armed  services  who 
pay  taxes  in  another  state.  The  rationale  is  simple:  you  cannot  keep  moving  these  people 
all  over  the  world  and  expect  them  to  pay  taxes,  get  license  plates,  and  deal  with  the  local 
government  in  the  same  way  as  those  who  do  not  move  around  with  such  regularity.  The 
federal  government  moves  our  military  personnel  around  the  country  and  abroad  and 
provides  them  with  housing  and  other  essentials  for  living~as  a  result  the  federal 
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government  must  deal  with  the  consequences  of  the  revenue  lost  to  the  communities  where 
the  military  is  present. 

Mr.  Chairman,  it  is  simply  not  true  that  Impact  Aid  is  an  entitlement  program,  nor 
is  it  wasteful  government  spending,  as  the  program's  critics  have  sometimes  charged.  It  is 
impossible  to  reconcile  the  idea  of  slashing  Impact  Aid  with  the  way  wt  tax  federal 
installations  and  reservations.  Impact  Aid  is  nothing  more  than  the  federal  government's 
commitment  to  pay  back  to  a  community  the  funds  it  has  removed  by  virtue  of  the  fact  that 
there  is  a  military  presence.  One  of  those  consequences  is  that  school  districts  around 
federal  lands  simply  do  not  get  the  same  level  of  funding  as  other  areas. 

For  instance,  the  Bellevue  community  in  my  district  is  home  to  Offut  Air  Force 
Base.  Because  of  the  policies  contained  in  the  Soldiers  and  Sailors  Relief  Act,  the  Bellevue 
Public  Schools  lose  $5. 17  million  a  year  in  license  plate  fees  alone.  Add  in  the  massive 
loss  of  property  tax  and  sales  tax,  there  simply  is  little  local  funding  going  to  the  Bellevue 
schools.  This  is  why  Impact  Aid  must  be  continued. 

Nebraska  already  has  extraordinarily  high  property  taxes.  Thus,  simply  raising 
property  taxes  on  nonfederal  property  to  make  up  for  the  lost  revenue  is  out  of  the 
question.  Bellevue  is  the  fourth  largest  school  district  in  the  State  of  Nebraska,  yet  has  the 
lowest  assessed  valuation  of  the  seven  largest  school  districts.  Bellevue  also  has  the 
smallest  assessed  valuation  per  pupil  and  can  raise  the  least  taxes  from  a  tax  rate  of  $1.00 
per  $100  of  valuation.  That  is  because  with  just  over  half  of  Bellevue  Public  Schools' 
enrollment  consisting  of  federally-connected  students,  Bellevue  is  one  of  the  nation's  most 
heavily  federally  impacted  school  districts.  Heavily  impacted  districts  like  Bellevue  just 
don't  have  any  options  if  the  federal  government  refuses  to  shoulder  its  share  of  the 
responsibility.  Without  Impact  Aid,  we  simply  do  not  have  the  funds  to  give  our  children  a 
decent  education. 

If  Impact  Aid  is  gutted,  the  Bellevue  school  system  will  likely  shut  down, 
much  as  is  it  did  in  1970.  That  year,  the  Bellevue  Public  School  District  closed  its  doors, 


1346 


terminated  one-half  of  its  staff  and  cut  school  programs  because  no  funding  was  available 
to  operate  its  basic  support  system.  Special  legislation  had  to  be  passed  to  save  Bellevue 
and  nine  of  the  nation's  other  heavily  impacted  districts  from  permanent  closings. 

Why  is  it  that  schools  serving  military  dependents  are  the  ones  usually  faced  with 
the  decision  of  closing  schools  when  funds  run  out  before  the  school  year  ends?  Why  is  it 
that  these  same  schools,  which  have  been  called  "prisoners  of  the  federal  government,"  are 
forced  to  operate  without  any  assurance  that  they  will  be  funded  with  appropriations  large 
enough  to  supply  even  the  most  basic  education  to  the  students  they  serve? 

Mr.  Chairman,  I  would  like  to  share  with  you  some  examples  of  the  crises  that 
some  heavily  impacted  school  districts  have  been  forced  to  face: 

•  In  1 98 1 ,  Fairfax  County  in  Virginia  informed  the  Pentagon  that  it  could  no  longer 
afford  to  give  free  schooling  to  military  dependents  and  the  district  began  looking  into 
charging  tuition  to  children  on  Fort  Belvoir,  but  later  dropped  plans  after  a 

lawsuit  ensued. 

•  In  1982,  three  counties  in  Virginia  (York,  Virginia  Beach  and  Prince  George)  tried  to 
bill  the  Department  of  Defense  to  collect  money  necessary  to  educate  military 
dependents. 

•  Also  in  1982,  the  Onslow  County  and  Cumberland  County  Districts  in  North  Carolina 
attempted  to  charge  tuition  for  federally-connected  children,  but  this  decision  was 
struck  down  by  the  courts. 

•  In  1983,  the  Sierra  Sands  District  in  California  eliminated  all  guidance  and  counseling 
services,  reduced  programs  offered  in  music  and  foreign  languages,  and  fired  teachers 
in  an  effort  to  live  with  decreased  support  via  Impact  Aid  funds. 

•  In  1993,  the  North  Chicago  Public  School  Board  in  Illinois,  faced  with  a  budget 
shortfall  of  $1.5  million-because  Impact  Aid  provided  only  27%  of  the  cost  of 
educating  its  military  students  which  made  up  45%  of  its  enrollment  -  voted  to  dissolve 
the  district. 
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Let's  face  it.  The  simple  truth  is  that  school  closing  crises  occur  more  often  in 
school  districts  which  serve  military  schools.  Why?  It  is  due  to  several  factors: 

•  the  expansion  of  the  Impact  Aid  program  to  include  more  groups  without  appropriately 
funding  the  additional  groups; 

•  prorations  of  the  funds  for  Impact  Aid  (a  situation  that  has  steadily  worsened  since 
1970);  and 

•  a  misplacement  of  priorities  on  the  federal  government 

It  should  be  noted  that  none  of  the  "solutions"  attempted  by  the  various  school 
districts  really  solved  the  problem  of  a  shortfall  of  Impact  Aid  funds.  None  of  the 
"solutions"  benefited  the  children  or  the  community.  Indeed,  most  were  harmful.  Tuition 
charges,  school  closings,  de-annexation  of  districts,  teacher  terminations,  or  the  elimination 
of  programs  do  not  improve  education  for  our  young  people.  The  only  solution  possible 
must  come  from  the  federal  government. 

Mr.  Chairman,  the  importance  of  Impact  Aid  is  well  documented.  Consider  the 
following: 

•  In  1 98 1 ,  Th?  Impact  Aid  Commission  Report,  authorized  by  the  Education 
Amendments  of  1978,  concluded  that  "there  is  an  obligation  on  the  part  of  the  federal 
government  to  mitigate  the  adverse  effects  of  federal  activities  on  local  educational 
agencies."  The  report  recommended:  1)  funding  the  program  at  the  full  authorization 
level;  2)  expanding  the  program  to  include  undocumented  aliens;  3)  distributing  funds 
first  to  heavily  impacted  districts  when  appropriations  are  insufficient  to  fully  fund  the 
program;  and  4)  making  changes  in  the  payment  rate  for  the  program  entitlements. 

•  In  1983,   The  Library  of  Congress,  Congressional  Research  $er\>ice  Study  on  Impact 
Act ,  reported:  "After  a  period  of  30  years,  the  general  consensus  appears  to  be  that  the 
impact  of  the  federal  presence  continues  to  impose  an  additional  financial  burden  on 
local  school  districts,  but  that  the  burden  varies  depending  upon  the  child's  residence 
and  the  employment  status  of  the  parent.  Justifications  appear  to  be  ample  for 
continuing  impact  aid  and  maintaining  funding  for  children  whose  parents  live  and 
work  on  federal  property,  for  children  who  reside  on  Indian  lands  and  attend  public 
schools,  and  for  children  of  uniformed  military  personnel  who  do  not  reside  on  federal 
property.  . 
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When  Impact  Aid  was  first  signed  into  law  back  in  1950,  the  atmosphere  and 
situations  surrounding  the  program  were  significantly  different  from  those  of  today.  As 
you  may  recall,  H.R.  6  passed  during  the  103rd  Congress,  reauthorizing  the  elementary 
and  secondary  education  programs,  including  Impact  Aid.  Title  VIII  of  the  bill  included 
major  changes  which  tackled  many  of  the  concerns  that  have  plagued  the  program  over 
recent  years.  I  believe  these  changes  allowed  Impact  Aid  funds  to  be  distributed  to  those 
who  are  truly  impacted  and  in  need  of  funding.  One  of  the  main  goals  of  the 
reauthorization  was  to  streamline  the  funding  formula  to  better  address  the  true  needs  of  a 
federally  impacted  school  district.  The  new  formula  will  reflect  a  school  district's  level  of 
impaction  as  well  as  its  dependence  on  Impact  Aid.  In  essence,  a  district  having  a  greater 
need  will  see  an  increase  in  its  Impact  Aid  payment  while  a  district  with  less  of  a  need  will 
see  a  decrease.  Therefore,  Congress  has  already  addressed  the  need  to  restructure  the 
program  without  eliminating  the  funding  to  those  school  districts  that  truly  need  funding  in 
order  to  provide  a  basic  education  to  their  students. 

Mr.  Chairman,  no  one  in  this  room  supports  downsizing  the  federal  government 
and  cutting  wasteful  spending  more  than  I.  I  am  strongly  committed  to  putting  an  end 
to  the  tax-and-spend  policies  of  the  past,  but  I  am  also  strongly  committed  in  making  the 
right  cuts-where  true  spending  cuts  are  needed.  The  Impact  Aid  program,  because  of  its 
strong  reliance  on  local  control,  is  one  of  the  most  efficient  programs  the  federal 
government  administers,  as  the  studies  have  shown.  Virtually  every  dollar  appropriated 
goes  to  the  over  2000  local  educational  agencies  eligible  for  funding.  Impact  Aid  remains 
the  only  federal  program  equipped  to  reimburse  school  districts  for  the  loss  of  local 
revenue  due  to  federal  presence.  Eliminating  this  program  would  push  the  financial 
responsibility  onto  the  state's  shoulders-forcing  them  to  increase  state  taxes. 

Mr.  Chairman,  state  and  local  officials  view  the  reduction  or  elimination  of  Impact 
Aid  funding  as  an  unfunded  mandate,  which  as  you  know,  is  inconsistent  with 
Congressional  leaders'  intentions  and  hypocritical  for  every  Representative  who  voted  in 


1349 


favor  of  the  unfunded  mandates  legislation.  The  program  has  proved  itself  and  serves  its 
purpose.  That  is  why  Impact  Aid  should  be  a  top  priority  of  this  Subcommittee. 

In  closing,  I  want  to  again  thank  you  Mr.  Chairman  and  my  colleagues  on  the 
Subcommittee  for  this  opportunity  to  testify  before  you  today  and  reiterate  the  fact  that  the 
Impact  Aid  program  should  be  a  top  priority  for  this  Subcommittee  as  we  begin  the  task  of 
cutting  the  federal  deficit  and  balancing  the  budget.  We  need  to  cut  out  the  programs  that  no 
longer  work  or  are  no  longer  needed,  but  leave  those  that  are  cost-efficient  and  truly  serve 
their  purpose.  Impact  Aid  is  such  a  program  and,  as  I  said  at  the  beginning,  to  understand 
Impact  Aid  is  to  support  it.  Now  that  you  understand  Impact  Aid,  I'm  certain  I  can  count 
on  your  support. 

Thank  you. 
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Mr.  Porter.  Patsy  Mink,  in  a  reprise. 

Mrs.  Mink.  Thank  you  very  much.  I  apologize  for  my  repeated 
presence  here,  I  would  have  joined  the  Women's  Caucus,  too,  but 
I  thought  three  was  a  bit  much. 

I  am  here  to  join  my  colleagues  here  and  to  suggest  that  there 
are  many,  many  more  of  us  that  are  very  concerned  about  the  de- 
creasing support  in  Impact  Aid.  And  I  think  that  in  trying  to  look 
at  the  deficit  and  come  up  with  cuts,  what  is  forgotten  here  is  that 
these  are  children  in  military  families. 

The  military  families  have  been  provided  for  when  they  come  to 
our  districts.  There  is  housing.  There  is  transportation  there.  There 
are  all  sorts  of  assistance  programs  available,  health  services.  Why 
not  education  as  a  fundamental  right  to  all  of  the  military  families 
that  are  moved  about  the  country  and  stationed  in  different  dis- 
tricts, away  from  their  home  environment? 

Well,  the  responsibility  of  the  Federal  Government  was  shifted 
away  from  Defense  and  put  in  the  Department  of  Education.  But 
its  isolation  there  in  the  Department  of  Education  does  not  make 
it  any  less  important  as  a  military  function,  in  my  point  of  view. 
And  I  have  tried  to  struggle  to  suggest  this  to  the  various  Armed 
Services  committees,  but  have  not  succeeded. 

And  the  reason  for  my  anxiety  about  this  issue  is  that  we  are 
constantly  seeing  the  funds  taken  away  from  this  program.  And  the 
people  that  are  hurt  are  basically  the  children  in  the  military.  Our 
communities  suffer,  but  it  is  really  the  children  that  suffer  more 
in  my  humble  estimation. 

And  if  more  of  these  funds  are  taken  away,  what  is  going  to  hap- 
pen is  a  complete  disruption  of  their  education  and  the  quality  of 
education.  We  are  going  to  have  to  find  other  alternatives.  Let  me 
give  you  the  reason  for  my  anxiety. 

We  have  almost  30,000  federally  connected  children  in  my  State. 
We  are  one  State  district.  And  of  that,  we  have  almost  15,000  mili- 
tary children  living  on  base.  If  we  took  the  average  per  capita,  per 
student  expenditure  currently  in  my  State,  it  is  around  $5,000. 
Multiply  that  by  the  $15,000  and  we  have,  that  is  about  $75  mil- 
lion. 

Our  contribution  under  the  current  level  of  spending  from  the 
Federal  Government  is  only  $18  million.  The  State  is  already 
spending  $60  million  of  its  own  taxpayers'  monies  as  part  of  our 
contribution  to  the  education  of  the  children.  To  pare  that  money 
down  even  lower  would  be  to  really  hazard  the  relationship  of  the 
military  to  their  own  families.  I  think  it  is  a  military  commitment 
that  they  make  to  their  families  and  what  the  upshot  is  going  to 
be  will  be  less  retention  in  the  military,  less  interest  of  young  peo- 
ple to  serve  their  country  in  the  military,  because  there  is  no  guar- 
antee that  an  adequate,  quality  education  can  be  provided  to  the 
youngsters  as  they  move  about  the  country.  So  this  is  certainly  a 
national  security  issue.  And  while  it  is  in  your  committee,  I  know 
of  your  solid  support  for  it,  I  hope  that  you  will  help  us  save  the 
monies  for  the  entire  program,  both  As  and  Bs.  Thank  you. 

Mr.  Porter.  All  of  you  have  articulated  the  obligation  and  our 
problem  very,  very  well.  I  might  lobby  you  to  articulate  it  to  John 
Kasich  and  the  budgeters. 
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Mrs.  Mink.  I  am  on  the  Budget  Committee,  so  they  will  hear 
from  me. 

Mr.  Porter.  Good.  Because  as  you  know,  we  can  only  do  as  well 
as  we  have  resources  to  work  with.  And  I  think  the  budget  resolu- 
tion is  going  to  be  very  important  to  this  part  of  the  process.  Thank 
you  all  for  coming.  The  subcommittee  will  stand  in  recess  briefly 
to  vote. 

[Brief  recess.l 

[Additional  statements  submitted  for  the  record  follow:! 


1352 


Remarks  of 

Rep.  Norm  Dicks 

House  Appropriations  Committee 

Subcommittee  on  Labor  Health  &  Human  Services 


Mr.  Chairman  and  members  of  the  subcommittee: 
I  appreciate  having  this  opportunity  to  testify  before 
you  to  express  my  strong  support  for  the  Impact  Aid 
program.    The  appearance  of  this  panel  before  the 
subcommittee  has  become  an  important  annual  event 
for  me  and  my  colleagues,  clearly  underscoring  the 
critical  need  for  Impact  Aid  funding  throughout  the 
nation,  and  certainly  in  my  congressional  district.    Mr. 
Chairman,  I  applaud  your  personal  efforts  and  the 
commitment  of  many  members  of  this  Subcommittee 
on  behalf  of  the  thousands  of  students  and  families 
who  depend  on  this  program  to  keep  their  schools 
operating. 

As  the  members  of  the  subcommittee  may  recall 
from  my  testimony  in  past  years,  the  Sixth  District  of 
the  State  of  Washington  is  impacted  by  several  large 
and  vital  military  installations.    Our  region  willingly 
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2 
hosts  thousands  of  active  duty  personnel  who 
represent  a  large  economic  force  in  the  Pacific 
Northwest.    However,  with  these  advantages  comes  a 
drawback:  the  loss  of  substantial  property  areas  from 
the  local  tax  base. 

My  colleagues  and  I  from  Washington  are  pleased 
that  the  military  presence  in  our  state  has  prevailed 
through  the  last  three  rounds  of  base  closings,  and 
that  none  of  our  state's  installations  were 
recommended  for  closure  so  far  in  the  current  round. 
In  fact,  there  has  been  a  net  influx  of  military 
personnel  into  Washington  over  the  past  few  years. 
However,  the  military  personnel  who  will  be  relocating 
to  Western  Washington  will  place  an  even  greater 
strain  on  already  limited  educational  resources.    This 
problem  can  only  be  addressed  by  maintaining  funding 
for  Impact  Aid. 

I  believe  the  level  of  funding  requested  for 
children  who  are  traditionally  referred  to  as  Impact  Aid 
"a"  students  in  the  Administration's  FY  1996  budget 
proposal  is  sufficient,  helping  children  of  military 
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families  living  on  base  and  children  living  on  Indian 
lands.    I  am  very  concerned,  however,  with  any 
proposal  which  does  not  include  full  funding  for  an 
equally  important  group:  qualified  civilian  students 
whose  parents  work  for  the  federal  government  or  for 
a  variety  of  employers  located  on  federal  property.    In 
most  communities,  local  businesses  employ  workers 
and  pay  property  taxes  which  benefit  the  local  school 
districts  which  their  employees'  children  attend. 
These  businesses,  when  located  on  federal  property, 
are  exempt  from  local  property  taxes,  undercutting  the 
financial  position  of  the  local  school  district. 

For  example,  the  Puget  Sound  Naval  Shipyard 
located  in  my  district  employs  the  parents  of  about 
5,000  civilian  students.    These  kids  comprise  more 
than  one-third  of  the  students  attending  schools  in  the 
South  Kitsap,  Bremerton,  and  Central  Kitsap  School 
Districts.    Similar  situations  exist  across  the  nation  as 
school  systems  face  reduced  tax  bases  due  to  federal 
ownership  of  property  and  increased  civilian  student 
enrollments.    Although  civilian  students  account  for 
only  a  small  percentage  of  the  total  impact  aid 
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4 
payment,  eliminating  funding  for  these  kids  would 
represent  a  tremendous  financial  hardship  for  these 
school  districts.    Mr.  Chairman,  we  should  not  punish 
those  families  who  have  chosen  to  serve  their  country 
through  federal  employment  nor  should  we  penalize 
the  school  districts  that  educate  their  children. 

I  have  joined  more  than  one  hundred  of  my 
colleagues,  including  members  of  this  subcommittee, 
in  writing  to  the  House  Budget  Committee  Chairman 
Kasich  outlining  our  support  for  the  Impact  Aid 
program  and  urging  him  to  include  full  funding  for  the 
program  in  the  FY  1996  budget.   The  signatures  on 
this  letter  came  from  Republicans  and  Democrats  and 
from  members  representing  states  from  all  over  the 
country.   This  is  not  a  partisan  or  regional  issue,  Mr. 
Chairman.   What  is  at  issue  is  our  children.    Over  the 
years,  I  have  received  countless  letters  from  parents 
and  children  who  benefit  from  Impact  Aid.    These 
serve  as  a  constant  reminder  that  while  it  is  often 
school  officials  and  administrators  presenting  their 
case  to  Congress,  the  real  beneficiaries  —  or  losers  - 
are  the  children  of  service  men  and  women  from  every 
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district  in  the  country. 

Mr.  Chairman,  I  am  fully  aware  of  the  difficult 
task  you  and  the  subcommittee  face  in  allocating 
diminishing  funds  to  the  many  important  programs 
which  are  under  your  jurisdiction.    As  a  member  of  the 
Appropriations  Committee,  I  certainly  understand  the 
choices  you  must  make.    Again,  I  appreciate  having 
the  opportunity  to  testify,  and  I  urge  the 
subcommittee  to  support  America's  students  and  full 
funding  for  our  federally-impacted  children. 
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STATEMENT  OF  THE  HONORABLE  BILL  EMERSON  (R-MO) 

APRIL  6,  1995 

BEFORE  THE  HOUSE  APPROPRIATIONS  COMMITTEE, 

SUBCOMMITTEE  ON  LABOR,  HHS  AND  EDUCATION 

IN  SUPPORT  OF  IMPACT  AID 


Mr.  Chairman  and  Members  of  the  Committee, 

The  November  elections  brought  great  change  to  this  body. 
Unfortunately,  some  things  never  change  and  once  again  Members  of 
Congress  are  before  this  committee  to  defend  and  plead  for  the 
Impact  Aid  Program. 

The  intent  of  the  Impact  Aid  Program  remains  unchanged:   to 
provide  reimbursement  for  the  education  of  federally  connected 
children  in  school  districts  where  the  ability  to  generate  tax 
revenue  has  been  adversely  affected  by  either  the  presence  of 
non- taxable  federal  property  or  the  presence  of  federal 
activities. 

As  the  new  majority  party  in  Congress,  we  have  a  unique 
opportunity  to  fundamentally  change  the  way  the  Federal 
government  serves  its  citizens  by  downsizing,  streamlining,  and 
improving  overall  efficiency.   It  is  important  that  as  we  go 
through  the  process  of  downsizing,  we  do  not  make  arbitrary  and 
haphazard  cuts.   I  agree  that  all  discretionary  spending  should 
be  on  the  table  for  full  consideration.   However,  each  individual 
item  should  be  fully  examined  and  allowed  to  certify  its 
worthiness . 
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Impact  Aid  funds  are  not  surplus  dollars.   These  funds  pay 
for  the  basic  essentials  needed  to  run  a  school  system.   These 
funds  pay  for  the  lights,  they  help  pay  staff,  purchase  books  and 
help  maintain  school  buses. 

For  the  past  two  years,  I  have  testified  in  support  of 
Impact  Aid  funding  over  the  funding  of  brand  new  education  reform 
programs.   I  felt  then,  as  I  do  now,  that  the  Federal  government 
should  keep  its  old  promises  before  making  new  ones.   Today  I 
ask,  what  good  are  dollars  for  education  reform  in  districts  that 
can't  even  financially  address  their  basic  operational  needs? 

Mr.  Chairman,  citizens  of  the  Eighth  District  of  Missouri 
have  accepted  the  fact  that  some  federal  ownership  of  land  is 
necessary  to  preserve  the  beauty  of  the  Ozark  hills  and 
waterways.   Nevertheless,  these  small,  rural  communities  should 
not  be  expected  to  have  these  lands  out  of  the  tax  base  without 
federal  compensation,  widely  known  as  Section  2  funding.   Today, 
I  urge  you  and  the  committee  to  continue  to  fulfill  the  federal 
government's  promise  to  reimburse  these  communities  for  the  land 
they  cannot  use,  or  to  relinquish  federal  control  of  these  lands. 

Thank  you  for  your  time  and  consideration. 
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TESTIMONY  OF  THE  HONORABLE  HERBERT  H.  BATEMAN  (R-VA) 

BEFORE  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 

LABOR,  HHS,  EDUCATION 

APRIL  6,  1995 

MR.  CHAIRMAN,  IT  IS  A  PLEASURE  TO  BE  HERE  TODAY.   I  APPRECIATE 
YOUR  GIVING  ME  THE  OPPORTUNITY  TO  DISCUSS  IMPACT  AID  AND  ITS 
IMPORTANCE  TO  MY  DISTRICT  AND  THE  COUNTRY. 

LET  ME  BEGIN  BY  STATING  THAT  I  RECOGNIZE  THE  IMPACT  AID 
PROGRAM  IS  NOT  THE  LARGEST  PROGRAM  FUNDED  BY  THIS  SUBCOMMITTEE, 
NOR  IS  IT  THE  MOST  WELL  KNOWN.  HOWEVER,  TO  MANY  LOCALITIES  ACROSS 
THE  COUNTRY,  INCLUDING  SOME  IN  MY  DISTRICT,  IT  IS  THE  MOST 
IMPORTANT.   MY  DISTRICT  IS  HOME  TO  FOUR  MAJOR  MILITARY  COMMANDS, 
TWO  FEDERAL  RESEARCH  FACILITIES,  TWO  NATIONAL  HISTORICAL  PARKS 
AND  SEVERAL  SMALLER  MILITARY  AND  CIVILIAN  FACILITIES.  EACH  OF  THESE 
FACILITIES  IS  A  WELCOME  AND  IMPORTANT  PART  OF  ITS  COMMUNITY,  BUT 
EACH  ALSO  PRESENTS  A  UNIQUE  PROBLEM.  THE  LOCALITIES  IN  WHICH 
THESE  FACILITIES  EXIST  ARE  RESPONSIBLE  FOR  EDUCATING  THE  CHILDREN 
IN  THE  AREA,  INCLUDING  THOSE  WHOSE  PARENTS  WORK  AT  ONE  OF  THE 
FACILITIES.   HOWEVER,  UNLIKE  OTHER  EMPLOYERS,  THE  FEDERAL 
GOVERNMENT  DOES  NOT  PAY  THE  LOCAL  TAXES  THAT  FINANCE  PUBLIC 
EDUCATION.   IMPACT  AID  IS  VITAL  IN  THAT  IT  COMPENSATES  LOCALITIES  FOR 
THIS  LOST  TAX  REVENUE  AND  ENSURES  THAT  ALL  STUDENTS  IN  THE  AREA, 
INCLUDING  THOSE  OF  FEDERAL  PERSONNEL,  HAVE  ACCESS  TO  A  QUALITY 
EDUCATION. 

DESPITE  THE  IMPORTANCE  OF  THE  IMPACT  AID  PROGRAM,  MANY 
BELIEVE  THAT  IT  IS  SOME  SORT  OF  ENTITLEMENT  THAT  THE  FEDERAL 
GOVERNMENT  SHOULD  END.  THE  PRESIDENT'S  BUDGET  REQUEST  CUTS  $109 
MILLION  FROM  THE  PROGRAM'S  FY  '95  FUNDING  LEVEL  OF  $728  MILLION.  THIS 
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COMES  ON  TOP  OF  THE  HOUSE'S  RECENT  $16  MILLION  RESCISSION  OF  FY  '95 
SECTION  8002  FUNDING  AND  A  DRAMATIC  DOWNSIZING  OF  THE  PROGRAM  IN 
LAST  YEAR'S  AUTHORIZATION. 

THE  FY  '96  BUDGET  REQUEST  SEVERELY  RESTRICTS  ELIGIBILITY  FOR 
SECTION  8003-FUNDING  FOR  FEDERALLY  CONNECTED  CHILDREN-ALLOWING 
ONLY  THOSE  WHO  LIVE  ON  INDIAN  LANDS  AND  THOSE  WHOSE  PARENTS  ARE 
ACTIVE  DUTY  MILITARY  AND  LIVE  ON  BASE  TO  QUALIFY.  IN  ADDITION,  THE 
PLAN  WOULD  ELIMINATE  ALL  SECTION  8002  PAYMENTS,  WHICH  COMPENSATE 
SCHOOL  DISTRICTS  WHERE  THE  FEDERAL  GOVERNMENT  OWNS  REAL 
PROPERTY  EQUAL  TO  OR  GREATER  THAN  10  PERCENT  OF  THE  VALUE  OF  ALL 
REAL  PROPERTY  IN  THE  AREA. 

MANY  SCHOOL  DISTRICTS,  INCLUDING  SOME  IN  MY  DISTRICT,  HAVE  NOT 
YET  ADJUSTED  TO  THE  CHANGES  BROUGHT  ABOUT  BY  LAST  YEAR'S 
AUTHORIZATION  AND  APPROPRIATION.  NOW,  THEY  MUST  FACE  BUDGETARY 
SHORTFALLS  THAT  WILL  OCCUR  IF  THE  HOUSE-PASSED  RESCISSION  OF  FY  '95 
SECTION  8002  PAYMENTS  IS  ENACTED  AND  THE  PROSPECT  OF  FURTHER 
CUTS  PROPOSED  BY  THE  PRESIDENT.  ONE  AREA  I  REPRESENT  STANDS  TO 
LOSE  MORE  THAN  $1  MILLION  FROM  THE  FY  '95  RESCISSION  ALONE.  WHEN 
COMBINED  WITH  LAST  YEAR'S  REDUCTIONS  AND  THE  PRESIDENT'S  FY  '96 
BUDGET  PROPOSAL,  THE  CHANGES  WILL  CAUSE  SCHOOLS  IN  MY  DISTRICT  TO 
EXPERIENCE  MULTI-MILLION  DOLLAR  SHORTFALLS.  BY  RESTRICTING 
ELIGIBILITY  FOR  FEDERALLY  CONNECTED  CHILDREN  AND  ELIMINATING  ALL 
SECTION  8002  PAYMENTS,  THE  PRESIDENT'S  BUDGET  WILL  ADVERSELY 
AFFECT  HUNDREDS  OF  SCHOOL  DISTRICTS  NATIONWIDE.   FURTHER 
REDUCTIONS  WILL  CAUSE  MORE  SCHOOLS  TO  CUT  PROGRAMS  AND  STAFF- 
SOME  MAY  EVEN  BE  FORCED  TO  CLOSE  THEIR  DOORS. 

IMPACT  AID  IS  NOT  A  HAND  OUT  NOR  IS  IT  UNNECESSARY 
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GOVERNMENT  SPENDING.   MORE  THAN  2000  SCHOOL  DISTRICTS  IN  FIFTY 
STATES  NATIONWIDE  COUNT  ON  THE  PROGRAM  AS  A  REIMBURSEMENT  FOR 
THE  REVENUE  LOSS  BY  TRADITIONAL  FUNDING  SOURCES,  LIKE  PROPERTY, 
SALES  AND  INCOME  TAXES.    PHASE  OUT  OF  IMPACT  AID  WOULD  NOT 
REPRESENT  MUCH  OF  A  REDUCTION  IN  FEDERAL  SPENDING.   RATHER  IT  WILL 
CREATE  ANOTHER  UNFUNDED  MANDATE  TO  STATES  AND  LOCALITIES  WHO 
WILL  STILL  BE  FORCED  TO  PROVIDE  PUBLIC  EDUCATION,  INCLUDING  FOR 
CHILDREN  OF  FEDERAL  EMPLOYEES  AND  MILITARY  PERSONNEL  WHO  DO  NOT 
PAY  THE  TAXES  THAT  GO  TO  FINANCE  THAT  EDUCATION. 

I  BELIEVE  IT  IS  ESSENTIAL  THAT  WE  ENSURE  ALL  CHILDREN  HAVE 
ACCESS  TO  AN  EDUCATION.  BUT  THIS  ISSUE  GOES  MUCH  FURTHER  THAN 
THAT.  IN  MY  CAPACITY  AS  CHAIRMAN  OF  THE  NATIONAL  SECURITY 
SUBCOMMITTEE  ON  READINESS,  I  AM  CHARGED  WITH  ENSURING  THAT  OUR 
ARMED  FORCES  ARE  PREPARED  TO  MEET  ANY  MILITARY  CHALLENGE  WE  MAY 
FACE.  THE  MOST  BASIC  ASSURANCE  THAT  WE  CAN  PROVIDE  IS  THAT  OF 
ADEQUATE  PERSONNEL  TO  DEFEND  THE  INTERESTS  OF  OUR  NATION. 
IMPACT  AID  DIRECTLY  AFFECTS  MILITARY  PERSONNEL  WHO  HAVE  AGREED 
TO  SERVE  THEIR  COUNTRY  BUT  NOT  AT  THE  EXPENSE  OF  THEIR  CHILDREN'S 
EDUCATION.  COMMUNITIES  OFTEN  WELCOME  THE  FEDERAL  GOVERNMENT 
AS  AN  ECONOMIC  STIMULUS  AND  PROVIDER  OF  JOBS.   HOWEVER,  IF  IMPACT 
AID  PAYMENTS  END  AND  LOCALITIES  ARE  FORCED  TO  RAISE  TAXES  ON 
CITIZENS  TO  COMPENSATE  FOR  LOSSES  INCURRED,  FEDERAL  PERSONNEL 
WILL  SOON  CEASE  TO  BE  SO  WELCOMED.  IN  ADDITION,  EDUCATION  FOR  ALL 
CHILDREN  IN  THE  AREA  WOULD  SUFFER  AS  SCHOOLS  CANNOT  SINGLE  OUT 
THE  FEDERALLY  CONNECTED  CHILDREN  TO  BEAR  THE  BRUNT  OF  CUTS  IN 
PROGRAMS. 

THE  IMPORTANCE  OF  IMPACT  AID  MUST  BE  RECOGNIZED.  I  ASK  THIS 
SUBCOMMITTEE  TO  FUND  THE  PROGRAM  AT  LEAST  AT  LAST  YEAR'S  LEVEL  OF 
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$728  MILLION  AND  INCLUDE  PAYMENTS  FOR  SECTION  8002.  WE  MUST  MEET 
THE  NEEDS  OF  OUR  CHILDREN  AND  THOSE  WHO  SERVE  THEIR  COUNTRY-WE 
MUST  CONTINUE  TO  PROVIDE  COMPENSATION  TO  FEDERALLY  IMPACTED 
LOCALITIES. 

THANK  YOU  FOR  YOUR  TIME  AND  YOUR  CONSIDERATION  ON  THIS 
IMPORTANT  MATTER. 


1363 

Thursday,  April  6,  1995. 

WITNESSES 

HON.  EARL  F.  HILLIARD,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  ALABAMA 

HON.  ROBERT  C.  SCOTT,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  VIRGINIA 

Mr.  Porter.  Our  next  panel  is  Earl  Hilliard  of  Alabama,  Bobby 
Scott  of  Virginia,  and  Tim  Johnson  of  South  Dakota  on  the  Job 
Corps.  I  know  that  Mr.  Scott  is  on  his  way.  Mr.  Hilliard,  why  don't 
you  proceed. 

Mr.  Hilliard.  Thank  you  very  much,  Mr.  Chairman.  And,  Mr. 
Chairman,  I  am  pleased  to  have  the  opportunity  to  tell  you  and  the 
Members  of  this  committee  of  my  continuing  support  for  the  Job 
Corps  program.  This  committee  has  supported  this  program  in  the 
past,  and  I  hope  you  will  continue  to  do  so  in  the  future. 

As  you  know  and  as  I  understand,  these  are  difficult  times  for 
Federal  social  programs.  However,  as  elected  officials  we  have  a  re- 
sponsibility to  our  constituents  to  support  and  fund  programs  with 
proven  records  of  success.  And  in  this  case,  Job  Corps  is  such  a  pro- 
gram. It  has  worked  for  over  30  years  and  it  has  been  through 
close  scrutiny  by  many  administrations. 

And  while  no  program  is  without  its  flaws,  it  is  worth  noting 
that  the  Department  of  Labor's  latest  figures  show  that  77  percent 
of  all  students  who  participate  in  this  program  go  on  to  become 
Congressmen,  to  get  jobs,  to  enter  the  military,  and  to  enter  uni- 
versities and  colleges  and  other  educational  institutions.  But  the 
most  important  thing  is  that  those  77  percent  of  those  persons  who 
graduate  from  the  program  and  who  become  successful,  become 
taxpaying  citizens.  And  those  are  people  that  may  have,  because  of 
other  problems,  family  problems  and  because  of  lack  of  educational 
opportunities,  may  have  ended  up  in  prison  or  in  other  types  of  set- 
tings. A  program  like  this,  I  am  sure  that  we  will  want  to  keep  its 
records  of  performance  going.  We  will  want  to  continue.  And  espe- 
cially when  the  alternatives  are  so  bad  for  our  society. 

Persons  who  end  up  on  welfare,  who  end  up  in  crime,  or  who  end 
up  in  situations  where  the  taxpayers  have  to  fool  with  their  respon- 
sibilities and  have  to  pay  for  their  problems  that  they  commit 
against  society.  So  the  alternative  to  the  Job  Corps  are  drastic  and 
they  are  destructive.  So,  Mr.  Chairman,  I  feel  that  we  need  to  con- 
tinue this  program,  and  I  hope  you  feel  about  it  the  way  I  do. 

I  represent  a  district  in  Montgomery,  Alabama,  where  the  Job 
Corps  is  seen  as  more  than  just  a  training  program  for  young  peo- 
ple. It  is  a  solution  and  it  is  a  way  out  of  a  vicious  welfare  cycle. 
According  to  the  1990  Census,  Alabama  had  more  than  120,000 
disadvantaged  young  people,  and  things  have  not  improved  that 
very  much  since  the  Census  was  taken. 

But  last  year,  because  of  the  situation,  the  Department  of  Labor 
selected  Montgomery  as  the  site  of  a  new  Job  Corps  campus.  And 
it  said  it  would  provide  vocational,  academic,  and  social  training  to 
more  than  500  disadvantaged  youth  each  year.  And  furthermore,  it 
would  employ  more  than  120  people  and  bring  a  much  needed 
boost  to  the  area. 
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Through  your  support,  Congress  supported  this  program  with  ap- 
propriations the  first  year  and  the  second  year.  However,  I  am  con- 
cerned because  the  second  year  funding  is  called  up  in  the  rescis- 
sion package,  and  it  is  very  important  that  we  continue  this  pro- 
gram, not  just  for  the  sake  of  Montgomery,  but  for  the  sake  of 
America. 

Job  Corps  has  touched  the  lives  of  more  than  1.6  million  of  our 
young  people,  our  young  men  and  women.  It  has  given  them  the 
opportunity  to  reach  out  and  continue  to  touch  the  lives  of  the  dis- 
advantaged and  impoverished  youth,  both  in  your  community  and 
in  mine.  So,  Mr.  Chairman,  and  members  of  this  committee,  I  wish 
that  you  would  join  me  in  support  of  the  Job  Corps  program  and 
its  modest  expansion  program. 

Once  again,  let  me  thank  you  and  thank  the  committee  for  giving 
me  an  opportunity  to  testify.  And  I  would  like  to  submit  my  re- 
marks for  the  record,  Mr.  Chairman,  and  I  will  be  happy  to  answer 
any  questions  you  may  have. 

Mr.  Porter.  Congressman  Hilliard,  thank  you  for  your  testi- 
mony. 

We  understand  that  the  Senate  has  in  its  rescission  package  a 
cut  of  $46  million,  and  that  represents  the  new  centers?  Eight  new 
centers,  yes.  And  after  the  break  we  will  be  coming  back  and  going 
to  conference  on  it,  seeing  what  we  can  do. 

[The  prepared  statement  of  Congressman  Earl  F.  Hilliard  fol- 
lows:] 


EARL  F.  HILLIARD 
COMMITTEE  ON  AGRICULTURE 
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TESTIMONY  ON  BEHALF  OF  JOB  CORPS  BY 
REPRESENTATIVE  EARL  F.  HILLIARD 
APRIL  6,  1995 
Thank  you,  Mr.  Chairman: 

I  am  pleased  to  have  the  opportunity  to  tell  you  and 
the  members  of  the  committee  of  my  continued  support 
for  the  Job  Corps  program.  You  have  supported  this 
program  in  the  past  and  I  hope  you  will  continue  to  do 
so  in  the  future. 

This  is  a  time  of  difficult  choices  for  federal  social 
programs.    However,  as  elected  officials,  we  have  a 
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responsibility  to  our  constituents  to  support  and  fund 
programs  with  proven  records  of  success.  Job  Corps  is 
such  a  program.  Job  Corps  has  worked  for  over  30 
years.  Close  scrutiny  of  the  program  in  recent  months 
has  served  only  to  highlight  its  record  of  success.  While 
no  program  is  without  its  flaws,  it  is  worth  noting  that, 
the  Department  of  Labor's  latest  figures  show  that  77 
percent  of  all  students  leaving  the  program,  go  on  to 
jobs,  the  military  or  higher  education  to  become 
taxpaying  citizens. 

Job  Corps  has  often  been  cited  as  a  model  of  what 
works  in  training  programs  for  disadvantaged  youth.  In 
a  report  last  week  by  Family  Service  America  and  the 
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Milton  S.  Eisenhower  Foundation  on  the  State  of  the 

Family,  Job  Corps  was  commended  for  its  training 

programs. 

Why  would  we  not  want  to  expand  a  program  with 
this  kind  of  record  of  performance?  What  are  the 
alternatives  for  these  young  people  ?  Welfare  ?  Crime  ? 
We  can  do  better,  ladies  and  gentlemen.  In  the  end,  the 
alternatives  to  Job  Corps  are  more  costly,  less 
constructive  and  short-sighted. 

Mr.  Chairman,  I  represent  a  district  in 
Montgomery,  Alabama  where  Job  Corps  is  seen  as  more 
than  just  a  training  program  for  poor  young  people  —  it 
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is  a  solution  and  a  way  out  of  the  vicious  welfare  cycle. 
According  the  1990  Census,  Alabama  had  more  than 
120,000  disadvantaged  young  people — things  have  not 
improved  since. 

Last  year,  the  Department  of  Labor  selected 
Montgomery  as  the  site  of  a  new  Job  Corps  campus. 
The  center  would  provide  vocational,  academic  and 
social  skills  training  to  more  than  500  disadvantaged 
youth  each  year.  Furthermore,  it  would  employ  more 
than  120  people  and  bring  a  much  needed  boost  to  local 
economies. 
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Through  your  support,  Congress  appropriated  first 
and  second  year  funding  for  the  Montgomery  campus. 
As  of  today,  these  second  year  funds  are  in  the  FY95 
rescissions  package  in  the  Senate.  I  am  concerned. 
Montgomery,  Alabama  and  our  nation  need  this  Job 
Corps  campus. 

I  am  asking  that  you  keep  the  promise  Congress 
made  to  the  community  of  Montgomery  and  the  State  of 
Alabama.  The  Montgomery  campus  in  particular,  and 
the  Job  Corps  program,  in  general,  are  wise  investments 
of  America's  tax  dollars. 
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Job  Corps  has  touched  the  lives  of  more  than  1.6 
million  of  our  nation's  young  men  and  women.  I 
implore  you  to  reach  out  with  me  and  continue  to  touch 
the  lives  of  the  disadvantaged  and  impoverished  youth, 
both  in  your  community  and  in  mine. 

Mr.  Chairman,  Members  of  the  Committees,  please 
join  me  in  support  of  the  Job  Corps  program  and  its 
modest  plan  for  gradual  expansion. 
Thank  you. 
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Mr.  Porter.  Congressman  Scott,  thank  you  for  being  with  us. 
We  welcome  you. 

Mr.  Scott.  Thank  you,  Mr.  Chairman.  And  I  understand  that 
many  have  testified  on  this  issue  already.  A  great  political  philoso- 
pher once  said  that  80  percent  of  life  is  just  showing  up.  I  would 
like  to  summarize  the  other  20  percent  of  my  testimony  incorporat- 
ing the  reference,  my  written  statement,  and  the  statement  made 
by  others. 

Mr.  Chairman,  in  the  State  of  Virginia,  approximately  118,000 
young  people  are  eligible  for  the  Job  Corps.  Only  1  percent  of  that 
number  is  presently  being  served.  Virginia  is  projecting  expendi- 
tures for  prisons  of  $11  billion  in  the  next  10  years,  about  a  billion 
dollars  per  congressional  district. 

You  know  the  Job  Corps  has  been  studied  and  reduced  prison 
and  welfare  costs — $1.50  for  every  dollar  that  you  put  in  the  pro- 
gram. I  would  hope  that  incorporating  by  reference  the  comments 
of  the  gentleman  from  Alabama  and  the  other  panel  efforts  you 
have  heard,  I  would  like  to  submit  my  statement  and  hope  you  can 
do  the  best  you  can  for  the  Job  Corps. 

Mr.  Porter.  Thank  you,  Congressman  Scott. 

[The  prepared  statement  of  Congressman  Robert  C.  "Bobby" 
Scott  follows:] 
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TESTIMONY 

by 
Robert  C.  "Bobby"  Scott 

Before  the 
Labor/HHS  Subcommittee 
of 
Appropriations 


April  6,  1995 


Mr.  Chairman,  members  of  the  Committee: 

I  want  to  thank  you  for  the  opportunity  to  appear  before  you  today  to  speak  about  a 

subject  in  which  my  constituents  are  keenly  interested~the  Job  Corps  program. 

Residents  of  Richmond,  Norfolk,  Newport  News  and  Hampton,  among  others  in  my 
District,  are  all  very  interested  in  this  program  for  a  very  good  reason:  it  works!   For 
more  than  30  years,  Job  Corps  has  proven  itself  as  a  first  step  toward  a  way  Out  of 
poverty  and  despair  for  many  young  adults.   When  we  look  at  who  benefits  from  Job 
Corps,  it  is  easy  to  see  why  it  is  so  important  to  these  young  adults  and  the  country 
as  a  whole. 

Job  Corps  serves  young  adult  citizens  who  are  economically  disadvantaged.   Most  are 
high  school  drop-outs  living  in  disruptive  environments,  hut  not  in  the  criminal  justice 
system-yet.   In  the  State  of  Virginia,  over  118,000  youth  are  eligible  for  Job  Corps 
which  says  a  lot  about  its  need.   However,  there  is  funding  for  only  about  1  %  of  this 
need.   Yet,  when  we  consider  what  will  happen  to  many  of  these  young  people 
without  programs  such  as  Job  Corps,  saving  even  1  %  is  important. 

And  we  know  what  will  happen  to  all  too  many  of  them.   The  answer  is  clear  when 
we  look  at  the  $30  billion  crime  bill  we  recently  approved  in  the  House  and  hundreds 
of  billions  in  Prison  construction  costs  states  are  projecting  for  prison  construction 
over  the  next  few  years.   Virginia,  for  example,  is  projecting  expenditures  in  excess 
of  $11  billion,  about  $1  billion  per  Congressional  District,  over  the  next  decade  to 
have  a  negligible  decrease  in  crime.   On  the  other  hand,  studies  of  Job  Corps  have 
proven  the  Job  Corps  produces  a  significant  reduction  in  crime-so  much  so  that  it 
saves  about  $1.50  in  prison  and  welfare  costs  for  every  dollar  spent  on  the  program. 

Given  the  track  record  of  the  Job  Corps  program,  and  the  clear  need  for  it,  the  only 
issue  should  be  how  much  we  should  increase  the  funding  for  it.   Mr.  Chairman, 
there  is  good  reason  to  support  this  program  and  I  implore  the  committee  to  do  so. 
Without  it,  the  evidence  is  we  will  pay  much  more  than  we  save. 
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Mr.  Porter.  We  believe  that  the  program,  while  it  has  certain 
problems  in  certain  centers,  overall  is  a  very,  very  good  program, 
and  works  well.  It  will  help  us  greatly,  because  we  are  facing  a 
time  of  very  severely  limited  resources,  to  also  identify  those  pro- 
grams that  don't  work  very  well  so  that  we  can  move  resources 
from  places  where  the  resources  aren't  doing  very  much  good  to 
those  places  where  they  do  some  substantial  good. 

Mr.  HlLLlARD.  Mr.  Chairman,  if  I  may.  Let  me  interject  one  other 
thing  for  the  committee.  In  many  instances  throughout  the  country, 
we  have  had  a  great  deal  of  participation  from  the  private  sector 
in  the  new  type  Job  Corps  centers.  And  I  know  particularly  in 
Montgomery,  Alabama,  the  private  sector  came  in,  and  this  was 
something  different  I  think,  a  departure  from  most  of  the  others. 
The  State  of  Alabama  came  in,  land  was  contributed,  as  well  as 
equipment  and  all  type  of  technical  assistance.  And  even  some 
funding  for  the  construction.  So  once  you  start  a  type  of  program 
like  this,  it  sort  of  brings  the  community  together.  You  bring  Amer- 
icans together;  you  bring  different  sectors  together.  And  it  is  very 
healthy  for  America  and  it  is  very  good. 

Everyone  recognizes  what  it  means  to  the  young  people  in  the 
community,  and  these  are  the  type  of  programs,  I  am  sure,  that 
this  administration  and  this  Congress  wish  to  promote. 

So  I  would  like  for  you  to  take  that  into  consideration  when  the 
bill  comes  to  the  conference  committee.  We  do  need  a  strong  push 
from  this  committee  and  from  this  Chairperson,  and  I  hope  that  we 
can  get  it. 

Mr.  Porter.  We  are  getting  your  message. 

Mr.  Hilliard.  Thank  you  very  much. 

Mr.  Porter.  Thank  you,  Congressman  Hilliard  and  Congressman 
Scott,  for  testifying  today.  We  appreciate  it  very  much  and  we  will 
do  our  best. 

Mr.  Scott.  Mr.  Chairman,  on  one  other  issue,  I  would  like  to  as- 
sociate myself  with  the  comments  being  made  on  behalf  of  Impact 
Aid,  A  and  B.  Thank  you. 

Mr.  Porter.  Fine. 


Thursday,  April  6,  1995. 

WITNESSES 

HON.  RALPH  REGULA,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 

STATE  OF  OHIO 
HON.  NORMAN  D.  DICKS,  A  REPRESENTATIVE  IN  CONGRESS  FROM 

THE  STATE  OF  WASHINGTON 

Mr.  Porter.  Our  colleagues  on  the  Appropriations  Committee, 
Norm  Dicks  of  Washington  and  Ralph  Regula  of  Ohio.  Do  you  have 
a  batting  order? 

Mr.  Dicks.  Yes,  I  am  just  going  to  ask  unanimous  consent  to  put 
my  statement  in  the  record.  And  it  is  on  Impact  Aid,  and  the 
Chairman  has  been  one  of  our  best  supporters  and  I  know  we  can 
work  with  you  to  try  to  do  the  best  we  can  under  the  very  difficult 
circumstances  that  we  face  this  year.  And  the  gentleman  from  Illi- 
nois has  always  been  forthright  and  easy  to  work  with  and  we  look 
forward  to  doing  our  best  under  the  circumstances. 
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Mr.  Porter.  Thank  you  very  much,  Norm. 

Mr.  Dicks.  Thank  you. 

[The  prepared  statement  of  Congressman  Norm  Dicks  is  recorded 
on  page  1352.] 

Mr.  Porter.  Ralph. 

Mr.  Regula.  Yes,  unanimous  consent  to  put  my  full  statement 
in  the  record. 

Mr.  Porter.  We  certainly  will  do  that,  yes. 

Mr.  Regula.  Just  a  few  facts. 

What  I  am  here  on  is  the  support  for  the  program  that  gives 
money  to  universities  to  help  in  training  specialists  in  geriatric 
medicine. 

Surprisingly,  there  are  very  few  M.D.s  who  have  a  specialty  in 
geriatrics,  and  yet  we  have  an  aging  population  which  is  only  going 
to  be  greater  as  a  percentage.  We  find  that  44  percent  of  all  days 
spent  in  hospital,  40  percent  of  all  visits  to  internists,  one-third  of 
the  Nation's  health  care  expenditures  is  geriatric  medicine.  And  yet 
our  universities  do  very  little,  because  it  is  not  an  attractive  spe- 
cialty. And  I  think  it  is  important  that  we  give  them  some  seed 
money  to  encourage  them  to  participate  in  programs  of  that  type. 

And  of  course  with  specialists  in  geriatrics,  you  could  do  a  better 
job  of  analyzing  people's  problems.  In  fact,  there  was  a  recent  Insti- 
tute of  Medicine  study,  which  said  that  we  save  $3  billion  by  delay- 
ing premature  institutionalization  by  just  one  month.  I  mean  that 
is  amazing,  that  there  is  that  level,  $3  billion,  that  level  of  savings 
by  postponing.  And  yet  that  is  one  of  the  features  that  you  have 
with  a  group  of  geriatric  specialists. 

And  it  is  also  interesting  that  they  did  a  study,  332  patients 
awaiting  nursing  home  beds  were  given  geriatric  assessments.  It 
was  found  that  a  quarter  of  them,  with  treatment,  therapy  or  sup- 
port, could  live  at  home.  And  one  of  the  features  of  our  tax  bill  was 
the  tax  credits  for  living  out  on  your  own  in  place  of  being  institu- 
tionalized. But  if  you  had  geriatric  specialists,  it  would  be  a  lot 
easier  to  assess  whether  people  are  eligible  for  that. 

Lastly,  I  think  one  of  the  great  gains  we  can  make  in  senior  med- 
icine, geriatric  medicine,  is  preventive  care,  preventive  in  terms  of 
the  individual,  preventive  procedures.  And  that  is  why,  as  was 
pointed  out  in  a  New  York  Times  article  last  year,  it  said  there  is 
an  urgent  need  for  doctors  who  are  properly  trained  in  the  prob- 
lems and  the  processes  of  aging.  And  I  think  clearly  we  need  to  en- 
courage our  medical  training  institutions  or  education  institutions 
to  provide  more  incentives  for  people  to  specialize  in  geriatric  medi- 
cine. And  this  is  a  program,  and  I  recognize  as  we  all  have  in  our 
committees,  that  we  are  going  to  be  faced  with  real  fiscal  con- 
straints, but  I  think  this  is  one  that  ought  to  certainly  not  be  aban- 
doned and  be  funded  as  to  the  level  that  is  appropriate  and  respon- 
sible. 

[The  prepared  statement  of  Congressman  Ralph  Regula  follows:] 
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TOE  HONORABLE  RALPH  REGULA 

TESTIMONY  BEFORE  TOE  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  SUBCOMMITTEE  ON  APPROPRIATIONS 

April  6,  1995 


Mr.  Chairman: 

I  appreciate  the  opportunity  to  come  before  you  to  express  my  support  for 
the  funding  of  geriatric  education  centers  and  training. 

As  you  know,  such  monies  are  used  for  grants  to  health  professions  schools 
to  establish  geriatric  education  centers  to  provide  training  for  faculty  who 
teach  geriatrics  and  health  care  professionals  who  provide  treatment.   It 
also  provides  grants  to  medical  schools  and  hospitals  for  geriatric  training 
fellowships  for  physicians  and  dentists  who  plan  to  teach  geriatrics. 

Continued  funding  of  this  program  is  extremely  important--  as  an  investment 
to  improve  present  and  future  quality  of  care  for  the  elderly  and  as  an  tool 
for  which  we  can  reduce  present  and  future  health  care  expenditures- - 
particularly  as  the  population  of  the  United  States  grows  older  and  lives 
longer. 

Earlier  this  year,  I  met  with  Dr.  Robert  Butler,  founding  director  of  the 
National  Institute  on  Aging  and  founder  of  the  first  geriatrics  department 
in  the  United  States.   I  was  dismayed  to  learn  that  only  13  of  126  American 
medical  schools  require  either  a  course  or  a  clinical  rotation  in 
geriatrics.  And  although  most  medical  schools  offer  an  elective  course  in 
geriatrics,  only  3.5%  students  take  them.  As  a  result,  only  4000  of  the 
more  than  550,000  physicians  in  American  today  are  adequately  trained  to 
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meet  the  special  medical  needs  of  this  rapidly  growing  population. 
According  to  a  report  issued  in  1992  by  the  Alliance  for  Aging  Research,  the 
United  States  has  only  one-fifth  the  number  of  primary  care  and  consultive 
geriatricians  needed,  and  less  than  one- fourth  the  number  of  academic 
physician-scientists  needed  to  train  present  and  future  doctors  in  the 
principle  of  geriatrics. 

With  these  statistics,  it  is  no  wonder  a  New  York  Times  article  from  last 
year  declared  the  urgent  need  for  doctors  who  are  properly  trained  in  the 
problems  and  the  process  of  aging.  Moreover,  with  the  most  rapid  increase 
in  the  65  and  over  population  between  2010  and  2030- -  when  the  baby  boom 
generation  reaches  age  65--  it  is  critical  that  we  enter  into  the  21st 
Century  with  the  ability  to  meet  the  needs  of  the  growing  number  of  older 
patients.   It  is  essential  to  have  enough  qualified  consultive  and  primary 
care  physicians  with  training  in  geriatric  medicine. 

What  is  and  will  be  the  effect  of  a  shortage  of  providers  who  are  not 
properly  trained  to  recognize  problems  specific  to  the  aging?  Most 
certainly,  older  patients  would  not  be  treated  properly  and  effectively. 
Whereas  older  Americans,  particularly  those  over  age  85,  have  multiple 
health  problems,  providers  unfortunately  lack  the  training  and  knowledge  of 
how  diseases  interact,  not  to  mention  the  latest  research  findings  on  aging 
health.   Improperly  trained  providers  translates  into  more  dismissals  of 
older  patients'  physical  complaints  as  an  function  of  aging.   Whereas  older 
persons  take  an  average  of  13  different  medications  annually,  improperly 
trained  doctors  often  fail  to  recognize  the  side  effects  from  the 
interactions  of  such  drugs.  This  is  important  to  highlight,  given  the  high 
percentage  of  hospitalizations  of  the  elderly  due  to  problems  with 
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medications. 

Studies  tells  us  that  geriatric  assessments--  meaning  an  assessment  of 
physical  health,  mental  status,  social  and  economic  states,  functional 
status  and  the  patient's  physical  environment--  can  improve  the  lives  and 
quality  of  care  of  these  patients  while  reducing  the  onset  of 
institutionalization  and  therefore  reducing  the  costs  of  health  care 
expenditures.   In  fact,  a  recent  Institute  of  Medicine  study  revealed  we 
save  $3  billion  by  delaying  premature  institutionalization  by  just  one 
month.   For  example,  when  332  patients  awaiting  nursing  hemes  beds  were 
given  geriatric  assessments,  it  was  found  that  a  quarter  of  them  with 
treatment,  therapy  or  support,  could  live  at  home;  others  needed  some  kind 
of  residential  placement;  but  only  one-third  needed  to  actually  enter 
nursing  homes.   Mr.  Chairman,  think  of  the  enhanced  quality  of  life  which 
some  of  these  patients  automatically  received.  Think  of  the  dollars  that 
were  saved  as  a  result  of  only  one-third  of  those  patients  actually  having 
to  enter  into  nursing  homes,  which  as  you  know,  is  one  of  the  more  expensive 
means  of  care  available  to  the  elderly.  Certainly,  geriatric  assessments  of 
elderly  patients  point  to  more  effective  treatment  of  the  aging. 

Mr.  Chairman,  44%  of  all  days  spent  in  the  hospital,.  40%  of  all  visits  to 
internists  and  one-third  of  the  nation's  health  care  expenditures  are 
consumed  by  our  65  and  older  population.  Given  the  doubling  of  this  age 
category  by  2030,  unless  something  is  done  to  address  properly  caring  for 
our  elderly,  these  figures  will  only  balloon. 

How  should  we  meet  the  needs  of  the  present  and  the  future?  We  need  to 
encourage  the  training  of  more  geriatricians.  We  need  to  ensure  that  more 
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primary  care  physicians  receive  formal  training  in  geriatrics  and  receive 
the  certificate  of  added  qualifications  in  geriatric  medicine  presently 
offered  in  the  fields  of  family  practice  and  internal  medicine.  We  need  to 
expose  medical  students  in  virtually  every  field  to  geriatrics  in  their 
course  work  or  during  residency  training.  Strong  funding  for  geriatrics 
education  and  training  only  begin  to  arrive  at  such  needs. 

While  I  am  not  upholding  that  the  care  of  older  patients  be  solely  cared  for 
by  geriatricians,  I  do  believe,  as  an  advocate  of  health  promotion  and 
prevention,  that  training  our  doctors  to  recognize  health  problem  of  the 
aging  is  one  of  the  best  methods  of  preventive  medicine  we  can  provide  to 
our  senior  citizens.  Funding  geriatric  education  and  training  is  only  one 
of  many  ways  to  ultimately  increase  the  quality  of  care  for  our  elderly, 
improve  the  quality  of  living  through  delaying  institutionalization  or 
hospitalization,  while  reducing  the  economic  stress  on  our  nation's  health 
care  expenditures. 

Thank  you. 
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Mr.  Porter.  Ralph,  you  haven't  told  us  the  genesis  of  your  inter- 
est in  this  particular  area. 

Mr.  Regula.  Well,  first  of  all,  I  was  on  the  Aging  Caucus  or  the 
Select  Committee  before  it  was  gone.  I  have  been  involved  in  aging 
interests  since  I  have  been  a  Member,  started  out  on  the  Select 
Committee.  I  am  now  one  of  the  four  cochairmen  of  the  Aging  Cau- 
cus, which  we  are  operating  under  the  new  Rules  of  the  House,  and 
speaking  on  behalf  of  that,  and  a  district  that  has  a  lot  of  seniors. 

Mr.  Porter.  Well,  we  very  much  appreciate  your  testimony  in 
bringing  the  matter  to  the  attention  of  the  subcommittee.  The  line 
item  is  in  here  under  Geriatric  Education  Centers  and  Training? 

Mr.  Regula.  Right. 

Mr.  Porter.  That  is  the  one  you  are  referring  to? 

Mr.  Regula.  Right. 

Mr.  Porter.  We  appreciate  it  very  much. 

Mr.  Regula.  I  understand  from  our  own  subcommittee  that  you 
have  limited  resources  and  you  will  have  to  make  some  really 
tough  priority  judgments,  but  I  do  think  with  the  aging  population 
and  with  the  potential  benefit  to  the  well-being  of  seniors  and  to 
the  delivery  of  medical  services,  that  this  is  something  that  should 
not  be  abandoned. 

Mr.  Porter.  We  thank  you  for  your  leadership  on  it. 

Mr.  Regula.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  If  you  tell  us  it  is  worthwhile,  I  know  that  it  is.  This 
then  completes  our  Members  of  Congress. 

[The  following  statements  were  submitted  to  the  subcommittee 
by  individuals  and  organizations  who  were  unable  to  attend  the 
hearings:] 
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REP.  LYNN  WOOLSEY 

TESTIMONY  WITH  WOMEN'S  CAUCUS 

LABOR-HHS  APPROPRIATIONS  SUBCOMMITTEE 

APRIL  6,  1995 


Mr.  Chairman,  as  the  co-chair  of  the  Economic  and  Educational 
Equity  Task  Force  of  the  Women's  Caucus,  I  would  like  to  thank 
you  for  the  opportunity  to  testify  in  support  of  funding  for 
education  and  employment  programs  which  are  crucial  to  removing 
the  historical  barriers  that  have  blocked  women  from  achieving 
economic  and  educational  equity.   The  Women's  Caucus  respectfully 
requests  the  Subcommittee  to  provide  sufficient  funding  for  the 
following  programs: 

WOMEN'S  EDUCATIONAL  EQUITY  PROGRAM 

The  Women's  Educational  Equity  Act  was  passed  by  Congress  two 
decades  ago  in  an  effort  to  eliminate  the  inequities  and 
discrimination  that  face  women  and  girls  in  America's  schools. 
To  this  end,  progress  has  been  made  through  the  Women's 
Educational  Equity  program;  however,  there  is  still  a  lot  of  work 
to  be  done.   Numerous  studies  show  that  girls  still  receive  less 
attention  from  teachers,  fall  behind  in  math  and  science,  and  are 
required  to  take  standardized  tests  that  are  biased  against  them. 

A  meaningful  change  was  made  to  the  Women's  Educational  Equity 
program  when  it  was. reauthorized  during  the  103rd  Congress.   In 
the  past,  funds  were  used  for  research  and  development  of 
programs  concerning  gender  equity.   Now,  Women's  Educational 
Equity  funds  will  be  provided  directly  to  local  school  districts 
to  implement  gender-equity  policies  and  practices. 

We  strongly  support  the  President's  budget  request  of  $4  million 
for  the  Women's  Educational  Equity  program  which  will  make  an 
important  difference  in  the  educational  success  of  women. 


TRAINING  AND  ADVISORY  SERVICES  PROGRAMS  (CIVIL  RIGHTS  ACT  -  TITLE 
IV) 

Established  under  the  Civil  Rights  Act  of  1964,  the  Training  and 
Advisory  Services  program  provides  technical  and  training 
assistance  to  school  systems  to  assure  that  equal  opportunities 
are  available  to  students  who  traditionally  face  inequities, 
including  females  and  minority  students.   With  regard  to  female 
students,  the  program  focuses  on  mathematics  and  science,  career 
development,  pregnant  and  parenting  teens,  counseling,  and  sexual 
harassment. 

Over  the  past  few  years,  funding  for  the  Training  and  Advisory 
Services  program  has  decreased.  We  request  that  at  least  $21.4 
million,  the  amount  appropriated  in  FY  95,  be  provided  for  this 
important  program  in  FY  96 . 
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NON- TRADITIONAL  EMPLOYMENT  FOR  WOMEN 

The  Glass  Ceiling  Commission  recently  reported  that  the  large 
majority  of  women  continue  to  be  paid  less  than  their  male 
counterparts  and  to  be  pushed  into  dead-end  jobs.   The  findings 
of  the  Glass  Ceiling  Commission  clearly  demonstrate  the  need  for 
funding  for  programs  which  increase  and  diversify  employment 
opportunities  for  women. 

The  Non-Traditional  Employment  for  Women  (NEW)  program  within  the 
Job  Training  Partnership  Act  encourages  and  promotes  job  training 
for  women  in  non-traditional  fields.   We  support  the  President's 
$1.5  million  funding  request  for  the  NEW  program. 

The  Women  in  Apprenticeship  program,  authored  by  Rep.  Morella, 
provides  grants  to  community-based  organizations  to  assist  women 
in  gaining  employment  in  non-traditional  occupations.   For  this 
significant  program,  we  support  the  President's  budget  request  of 
$744,000. 

We  respectfully  request  that  you  provide  funding  for  these 
programs  which  successfully  open  doors  for  women  in  fields 
traditionally  closed  to  them. 

DISPLACED  HOMEMAKERS  SELF-SUFFICIENCY  ACT 

In  addition,  we  ask  that  you  provide  funds  for  the  Displaced 
Homemakers  Self -Sufficiency  Act.   This  program,  which  provides 
grants  to  states  for  the  improvement  of  employment  and  training 
services  for  displaced  homemakers,  is  the  only  dislocated  worker 
program  specifically  designed  for  women. 

Displaced  homemakers  are  women  who  have  lost  their  primary  source 
of  income  due  to  the  death  or  disability  of  a  spouse,  or  divorce. 
There  are  millions  of  displaced  homemakers  in  the  United  States. 
Often,  these  women  lack  the  skills  and  education  necessary  to 
enter  the  work  force  and  support  their  families.   As  a  result, 
displaced  homemakers  and  their  children  end  up  many  times  living 
in  poverty. 

The  educational  and  employment  services  that  could  be  provided 
through  the  Displaced  Homemakers  Self -Sufficiency  Act  would 
greatly  assist  women  in  gaining  the  personal  and  economic 
independence  necessary  to  support  their  families. 

And  yet,  the  Displaced  Homemakers  Self -Sufficiency  Act  has  never 
been  funded. 

We  urge  the  subcommittee  to  remedy  this  tragic  situation  by 
funding  this  program  at  the  level  of  $7  million  which  would  allow 
15  states  to  begin  utilizing  this  program. 


1382 


CHILD  CARE 

The  availability  of  affordable  child  care  is  most  likely  the 
factor  that  has  the  greatest  impact  on  the  ability  of  women  to 
work.   In  many  cases  a  lack  of  affordable  child  care  prevents 
women  from  entering  the  work  force  at  all. 

With  more  and  more  mothers  forced  to  work  to  make  ends  meet, 
funding  for  child  care  is  crucial  to  America's  families. 
Therefore,  the  Women's  Caucus  urges  the  Subcommittee  to  increase 
funding  for  affordable  and  quality  child  care. 


DEPARTMENT  OF  LABOR  WOMEN'S  BUREAU 

As  the  only  federal  agency  designed  to  meet  the  need  of  working 
women,  the  Department  of  Labor's  Women's  Bureau  is  responsible 
for  formulating  standards  and  policies  that  promote  the  welfare 
of  wage  earning  women,  improving  their  working  conditions, 
increasing  their  efficiency,  and  advancing  their  opportunities 
for  profitable  employment . 

The  President's  budget  calls  for  $8,973  million  for  the  Women's 
Bureau  which  is  a  slight  increase  over  last  year's  appropriation. 
We  request  that  the  Subcommittee  support  this  modest  increase. 


-TIM  JOHNSON 


Congress  of  the  Bnited  States 

iftoose  of  Hepresentatfoes 
Washington,  ©£  20515-110) 

STATEMENT  OF  THE  HONORABLE  TIM  JOHNSON 

FISCAL  YEAR  1996 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR-HEALTH  AND  HUMAN  SERVICES-EDUCATION 


THE  HONORABLE  JOHN  PORTER,  CHAIRMAN 
THE  HONORABLE  DAVID  OBEY,  RANKING  MEMBER 

APRIL  5,  1995 

Mr.  Chairman,  I  wish  to  begin  by  thanking  you  for  allowing  me  to  testify  this  afternoon  on  behalf 
of  the  Job  Corps  and  Impact  Aid  needs  of  South  Dakota.  I  appreciate  your  efforts  and  those  of  the 
Committee  staff  and  your  past  support. 

I  certainly  understand  the  constraints  placed  on  Congress  and  this  Committee  and  our  efforts  to 
reduce  the  deficit,  and  as  always  I  do  not  envy  the  difficult  choices  your  Committee  has  to  make 
this  year.  Nevertheless,  we  still  have  pressing  needs  in  this  country  that  must  be  addressed.  We 
cannot  allow  the  current  budget  situation  to  force  us  to  renege  on  our  responsibilities  to  the  people 
of  this  nation.  South  Dakota  needs  continued  federal  help  in  many  areas,  and  as  the  Representative 
for  the  entire  state,  I  would  like  to  address  two  important  programs,  Job  Corps  and  Impact  Aid, 
which  are  deserving  of  full  funding  for  fiscal  year  1996. 

Mr.  Chairman,  members  of  the  Committee,  I  would  like  to  express  my  strong  support  for  a  very 
valuable  program,  Job  Corps.  I  respectfully  urge  the  Committee  to  fully  fund  and  support  the  Job 
Corps  program  and  the  mission  for  which  it  was  created.  Job  Corps  has  been  successful  for  more 
than  30  years,  and  there  is  no  other  program  similar  or  capable  of  replacing  Job  Corps.  This 
program  makes  a  difference  in  communities  all  across  the  country  by  offering  many  impoverished 
young  men  and  women  their  last  opportunity  to  develop  the  training  and  job  skills  they  need  to 
succeed  in  our  ever-changing  economy. 

While  there  have  been  some  problems  documented  at  certain  Job  Corps  sites,  these  can  certainly  be 
addressed  without  dismantling  a  program  which  returns  $1.46  for  every  dollar  invested  in  it,  and 
which  provides  a  viable  alternative  for  many  at-risk  youth.  In  South  Dakota,  we  have  over  17,000 
rural  youth  living  in  poverty,  and  only  several  hundred  of  them  are  able  to  be  served  by  the  one 
existing  Job  Corps  Center  in  South  Dakota,  located  in  Nemo.  Individualized  education, 
occupational  training  and  a  safe  residential  environment  are  all  lacking  for  our  underserved  youth 
and  Job  Corps  greatly  enhances  their  opportunities. 

I  want  to  take  this  opportunity  to  inform  the  Committee  that  the  community  of  Redfield  is  again 
applying  to  become  the  second  Job  Corps  Center  in  South  Dakota.  It  is  my  understanding  that 
priority  is  to  be  given  to  states  with  less  than  2%  of  the  eligible  youth  presendy  served  by  Job 
Corps.  Since  South  Dakota  currently  serves  just  over  1%  of  its  eligible  youth,  our  state  certainly 
meets  that  criterion  and  has  a  need  for  a  stronger  and  larger  Job  Corps  presence. 
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I  hope  that  this  committee  can  continue  to  support  the  Job  Corps  program  and  see  the  value  and 
contributions  this  program  has  made,  as  we  in  South  Dakota  have  seen  first  hand. 

Mr.  Chairman,  I  would  also  like  to  take  this  opportunity  to  join  you  in  strong  support  of  the  impact 
aid  program.  As  a  long-time  supporter  of  the  impact  aid  program,  I  know  you  understand  the 
critical  importance  of  the  impact  aid  program.  But  I  would  like  to  remind  the  Committee  the  state 
of  South  Dakota  has  over  1 1,000  federally  connected  children  enrolled  in  55  school  districts  who 
rely  on  the  federal  government's  commitment  to  the  impact  aid  program. 

I  would  like  to  close  by  saying  that  I  feel  strongly  that  the  federal  government  has  a  commitment  to 
the  school  districts  across  the  country  which  receive  impact  aid,  and  I  will  be  working  hard  with 
you  Mr.  Chairman,  and  our  colleagues  in  the  coming  weeks  to  fight  for  adequate  funding  for  the 
program. 

Mr.  Chairman,  I  appreciate  having  this  opportunity  to  outline  these  funding  needs  for  South 
Dakota.  This  Committee  has  always  been  gracious  and  given  full  consideration  to  my  requests, 
which  I  deeply  appreciate.  I  look  forward  to  continued  close  cooperation  with  the  Committee  to 
meet  the  needs  of  our  nation.  Thanks  again  for  your  time  and  consideration. 
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April  7,  1995 


Mr.  Chairman  and  Members  of  this  Subcommittee,  thank  you  for  the  opportunity  to 
submit  testimony  regarding  my  support  of  Job  Corps.    It  is  my  pleasure  to  convey  my 
support  for  this  program,  and  its  investment  in  America's  youth. 

While  we  are  all  well  aware  of  the  proposed  rescissions  and  consolidation  of  Federal 
employment  and  training  programs,  I  must  voice  my  concerns  for  the  future  of  Job  Corps. 
Representing  a  district  that  is  economically  disadvantaged  and  with  a  significant  population 
dependent  upon  some  aspect  of  the  social  safety  net,  the  youth  in  South  Texas  are  fitting 
recipients  of  Job  Corps.   In  a  publication  from  the  Children's  Defense  Fund,  the  27th 
District  of  Texas  is  listed  as  having  over  3,800  dropouts  between  the  ages  of  sixteen  and 
nineteen.   These  are  the  youths  who  desperately  need  direction  and  guidance  in  their  lives, 
and  it  is  often  the  Job  Corps  who  provides  these  needs. 

Studies  have  shown  that  the  majority  of  students  involved  in  Job  Corps  have  obtained 
employment,  joined  the  military,  or  furthered  their  education.   Clearly,  the  program  is  a 
wise  investment  in  our  youth  that  empowers  them  to  proceed  with  their  future.   Job  Corps 
targets  youths  who  are  between  the  ages  of  sixteen  to  twenty-four,  who  are  poor  and  not 
employed.   These  targeted  youths  are  the  ones  who  can  reap  the  benefits  of  the  intensive  Job 
Corps  program.   The  value  of  Job  Corps  to  our  youth  is  immense,  and  its  services 
numerous.   While  all  the  recipients  of  Job  Corps  are  low-income  youths,  their  needs  are 
different.   For  this  reason,  Job  Corps'  training  programs  range  from  vocational  and  social 
skills  training  to  preparation  for  the  General  Equivalency  Degree  (GED).   The  education  and 
training  aspects  of  Job  Corps  gives  new  opportunities  to  disadvantaged  youth  who  are  often 
overlooked  in  our  society.   Essentially,  Job  Corps  creates  a  foundation  for  these  youth  to 
learn  new  skills,  encounter  new  challenges,  and  become  responsible  citizens.   The 
investments  in  this  program  are  phenomenal  to  both  the  recipients  of  the  program  and  to  our 
communities. 

I  realize  that  the  Appropriations  Committee,  and  particularly  this  Subcommittee,  have 
had  to  make  some  difficult  decisions  with  regards  to  rescissions.    I  was  disappointed  that  Job 
Corps  was  targeted  for  a  $10  million  rescission  for  the  construction  of  four  new  Job  Corps 
Centers.    I  recognize  that  the  Committee  is  concerned  with  the  long-term  costs  of  additional 
centers,  however,  I  do  not  believe  that  one  can  ignore  the  long  term  savings  Job  Corps 
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provides  in  human  and  economic  terms.   The  Job  Corp  50/50  plan  will  strengthen  and 
expand  services  to  an  estimated  six  million  disadvantaged  youth.  While  the  plan  does  entail 
construction  and  operating  costs,  we  should  remember  that  investment  in  Job  Corps  will 
ultimately  reduce  expenditures  on  welfare,  healthcare,  and  crime. 

I  hope  that  we  can  continue  to  work  together  to  ensure  that  at-risk  youth  are  provided 
with  the  opportunities  and  resources  that  they  might  not  otherwise  be  offered.   We  must  all 
work  to  capitalize  on  opportunities  to  improve  the  quality  of  the  U.S.  workforce.   We  should 
also  remember  that  the  services  of  Job  Corps  ultimately  benefit  the  youth,  who  are  after  all 
the  future  of  the  United  States. 

Thank  you  Mr.  Chairman  and  Members  of  the  Subcommittee,  for  your  time  and 
consideration  of  these  comments. 
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Mr.  Chairman,  I  appreciate  having  the  opportunity  to  present  my  testimony 
before  you  and  the  Subcommittee.   I  would  like  to  focus  my  remarks  on  the  Job 
Training  Partnership  Act,  and  in  particular,  the  Job  Corps  program,  as  it  functions 
locally  in  the  communities  of  the  Inland  Empire  region  of  Southern  California. 

The  Inland  Empire  Job  Corps  Center  is  located  in  San  Bernardino,  California. 
The  Center  serves  over  300  students  at  time,  230  of  whom  live  in  dormitories  on  the 
campus.  The  Center  trains  young  people  to  begin  careers  as  machinists,  nurses, 
carpenters,  and  in  other  trades. 


During  one  of  my  visits  to  the  Center  i  picked  up  what  I  subsequently  gathered 
was  a  new  youthful  saying,  "been  there,  done  that."  Well,  I  am  here  today  to  tell  you 
and  your  Subcommittee  Members  that  I've  been  there,  to  a  Job  Corp  center;  and  I've 
done  that,  talked  with  and  shared  the  dreams  of  young  women  and  men  and  I  am 
most  impressed.   I  know  that  the  Subcommittee  has  acknowledged  the 
accomplishments  of  the  Job  Corps  in  the  past,  and  I  strongly  encourage  the 
Subcommittee's  continuation  and  expansion  of  our  nation's  premier  and  most  cost- 
effective  residential  training  program. 


I  am  extremely  proud  of  the  work  being  done  by  and  the  accomplishments 
being  achieved  at  the  Inland  Empire  Job  Corps  Center.  Within  the  last  year  alone 
over  90  students  have  obtained  their  high  school  or  GED  diploma,  over  190  have 
completed  specific  vocational  training,  and  a  total  of  237  students  have  been  placed 
in  jobs. 

Through  Job  Corps,  as  a  community,  as  a  state,  and  as  a  nation  we  reap  far 
more  than  we  sow.    As  you  may  know,  Job  Corps  returns  $1 .46  for  every  dollar 
invested  in  the  program,  and  last  year,  the  Inland  Empire  Job  Corps  Center 
contributed  over  $144,000  in  market  value  services  and  projects  to  the  local 
community. 

The  need  for  Job  Corps  is  imperative.  At  the  Inland  Empire  Job  Corps  Center 
the  waiting  list  is  getting  longer  and  longer.  The  need  for  single  parent  dorms  and 
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child  care  continues  to  grow.  With  so  many  unmet  needs  it  is  hard  to  understand 
why  centers  like  the  one  proposed  in  Long  Beach,  CA  should  be  threatened  with 
closure  during  its  third  and  most  important  year  of  funding. 

Mr.  Chairman,  we  have  over  700,000  impoverished  youth  in  the  state  of 
California  who  are  eligible  for  Job  Corps.   Yet,  because  of  funding  constraints,  Job 
Corps  serves  less  than  6  tenths  of  one  percent  of  these  kids.   This  is  not  the  time  to 
cut  back;  this  is  the  time  to  forge  ahead  and  redirect  as  many  of  these  remaining 
700,000  kids  into  the  mainstream  of  our  society  as  law  abiding,  tax-paying,  and 
productive  individuals.   Job  Corps  is  not  a  handout  but  a  hand  up.    I  ask  you  not  to 
waiver  in  your  determination  to  ensure  the  best  opportunities  today  for  our  nation's 
hope  for  tomorrow. 

Thank  you,  Mr.  Chairman  and  Subcommittee  Members  for  allowing  me  to 
submit  my  testimony  in  support  of  the  Job  Corps. 
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REMARKS  OF  THE  HONORABLE/MICHAEL  P.  FLANAGAN 
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OF  THE  HOUSE COMMITTEEON  APPROPRIATIONS 

REGARDING  FY96  FUNDING  FOR  MEDICAL  RESEARCH 

APRIL  6,  1995 


Mr.  Chairman,  thank  you  for  allowing  me  and  other  Members  of  Congress 
who  are  not  on  the  Appropriations  Committee  the  opportunity  to  come  before  your 
Subcommittee  today  and  speak  about  the  issues  that  are  of  particular  importance  to 
us.  I  particularly  enjoy  when  Members  of  Congress  speak  before  the  committees  I 
serve  on  because  I  feel  I  am  able  to  get  a  better  understanding  of  these  issues,  as 
well  as  a  special  insight  on  what  topics  other  Members  perceive  as  being  important. 

Mr.  Chairman,  as  a  Republican,  I  recognize  the  tremendous  pressure 
Members  of  the  this  committee  and  subcommittee  are  under  to  find  both  the  funds  to 
rollback  the  deficit  and  to  pay  for  the  tax-cuts  mandated  by  the  "Contract  with 
America."  I  understand  that  no  area  of  discretionary  spending  will  go  unscathed, 
and  that  everyone  will  have  to  pay  their  "fair  share"  in  order  to  achieve  a  balanced 
Federal  budget  by  the  year  2002.  Although  a  first-year  Congressman,  my  voting 
record  already  expresses  my  sincerity  in  reducing  the  Federal  deficit.  I  voted  for 
last  month's  rescission  bill  and  will  likely  support  Chairman  Livingston's  efforts  to 
cut  more  unnecessary  spending. 

However,  I  strongly  believe  that  as  we  work  to  reduce  the  deficit,  we  should 
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not,  at  the  same  time,  retreat  in  our  commitment  to  provide  effective  leadership  and 
support,  in  the  form  of  Federal  dollars,  for  programs  designed  to  provide  essential 
health  care  services  to  persons  afflicted  with  diseases  such  as  breast  cancer, 
Alzheimer's,  HIV  and  AIDS.  We  should  continue  Federal  funding  for  research  into 
the  causes  and  cures  of  these  debilitating  and  deadly  diseases. 

AIDS,  Mr.  Chairman,  is  without  a  doubt  an  epidemic  that  has  grown 
completely  out  of  control.  In  order  to  get  a  handle  on  this  crisis,  a  concerted  and 
concentrated  effort  by  the  Congress  is  required.  According  to  data  provided  by  the 
Centers  for  Disease  Control  and  Prevention  (CDC)  from  January  30,  1995,  AIDS  is 
now  the  leading  cause  of  death  for  all  Americans  ages  25  to  44.  Among  children 
ages  15  to  24,  AIDS  is  the  sixth  leading  cause  of  death.  Among  women,  AIDS  is 
the  fourth  leading  killer.  Overall,  AIDS  is  now  the  eighth  leading  cause  of  death  in 
America.  Furthermore,  of  the  more  than  440,000  who  are  currently  infected  with 
AIDS,  over  6,000  are  children. 

Mr.  Chairman,  AIDS  is  not  just  an  urban  epidemic  anymore  ~  it  has  reached 
every  town  and  every  community  in  our  country,  and  is  continuing  its  spread  into 
new  and  vulnerable  populations  ~  African  Americans,  Latinos,  women  and 
adolescents. 

As  a  volunteer  counselor  for  persons  with  AIDS  at  the  Howard  Brown 
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Memorial  Center  in  Chicago,  I  have  witnessed,  firsthand,  the  cruelty  of  AIDS.  I 
have  seen  this  devastating  disease  slowly  kills  people  of  every  race  and  persuasion, 
including  friends  and  loved  ones.  In  my  experience,  this  disease  knows  no  bounds 
and  has  no  limits  in  its  malignity  towards  humanity. 

For  all  these  reasons,  Mr.  Chairman,  I  support,  without  reservation,  full 
funding  for  Federal  HIV/ AIDS  prevention,  care  and  research  programs,  including 
CDC  prevention,  the  Ryan  White  CARE  Act,  and  National  Institutes  of  Health 
(NTH)  research. 

Of  the  three  strategies  in  the  fight  against  AIDS  --  prevention,  care,  and 
research  -  prevention  has  remained  the  most  neglected  in  the  Federal  response 
Over  the  past  four  years,  funding  for  CDC's  HIV  prevention  programs  has  increased 
by  19  percent,  while  AIDS  cases  have  increased  by  two-fold  over  the  same  time 
period.  Effective  and  well-funded  prevention  programs  in  place  can  save  lives  and 
reduce  the  demand  for  costly  medical  care. 

Just  as  important  as  prevention,  the  Ryan  White  Comprehensive  AIDS 
Resources  Emergency  (CARE)  Act  has  provided  for  critical  care  and  care-related 
services  to  people  living  with  AIDS.  It  has  served  as  the  care  safety  net  for  people 
living  with  AIDS  and  for  many,  it  is  their  only  source  of  medical  care.  It  provides 
early  intervention  for  people  living  with  HIV/AIDS  and  provides  a  continuum  of 
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care  that  ensures  that  those  served  by  the  program  receive  the  most  cost  effective 
care  possible.  Mr.  Chairman,  the  Ryan  White  CARE  Act  should  have  its  funding 
increased  in  order  to  meet  the  demands  of  more  Americans  now  infected  with 
AIDS. 

Along  with  prevention  and  care  services,  NIH  AIDS  research  efforts  have 
made  a  significant  contribution  to  the  battle  against  this  epidemic.  The  virus  which 
causes  AIDS  has  been  isolated  and  identified.  Ten  drugs  to  combat  AIDS  and  its 
effects  are  now  on  the  market,  the  development  of  which  were  supported  by  NTH. 
These  therapeutic  advances  have  doubled  the  life-span  of  people  diagnosed  with 
AIDS  since  1987.  However,  unless  funding  for  AIDS  research  is  increased  to  an 
appropriate  level,  the  odds  will  be  long  in  finding  answers  to  end  this  epidemic. 

These  three  strategies  ~  prevention,  care,  and  research  —  together  represent 
the  front  line  in  the  war  against  AIDS.  A  war  that  not  only  affects  the  half-a-million 
persons  with  AIDS,  but  also  their  family  and  friends  alike.  Mr.  Chairman,  this  is 
why  I  support  the  critical  increases  for  a  range  of  Federal  AIDS  programs. 

The  President's  FY96  budget  recommendations  increase  Federal  AIDS 
funding  by  roughly  seven-and-a-half  percent  from  FY95.  Mr.  Chairman,  I  am  rarely 
in  agreement  the  President  on  anything,  but  on  this  issue  his  proposals  seem 
reasonable.  I  urge  this  subcommittee  to  report  an  appropriations  bill  that 
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substantially  increases  funding  for  HIV/ADDS  prevention,  care,  and  research. 

Mr.  Chairman,  before  I  close  I  would  like  to  take  a  moment  to  argue  for 
increases  in  funding  for  the  National  Institutes  of  Health.  NIH,  the  focal  point  for 
Federal  biomedical  and  behavioral  research  since  1948,  is  an  agency  which  support 
more  than  50,000  scientists  working  at  1 ,700  universities  and  institutions  across  the 
United  States. 

In  the  past,  Congress  has  been  very  generous  in  its  support  for  the  agency, 
however,  because  of  caps  on  discretionary  spending,  necessary  budgetary  growth 
for  NIH  may  not  continue.  I  urge  the  subcommittee  and  full  committee  not  to 
withdraw  its  strong  support  for  NTH. 

I  would  like  to  remind  the  subcommittee  that  about  83%  of  the  overall  NTH 
budget  goes  for  extramural  awards  in  the  form  of  research  grants,  research  and 
development  contracts,  training  awards,  and  medical  library  grants.  These  awards 
and  grants  represent  the  seed  money  in  which  great  fruits  are  reaped  in  the  name  of 
new  medical  discoveries  and  scientific  progress. 

Alzheimer's  disease,  as  well  as  other  diseases  that  attack  the  brain,  like 
Parkinson's  and  Lou  Gehrig's  disease,  are  examples  of  the  horrible  and  humiliating 
illnesses  that  NTH  has  been  working  to  overcome. 

Four  million  Americans  currently  suffer  with  Alzheimer's  disease,  but  by  the 
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middle  of  the  next  century,  the  total  will  climb  to  14  million.  Currently,  one  in  10 
persons  over  age  65  and  nearly  half  of  those  over  age  85  have  Alzheimer's  disease. 
As  we  all  know,  former  President  Ronald  Reagan  is  now  a  victim  of  Alzheimer's 
disease.  Mr.  Chairman,  we  must  find  a  cure  for  Alzheimer's  before  more  of  our 
country's  sons  and  daughters  fall  to  this  dreadful  illness.  Mr.  Chairman,  I  would  like 
to  add  that  Alzheimer's  is  already  the  third  most  expensive  disease  in  the  U.S.,  after 
heart  disease  and  cancer. 

The  American  people  cannot  wait  any  longer  for  answers  to  Alzheimer's 
disease,  and  families  cannot  wait  any  longer  either.  Alzheimer's  not  only  ruins  the 
lives  of  those  people  inflicted  with  the  disease,  but  also  their  families  and  friends  as 
well. 

Successfully  attacking  this  deadly  and  incurable  disease,  and  others  like  it, 
will  require  a  commitment  that  I  hope  this  subcommittee  will  be  able  to  meet  during 
the  104th  Congress.  I  urge  the  subcommittee  to  meet  these  challenges  head-on  by 
fully  funding  NIH  and  continuing  your  commitment  to  disease  prevention,  care  and 
research. 

Thank  you,  Mr.  Chairman.  Again,  I  appreciate  the  opportunity  to  speak 
before  the  Subcommittee  on  Labor,  HHS  and  Education. 


National  Security 
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April  6,  1995 


I  want  to  thank  Chairman  Porter  for  the  opportunity  to  provide  testimony  in  support  of  FY  1996 
funding  for  Job  Corps  and  ask  that  you  keep  the  promise  made  to  the  Massachusetts  communities  of 
Ayer,  Harvard,  Lancaster  and  Shirley  in  the  Fort  Devens  Job  Corps  campus. 

Job  Corps  is  a  30  year  old  program  with  a  proven  record  of  success,   thanks  to  your  support,  the  job 
Corps  program  has  helped  more  than  1 .5  million  disadvantaged  youth  become  members  of  America's 
work  force.   However,  the  need  for  the  program  remains  stronger  than  ever.   Job  Corps  estimates 
there  are  more  than  19,000  young  people  eligible  for  the  program  in  the  Commonwealth  of 
Massachusetts,  at  least  5,000  of  them  in  the  Fort  Devens  region.   Currently,  the  two  Job  Corps 
campuses  in  Massachusetts,  Westover  and  Grafton,  accommodate  less  than  1.5%  of  these  young  men 
and  women. 

Fort  Devens  was  one  of  the  U.S.  Army  facilities  selected  for  realignment  in  1991  by  the  Base 
Realignment  and  Closure  Commission  (BRAC).   The  campus  is  part  of  the  Reuse  Plan  for  Fort 
Devens  and  will  be  a  "state  of  the  art"  campus.   The  center  will  provide  training  in  the  midst  of  a 
diverse  array  of  emerging  business  and  technology  in  an  area  called  the  Fort  Devens  Enterprise  Zone. 

To  discontinue  funding  would  be  a  costly  proposition  for  my  district.   Not  only  would  the  Fort 
Devens  Reuse  Plan  have  to  be  revised  at  conr iderable  expense  to  the  state's  taxpayers,  but  the  closing 
of  the  base  had  a  serious  economic  impact  on  the  Nort!  Central  region  of  Massachusetts.  The  Job 
Corps  campus  will  create  120  permanent,  full  time  jobs,   each  year,  more  than  500  disadvantaged 
youths  will  have  the  opportunity  to  receive  the  education  and  skills  to  help  get  them  off  welfare  and 
become  taxpayers.  The  campus  will  also  benefit  youths  from  New  hampshire,  Connecticut  and  Rhode 
Island  without  taking  them  far  from  their  homes. 

through  your  support,  Congress  has  appropriated  first  and  second  year  funds  for  the  campus.   Second 
year  funds  are  currently  in  the  FY  1995  rescissions  and  the  campus  needs  an  additional  year  of 
funding  to  open  in  1997.   I  ask  that  you  fulfill  the  promise  made  to  these  communities  and  provide 
continued  funding  for  the  Fort  Devens  Job  Corps  campus. 

Thank  you. 
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I  am  pleased  to  submit  this  statement  outlining  my  strong  support  for  the  Job 
Corps  program,  which  is  America's  oldest,  largest  and  most  comprehensive 
residential  training  and  education  program  for  unemployed  and  uneducated 
youths  aged  16  to  24.  Since  1964,  Job  Corps  has  served  over  1.5  million  at-risk 
youths.  Currently,  Job  Corps  serves  over  60,000  new  students  per  year,  and  72% 
of  Job  Corps  participants  either  find  employment,  join  the  military,  or  continue 
their  education  upon  completing  the  program. 

The  Job  Corps  program  has  long  enjoyed  bipartisan  support  in  the  U.  S. 
Congress,  primarily  because  it  is  cost  effective  and  pragmatically  moves 
disadvantaged  youths  towards  responsible  citizenship  by  working  with  them  to 
acquire  the  educational,  vocational,  and  social  skills  needed  to  become 
responsible,  taxpaying  citizens.  Republican  supporters  include  Sens.  Orrin 
Hatch,  Mark  Hatfield,  and  Arlen  Specter.   It  costs  about  $61  a  day  to  serve  one 
Job  Corps  participant,  versus  about  $100  per  day  for  foster  care  and 
approximately  $104  per  day  for  incarceration. 

As  we  talk  about  welfare  reform,  we  have  to  be  careful  not  to  dismantle 
programs  such  as  Job  Corps  which  actually  work.  Satisfied  corporations  who 
have  gladly  hired  Job  Corps  graduates  include  United  Airlines,  Disney,  Sheraton, 
General  Motors,  and  IBM.  This  is  no  small  feat,  given  the  fact  that  Job  Corps  is 
serving  at-risk  youths  who  have  had  disruptive  home  lives,  are  economically 
disadvantaged,  and  have  little  or  no  prior  employment  history.  Nationally,  the 
demographics  of  youths  enrolled  in  Job  Corps  include  some  sobering  statistics: 
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1.  Forty  one  percent  of  Job  Corps  students  are  aged  17  and  under. 

2.  Seventy  one  percent  have  never  held  a  full-time  job  before. 

3.  The  average  Job  Corps  participant  reads  at  an  eighth  grade  reading  level. 

4.  Seventy  nine  percent  of  Job  Corps  students  are  high  school  dropouts. 

5.  Forty  three  percent  come  from  a  family  on  public  assistance. 


One  of  the  characteristics  of  this  30  year  old  program  which  makes  it  especially 
effective  is  its  holistic  approach  --  providing  a  residential  setting  with  social  skills 
training,  educational  and  vocational  training,  counseling  and  health  care  —  to 
disadvantaged  youths  across  the  country.  On  average,  each  Job  Corps  center 
accomplishes  all  of  this  for  about  $6  million  in  operating  costs  annually. 

In  Northern  California  (which  includes  my  district)  some  707  disadvantaged 
youths  are  now  served  by  Treasure  Island  Job  Corps  Center  in  San  Francisco  and 
the  San  Jose  Job  Corps  Center.  Sadly,  there  are  729,799  impoverished  youth  in 
California  and  Job  Corps  is  only  able  to  serve  .64%  of  all  of  our  eligible  youth. 
San  Jose  Job  Corps  offers  training  in  21  different  trades  and  the  placement  rate 
for  enrollees  into  jobs,  the  military  or  further  education  is  77.4%,  while  the 
Treasure  Island  Job  Corps  Center  provides  training  in  2  trades  and  the  placement 
rate  into  jobs,  the  military,  or  further  education  is  87.5%. 

I  would  strongly  encourage  my  colleagues  from  both  sides  of  the  aisle  to  join  me 
in  continuing  to  support  a  program  that  works  --  Job  Corps. 
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Mr.  Chairman, 

I  understand  that  your  subcommittee  will  be  doing  a  thorough  analysis  of  the  programs 
within  your  jurisdiction,  and  let  me  say  up  front  that  I  believe  that  the  programs  this 
subcommittee  funds  are  in  many  cases  the  foundation  of  our  future  and  the  hope  for 
tomorrow.  The  National  Program  of  Cancer  Registries,  for  example,  has  been  called  the 
Cancer  Weapon  America  Needs  Most  and  is  a  critical  component  to  controlling  and 
preventing  cancer  in  this  country.  I  am  staunchly  opposed  to  any  proposal  that  would 
make  drastic  cutbacks  in  programs  for  some  of  our  most  vulnerable  populations. 

For  example,  I  remained  appauled  that  included  in  the  House  package  of  rescissions  was 
the  absolute  elimination  of  the  Low-Income  Home  Energy  Assistance  Program 
(LTHEAP). 

Five  million  Americans,  including  the  disabled,  the  working  poor,  and  low-income  senior 
citizens  are  in  desperate  need  of  funding  for  LTHEAP,  and  without  these  funds 
vulnerable  Americans  will  be  forced  to  chose  between  heating  their  homes  and  feeding 
their  families. 

Of  the  programs  slated  for  cuts  in  the  rescission  package,  LIHEAP  took  by  far  the 
greatest  hit  with  a  $13  billion  cut  in  advance  fiscal  year  19%  appropriations.  Beyond 
the  cuts  in  LIHEAP,  the  package  cut  education  for  disadvantaged  children  by  $105 
million,  job  training  and  employment  programs  by  $2.3  billon,  school  improvement 
programs  by  $735.9  million,  summer  jobs  for  youth  by  $1.6  billion  over  2  years,  and  $140 
million  for  the  Corporation  for  Public  Broadcasting  over  2  years.  The  Senate  is  working 
to  restore  funds  for  the  LIHEAP  program,  and  I  wholeheartedly  support  that  effort  I 
also  encourage  your  subcommittee  to  support  funding  for  these  essential  programs. 

Similarly,  the  Senate  is  working  to  restore  some  of  the  $5.9  billion  in  program  cuts  in  the 
rescission  bill  that  are  under  this  subcommittee's  jurisdiction.  The  rescission  package 
offers  the  first  $17  billion  of  a  total  $100  billion  in  discretionary  spending  cuts.  Budget 
Chairman  Kasich  has  put  forward  his  $100  billion  spending  cuts  in  H.R.  1219,  The 
Discretionary  Spending  Reduction  and  Control  Act  of  1995."  Some  of  the  programs 
included  in  that  list  of  cuts  over  5  years: 

Terminate  funding  for  the  Office  of  Rural  Health  Policy  at  HHS  $13  billion 

Repeal  the  Davis  Bacon  Act  $2.6  billion 

Reduce  Worker  Training  and  Employment  Programs  $92  billion 

Reduce  funding  for  Goals  2000  and  School-to- Work  programs  $723  million 

Reduce  Vocational  and  Adult  Education  $906  million 

PRJNTEO  ON  RECYCUO  PAPER 
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Eliminate  State  Student  Incentive  Grants  and  SPRE  entities  $349  million 

Reduce  Categorical  Library  Programs  $214  million 

Eliminate  low-income  housing  preservation  $211  million 

Eliminate  HUD  rehab  of  severely  distressed  public  housing  $775  million 

Eliminate  Rural  Outreach  Grants  $118  million 

Eliminate  Low-Income  Home  Energy  Assistance  (LIHEAP)  $7.2  billion 

Reduce  National  and  Community  Service  programs  $681  million 

Terminate  Public  Broadcasting  $1.0  billion 

Reduce  funding  for  TRIO,  higher  education  scholarships  and  grants  $397  million 

Cut  funding  for  Community  Development  Block  Grants  $3.0  billion 

Terminate  NEA  and  the  NEH  $1.4  billion 

Reduce  National  Institutes  of  Health  Research  Funds  $2.4  billion 

I  am  extremely  concerned  about  the  priorities  evidenced  by  the  funding  cuts  in  this 
legislation  and  would  urge  your  subcommittee  to  resist  such  damaging  cuts  to  essential 
programs  for  children,  youth  and  families. 

These  deeper  cuts,  which  are  likely  to  come  in  May,  follow  the  recently  passed 
Tax  Fairness  and  Deficit  Reduction  Act"  -  what  Speaker  Newt  Gingrich  has  called  the 
"crowning  jewel"  of  the  Republican  "Contract  With  America."  The  truth  of  the  matter  is 
that  much  of  it  amounts  to  nothing  more  than  a  series  of  enormous  tax  breaks  for  the 
rich  and  large  corporations. 

According  to  the  Treasury  Department,  more  than  half  of  the  tax  cuts  in  the  "Tax 
Fairness  and  Deficit  Reduction  Act"  will  benefit  families  earning  over  $100,000  a  year, 
and  more  than  one  quarter  will  go  to  families  earning  over  $200,000  a  year.  The  highest 
earning  one  percent  of  families  will  get  more  in  tax  cuts  than  the  60  percent  of  families 
at  the  lower  end  of  the  income  scale. 

At  a  time  when  the  gap  between  the  rich  and  the  poor  is  widening  and  poverty  is 
increasing,  Speaker  Gingrich  is  proposing  to  give  taxpayers  making  over  $200,000  an 
average  tax  cut  of  more  than  $11,000  each,  while  giving  taxpayers  earning  less  than 
$30,000  an  average  tax  cut  of  only  $124.  For  the  top  one  percent  of  earners,  Gingrich's 
proposal  creates  an  average  tax  reduction  of  $20362  a  year.  For  the  least  wealthy  20 
percent  of  the  population,  there  would  be  a  deduction  of  $36  a  year. 

The  Republican  leadership  has  proposed  two  major  changes  in  tax  law  for  individuals:  a 
tax  credit  of  $500  a  child,  and  a  50%  cut  in  the  capital  gains  tax.  The  across  the  board 
child  tax  credit  for  all  families  earning  less  than  $200,000  sounds  good,  but  the  figures 
show  that  the  benefits  go  disproportionately  to  affluent  families.  Even  though  four  out 
of  every  ten  families  earn  less  than  $30,000  a  year,  they  would  get  less  than  ten  percent 
of  the  benefits  of  this  credit  This  is  because  the  credit  can  only  be  used  to  reduce  tax 
liability.   It  does  not  provide  for  a  tax  refund  to  low-income  taxpayers  -  the  families  most 
dependent  on  school  lunches,  WIC,  affordable  housing,  and  the  other  programs  which 
the  Republicans  are  trying  to  cut  to  pay  for  their  tax  breaks  to  the  wealthy. 
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The  Republican  leadership  also  wants  to  slash  capital  gains  taxes  by  50%.  Over  three 
quarters  of  that  tax  cut  would  go  to  families  earning  over  S  100,000  a  year.  At  a  time 
when  we  have  a  national  debt  approaching  $5  trillion,  the  Republicans  want  to  extend  a 
capital  gains  tax  break  to  the  wealthy  costing  the  nation  $90  billion  dollars  in  the  next 
ten  years.  While  two  million  low-income  elderly  households  will  have  to  choose  between 
heating  their  homes  or  buying  medicine,  those  who  make  over  $200,000  will  get  a 
capital  gains  tax  windfall  averaging  -  for  each  upper  income  family  -  $7700  a  year. 

Under  Speaker  Gingrich's  proposals,  large  corporations  would  also  benefit  from  this 
corporate  welfare.  He  and  the  Republican  leadership  have  proposed  the  elimination  of 
the  alternative  minimum  tax  for  corporations,  and  an  increase  in  business  depreciation. 

In  the  early  1980's,  as  a  result  of  various  tax  breaks,  more  than  half  of  the  nation's 
largest  corporations  -  companies  like  General  Electric,  AT&T,  Lockheed  and  Dupont  - 
paid  nothing  in  federal  corporate  taxes  despite  earning  billions  in  profits.  In  1986,  as  a 
result  of  this  scandal,  the  alternative  minimum  tax  (AMT)  was  established  which  requires 
that  every  corporation  pays  at  least  some  taxes.  The  Treasury  Department  estimates  that 
the  Republican  proposal  to  eliminate  the  AMT  would  mean  that,  over  ten  years, 
corporations  would  pay  $35.6  billion  less  in  taxes. 

Increasing  business  depreciation,  as  the  Republican's  propose,  would  mean  that 
corporations  could  deduct  more  than  they  paid  for  buildings,  machinery  and  equipment 
The  Treasury  Department  estimates  that  this  boondoggle  would  cost  taxpayers  another 
$120  billion  over  ten  years. 

The  very  real  and  substantial  cuts  in  discretionary  programs  that  are  slated  for  the  next  5 
years  are  going  to  hurt  millions  of  Americans.  And  the  worst  part  of  it  is  that  these 
spending  cuts  and  "savings"  from  other  bills  cutting  child  nutrition,  food  stamps,  welfare 
and  other  programs  are  not  going  to  go  to  reduce  the  deficit,  but  are  being  transfered  to 
the  pockets  of  wealthy  Americans  with  tax  cuts. 

After  all  is  said  and  done,  what  the  Republicans  are  proposing  is  to  provide  huge  tax 
breaks  for  the  people  who  need  it  the  least,  and  cut  programs  for  people  who  need  it  the 
most  This  "Robin  Hood-in-Reverse"  program  is  bad  for  children,  bad  for  seniors,  bad 
for  the  middle  class  and  bad  for  America. 

Please  fight  to  safeguard  programs  that  educate,  house,  feed,  and  protect  America's 
families. 
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on  behalf  of  the  Job  Coips  program.   I  urge  the  members  of  the  committee  to  preserve 
important  vehicle  for  providing  opportunities  for  America's  most  needy  young  adults. 

Mr.  Chairman,  as  a  representative  from  Ohio,  I  am  fortunate  to  have  a  front  row 
seat  to  the  success  of  the  Job  Corps  program.   Currently  Cleveland,  Cincinnati  and  Dayton, 
Ohio,  help  nearly  1,000  young  adults  learn  the  skills  necessary  to  compete  in  today's 
technical  and  highly  competitive  job  market. 

At  the  Job  Corps  Centers,  eager,  low-income  students  between  the  ages  of  16  and  24 
years  are  given  the  chance  to  train  for  and  succeed  in  a  wide  variety  of  fields,  including 
hotel  management,  auto  repair,  carpentry  and  retail.   And  thanks  to  involvement  of  local 
schools,  the  best  students  are  able  to  participate  in  accelerated  programs  which  afford  them  a 
college  education. 

The  students  also  get  a  head  start  on  technology.   In  Dayton,  for  instance,  an 
advisory  board  consisting  of  representatives  from  the  private  sector  helps  ensure  students  are 
exposed  to  the  latest  aspects  of  today's  modern  business  environment.   The  board  meets  with 
the  Center's  faculty  to  determine  if  it  is  up  to  date  on  such  components  of  the  modern  office 
as  computer  hardware,  software  and  telecommunication  devices. 

But  the  opportunities  are  not  on  a  one  way  street,  Mr.  Chairman.   To  promote 
healthy  community  relations,  students  participate  in  the  lives  of  the  children  around  the 
Centers.   Through  tutoring  and  other  activities,  the  students  are  able  to  give  back  to  the 
community  before  they  leave  the  Center.    "Big  brother  "-type  programs  such  as  this  have 
encouraged  residents  of  the  community  to  support  the  Centers. 

This  type  of  give-and-take  between  the  community  and  the  Job  Corps  Centers  is 
reflective  of  that  rare  government-sponsored  program  that's  worth  the  investment.   As  the 
two  Houses  of  Congress  confer  to  determine  how  much  to  cut  the  program,  I  implore  its 
members  to  stop  and  look  at  the  good  it  has  done  for  not  only  the  students  involved,  but  the 
needy  communities  searching  for  a  way  to  train  its  enthusiastic,  yet  struggling,  young  adults. 
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Nationwide,  the  Job  Corps  program  places  nearly  72  percent  of  its  participants  into 
jobs.   Key  employers  such  as  Holiday  Inn,  Wright-Patterson  Air  Force  Base  and  Marriott 
look  to  the  Center  for  trained,  skilled  workers.   The  students,  meanwhile,  learn  not  only  the 
vocational  skills  necessary  to  obtain  these  jobs,  but  interpersonal  skills  as  well.   As  we 
know,  Mr.  Chairman,  the  latter  skill  is  invaluable  to  establishing  ties  to  the  community  and 
becoming  a  productive  member  of  society. 

In  closing,  I  again  urge  my  colleagues  to  preserve  the  Job  Corps  program.    Rarely 
do  we  find  a  program  that  gives  so  much  back  to  the  taxpayers  that  fund  it. 
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STATEMENT  FOR  THE  RECORD  OF 

THE  HONORABLE  LOUIS  W.  SULLIVAN,  MJ>. 

PRESIDENT 

THE  MOREHOUSE  SCHOOL  OF  MEDICINE 

to  the 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

AND  EDUCATION 

COMMITTEE  ON  APPROPRIATIONS 

U.S.  HOUSE  OF  REPRESENTATIVES 


Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  this  opportunity  to 
submit  a  statement  for  the  record. 

Our  Nation's  awareness  of  the  need  to  expand  primary  care  has  become  profound.  To 
meet  this  need,  however,  we  must  increase  the  number  of  primary  care  physicians  in  this 
country,  as  well  as  develop  a  greater  understanding  of  the  social,  educational,  psychological, 
behavioral,  economic  and  historical  factors  which  contribute  to  diminished  health  status. 

Less  than  20  years  ago,  The  Morehouse  School  of  Medicine  (MSM)  was  founded  to 
recruit,  educate  and  graduate  more  students  from  minority  and  socioeconomically  disadvantaged 
backgrounds  to  serve  as  primary  care  physicians  in  underserved  communities.  As  part  of  this 
mission,  MSM  seeks  to  expand  basic  biomedical  research  and  clinical  research,  with  particular 
emphasis  on  those  problems  that  disproportionately  affect  minorities  and  the  poor. 

Today,  The  Morehouse  School  of  Medicine  understands  that  it  must  reaffirm  its  mission 
to  meet  the  new  challenges  of  a  changing  health  care  system  by  expanding  its  capabilities  to  train 
more  primary  care  physicians  and  to  expand  basic  biomedical  and  clinical  research.  As  such, 
it  intends  to  combine  its  expertise  and  experience  in  primary  care  to  establish  the  National 
Center  for  Primary  Care. 


THE  NATIONAL  CENTER  FOR  PRIMARY  CARE 

The  National  Center  for  Primary  Care,  which  will  be  located  on  The  Morehouse  School 
of  Medicine's  campus,  will  further  assist  the  School  in  carrying  out  its  mission.  The  Center  will 
be  a  national  resource  conducting,  sponsoring  and  participating  in  academic,  clinical,  and  health 
services  research.  Overall,  the  Center  will  house  and,  importantly,  foster  the  integration  of 
several  principal  components  of  the  School,  including  undergraduate,  graduate  and  continuing 
medical  education,  research  and  outreach  programs.   The  role  of  the  Center  is  not  only  to 
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strengthen  the  individual  capacity  of  these  various  programs,  but  also  to  help  blend  these  into 
an  integrated,  effectively  functioning  whole.  In  addition,  partnerships  formed  by  the  School  with 
rural  and  urban  communities  can  help  monitor  and  prioritize  the  needs  of  these  communities  and 
structure  how  these  needs  are  to  be  met. 

Specifically,  the  Center  will  accomplish  the  following  goals: 

•  To  increase  significandy  the  number  of  primary  care  physicians. 

•  To  build  upon  current  health  policy  activities  to  form  a  national  health  and  social  policy 
center  focused  on  identifying  and  analyzing  the  complex  social,  educational, 
psychological,  behavioral,  economic  and  historical  factors  which  contribute  to  current 
problems  of  diminished  health  status,  access  and  quality  in  the  provision  of  both 
preventive  and  acute  health  care. 

•  To  augment  both  outreach  and  community-based  clinical  networks  with  new  and 
emerging  communications  technologies  to  form  a  solid  base  for  its  expanded  research  and 
health  policy  efforts. 

•  To  expand  current  programs  of  basic  biomedical  and  applied  research  as  they  relate  to 
community-oriented  health  needs. 

•  To  expand  the  current  program  of  continuing  medical  education,  including  the  capacity 
to  use  existing  community  television  resources  as  a  medium  of  instruction. 

•  To  create  a  new  set  of  collaborative  linkages  focused  on  medical  education,  health  and 
social  policy  and  the  dissemination  of  basic  and  applied  research,  which  will  be 
supported  by  expanded  on-site  teleconferencing  capabilities  and  computer  support. 

To  achieve  its  mission,  the  Center  will  house  the  following  components. 

1.  The  Institute  for  Health  and  Social  Policy:  The  purpose  of  the  Center  is  to  analyze 
important  issues  relating  to  the  health  of  Americans.  This  is  an  exciting  undertaking  at  a  time 
when  important  issues  such  as  what  steps  the  Nation  should  take  and  precisely  how  we  should 
allocate  resources  to  preserve  quality,  promote  access  and  contain  costs  are  the  subject  of  much 
debate  by  policy-makers. 

The  development  of  an  analytical  capacity  to  critically  examine  issues,  policies  and 
programs  affecting  the  health  and  social  well-being  of  citizens,  is  consistent  with  MSM's  mission 
to  improve  the  health  status  of  all  Americans,  particularly  poor  and  minority  citizens. 
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The  Center  will  focus  on  "health  and  social"  issues  rather  than  health-exclusive  questions. 
The  inclusion  of  other  health-related  factors  is  deliberate  and  recognizes  the  important  direct 
relationship  between  health  and  socioeconomic  status,  including  factors  such  as  income, 
educational  attainment,  employment  and  occupation.  Recent  reports  in  the  media  and  health 
literature  have  commented  on  this  relationship.  An  article  published  in  July  of  1993  in  The  New 
England  Journal  of  Medicine  demonstrates  that  socioeconomic  factors  are  strong  predictors  of 
health  status.  Among  the  article's  more  striking  findings  is  that  individuals  with  annual  family 
incomes  of  $9,000  or  less  in  1986  had  a  death  rate  of  more  than  three  times  the  rate  of 
individuals  with  family  incomes  of  $25,000  or  more.  These  differences  can  be  traced  to 
lifestyles.  Individuals  in  higher  socioeconomic  classes  may  be  more  apt  to  eat  healthier  diets, 
engage  in  exercise,  live  in  neighborhoods  where  violence  is  less  common,  and  work  in  jobs  less 
prone  to  occupational  injuries  and  diseases. 

One  important  element  which  helps  to  distinguish  MSM  is  the  emphasis  the  School  places 
on  cultural,  socioeconomic,  ethical,  occupational,  environmental,  and  behavioral  factors  and  the 
role  they  play  in  contributing  to  health  and  illness,  with  special  attention  to  the  family. 

The  work  of  the  Institute  will  be  divided  into  four  principal  activities: 

•  Critical  Analysis:  Performing  research  and  analysis  on  current  issues  of  importance  to 
policy  makers,  academicians,  practitioners,  students  and  others. 

•  Forums:   Sponsoring  and  conducting  conferences,  colloquia  and  seminars  which  bring 
together  a  broad  range  of  students,  researchers  and  observers  of  health  and  social  policy. 


ages:    Establishing  linkages  with  national,  state  and  local  policy  makers,  policy 
agencies,  foundations  and  corporations. 

Communications:  Translating  and  disseminating  research  findings,  publishing 
conference  proceedings,  and  periodic  informational  notes  regarding  recent  developments 
in  the  field  of  health  and  social  policy  to  practicing  physicians,  policy  experts  and 
legislators. 


2.  Research:  One  of  the  most  important  activities  within  the  School  is  the  conduct  of 
research.  As  a  result  of  the  talent  and  dedication  of  its  faculty,  the  School  has  been  very 
successful  in  competing  for  research  projects  and  funds.  Although,  MSM  is  less  than  20  years 
old,  its  faculty  successfully  competed  for  more  research  funding  than  one-third  of  all  of  the 
medical  schools  in  the  country,  all  but  two  of  which  are  older  than  MSM.  At  the  present,  the 
School's  buildings  are  at  capacity,  creating  a  shortage  of  the  space  needed  to  expand  research. 
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Accordingly,  because  of  the  singular  importance  of  this  activity,  the  Center  will  include 
substantial  space  to  accommodate  new  and  expanded  research.  The  School  expects  to  increase 
its  research  base  substantially  over  the  next  decade,  working  in  cooperation  with  the  National 
Institutes  of  Health,  the  National  Science  Foundation  and  other  governmental  and  private 
organizations.  Prominent  among  major  research  supported  by  the  School  will  be  research 
projects  in  Pharmacology  and  Toxicology. 


3.  Conference  Center:  A  critical  component  of  the  Center  is  the  proposed  Conference 
Center.  Presently,  MSM's  campus  does  not  contain  a  sufficient  auditorium/conference  center 
capability  to  accommodate  large  seminars,  forums,  or  classes  in  continuing  medical  education. 
This  need  is  emphasized  as  the  School  proceeds  with  plans  to  increase  its  current  class  size  from 
approximately  35  students  to  64  students  per  class,  expand  the  new  Ph.D.  program  in  the 
biomedical  sciences,  further  establish  the  Morehouse  School  of  Medicine  as  a  center  of 
excellence  for  medical  instruction,  biomedical  research  and  continuing  medical  education,  and 
develop  residency  programs  in  pediatrics,  obstetrics  and  gynecology.  The  Center  will  also 
provide  space  for  an  instructional  computer/medical  translation  facility  and  conference  space  to 
accommodate  small  meetings. 


4.  Ambulatory  Care:  The  Center  will  also  provide  space  to  consolidate  clinical 
ambulatory  care  activity.  Presently,  the  School's  faculty  practice  plan,  Morehouse  Medical 
Associates  (MMA),  operates  out  of  a  facility  several  miles  away  from  the  medical  school.  Not 
only  will  co-locating  MMA  with  the  School  substantially  increase  the  efficiency  of  the  plan,  but 
it  will  also  provide  important  additional  ambulatory  care  training  opportunities  for  students. 


THE  FOUNDATIONS  OF  THE  CENTER 

Many  of  the  building  blocks  to  establish  a  National  Center  for  Primary  Care  are  already 
present  within  The  Morehouse  School  of  Medicine.  These  include: 

•  An  outstanding  program  of  medical  education,  and  recognition  as  the  national  leader  in 
the  percentage  of  graduates  entering  primary  care  specialties. 

•  A  fundamental  understanding  of  the  complexities  and  challenges  involved  in  the  provision 
of  primary  care  services  to  individuals  and  families  in  low-income  urban  neighborhoods 
and  rural  communities,  through  its  current  multi-site,  community  clinical  program. 
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•  A  long-standing  and  solid  base  of  trust  within  underserved  communities  in  which  MSM 
already  operates  an  extensive  outreach  network. 

•  An  excellent  program  of  basic  and  applied  research  with  an  increasing  emphasis  on 
community-based  research  related  to  the  environmental,  economic  and  social  factors 
affecting  health  status. 

•  A  nationally  recognized  program  of  continuing  medical  education. 

•  A  demonstrated  track  record  of  leadership  and  commitment. 

With  these  building  blocks  in  place,  the  remaining  element  needed  to  create  the  new 
Center  is  additional  space  to  carry  out  expanded  clinical,  health  policy,  community-based 
research  and  community  and  professional  collaboration. 


The  Morehouse  School  of  Medicine  has  made  great  strides  in  the  area  of  primary  care 
and  will  continue  to  do  so.  We  believe  that  the  establishment  of  the  Center,  through  its  research 
and  programs,  will  make  significant  in-roads  into  the  important  issues  relating  to  the  health  of 
Americans,  particularly  minorities. 

The  Morehouse  School  of  Medicine  has  gained  bipartisan  support  in  Congress  for  its 
proposal  in  the  belief  that  the  Center  will  produce  benefits  for  all  Americans.  Last  year,  MSM 
was  honored  to  be  included  in  the  report  accompanying  the  FY  1995  Labor,  Health  and  Human 
Services,  and  Education  Appropriations  Act.  Specifically,  the  Subcommittee  directed  the  Center 
for  Research  Resources  to  give  every  consideration  to  The  Morehouse  School  of  Medicine's 
application  for  funds  under  the  Extramural  Construction  Program.  While  we  have  been  working 
with  officials  from  the  Center  for  Research  Resources,  progress  has  been  slow  since  these  funds 
are  been  the  subject  of  rescission  by  the  House.  Now  that  this  issue  appears  to  be  resolved,  it 
is  my  hope  that  we  will  be  able  to  move  forward  with  our  request 

However,  there  remains  much  work  to  do  to  make  the  Center  a  reality,  and  given  the 
importance  its  mission,  The  Morehouse  School  of  Medicine  is  seeking  Federal  assistance  for  this 
initiative  in  Fiscal  Year  1996  in  the  sum  of  $20,000,000. 

Mr.  Chairman,  thank  you  for  providing  the  opportunity  to  present  this  statement,  and  for 
die  Subcommittee's  consideration  of  this  request 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Robert  D.  Evans  of  Washington,  DC.   I  serve  as  Associate  Executive  Director 
and  Director  of  Governmental  Affairs  for  the  American  Bar  Association.   I  am  pleased  to 
submit  this  statement  on  behalf  of  the  Association  at  the  behest  of  its  President,  George  E. 
Bushnell,  Jr. 

The  ABA  strongly  supports  continuation  of  the  Assistance  for  Training  in  the  Legal 
Profession,  administered  by  the  Council  on  Legal  Education  Opportunity. 

The  Assistance  for  Training  in  the  Legal  Profession  Program,  Title  DC,  Graduate 
Programs,  Part  F,  of  the  Higher  Education  Act  of  1965,  as  amended,  is  a  program  of  modest 
cost  but  significant  impact  on  the  number  of  persons  from  disadvantaged  backgrounds  who 
have  been  able  to  get  a  legal  education.   This  program  has  proved  to  be  an  extremely 
important  vehicle  for  preparing  disadvantaged  students,  particularly  minorities,  for  law 
school  and  assuring  that  they  have  an  opportunity  to  obtain  a  legal  education.   The  program 
originated  in  1968,  when  the  American  Bar  Association  joined  with  other  organizations 
representing  legal  education  and  the  legal  profession  to  create  the  Council  on  Legal 
Education  Opportunity  (CLEO)  to  address  the  problem  of  underrepresentation  of  minorities 
and  other  disadvantaged  persons  in  the  legal  profession.   In  1972,  the  Higher  Education  Act 
was  amended  to  provide  Federal  authorization  and  support  for  this  program. 

In  1968,  when  CLEO  was  established,  only  1%  of  the  nation's  lawyers  were  members 
of  minority  groups.  Today,  that  figure  has  increased  appreciably,  to  about  7%.  Without  the 
help  of  this  program,  the  number  of  minorities  and  low-income  persons  practicing  law  would 
be  far  lower.  In  1968,  the  percentage  of  minorities  making  up  the  law  school  student  body 
nationally  was  only  4.6%.  By  the  fall  of  1992,  the  percentage  of  minorities  had  increased  to 
16%.  In  its  twenty-two  year  existence,  the  CLEO  program  has  helped  over  5,000  minority 
and  disadvantaged  students  complete  law  school. 

CLEO's  continuing  success  in  training  the  disadvantaged  for  the  legal  profession  has 
earned  it  the  support  of  the  legal  community.   CLEO's  sponsors  include  the  Association  of 
American  Law  Schools,  the  Law  School  Admissions  Council,  the  American  Bar  Association, 
the  National  Bar  Association,  the  National  Hispanic  Bar  Association,  and  the  National  Asian 
Pacific  Bar  Association  . 

Equality  of  opportunity  in  the  legal  profession  has  not  been  realized,  but  CLEO  has 
gone  a  long  way  in  inspiring  the  law  school  community  to  reach  this  goal.   This  effort  must 
be  sustained  if  we  are  ever  to  achieve  true  equity  in  legal  education. 

Currently  there  are  over  450  CLEO-sponsored  law  students  enrolled  in  ABA-approved 
(accredited-law  schools  across  this  nation.   CLEO  provides  them  scholarship  aid  and 
academic  support.   To  abruptly  eliminate  this  program  now  would  not  only  leave  hundreds  of 
low-income  students  stranded  without  the  scholarships  they  need  to  complete  law  school,  it 
also  would  result  in  a  slowdown  in  this  nation's  effort  to  give  all  persons  an  equal 
opportunity  to  realize  their  full  potential. 
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Upon  completion  of  law  school,  CLEO  Fellows  pursue  a  wide  array  of  legal-related 
careers.  Many  have  become  law  professors,  law  school  deans,  politicians,  business  leaders 
and  judges.  Their  achievements  attest  to  the  effectiveness  of  the  program  and  soundness  of 
the  concepts  upon  which  it  is  based. 

ATLP,  through  CLEO,  assists  individuals  in  helping  themselves  to  improve  their 
lives.   CLEO  provides  training  and  opportunities  for  the  poor,   through  which  they  improve 
their  condition  permanently.   They  become  professionals  who  are  then  able  to  aid  others. 

If  ever  there  was  a  federally  funded  program  that  epitomizes  the  principle  of  assisting 
the  poor  to  become  self-sufficient  contributors  to  the  economy  and  society-at-large,  CLEO  is 
it. 

For  the  reasons  set  out  above,  CLEO  respectfully  recommends  that  full  finding  for 
ATLP  be  included  in  the  FT  1996  appropriation. 
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HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR-HHS 

BY 

DR.  STANLEY  S.  BERGEN,  PRESIDENT 

UNIVERSITY  OF  MEDICINE  AND  DENTISTRY  OF  NEW  JERSEY 

APRIL  13,  1995 

Mr.  Chairman,  I  respectfully  present  testimony  on  behalf  of  the 
University  of  Medicine  and  Dentistry  of  New  Jersey  (UMDNJ) ,  the 
largest  health  science  university  in  the  nation.  The  UMDNJ 
statewide  system  consists  of  7  health  sciences  schools,  3 
healthcare  facilities,  and  3  core  teaching  hospitals  located 
throughout  the  State  of  New  Jersey.  We  are  the  largest  provider  of 
indigent  health  care  in  the  State  and  we  remain  committed  to 
increasing  access  to  high  quality  healthcare  for  all  New  Jerseyans. 

We  want  to  bring  to  your  attention  two  specific  proposals  which 
will  further  our  mission  to  deliver  health  services  to  underserved 
populations  in  our  state.  First,  we  seek  to  establish  family 
health  centers  to  address  the  critical  unmet  health  needs  of  the 
State's  citizens  in  the  Hispanic/Latino  neighborhoods  of  Camden, 
Newark,  and  Perth  Amboy,  New  Jersey.  Our  second  proposal  is  an 
exciting  telemedicine/distance  learning  demonstration  project 
designed  to  improve  health  care  delivery  through  maximum 
utilization  of  existing  human  and  financial  resources. 

Family  Medical  Health  Centers 

People  of  Latino/Hispanic  background  comprise  almost  10%  of  the 
state's  total  population  and  are  the  youngest  and  fastest  growing 
minority  group  in  the  State.  Due  to  social  and  cultural  barriers 
confronting  this  population,  such  as  language,  non-traditional  work 
hours,  and  other  poverty  conditions  such  as  poor  nutrition, 
insufficient  housing,  inadequate  education  and  lack  of 
transportation,  access  to  quality  health  care  is  greatly 
diminished. 

Exacerbating  this  situation  is  the  fact  that  Hispanics  and  Latinos 
are  also  disproportionately  affected  by  certain  serious  health 
problems,  including  Type  II  diabetes,  diabetic  retinopathy, 
endstage  renal  disease,  breast  and  cervical  cancer,  communicable 
childhood  disease  preventable  by  immunization,  bacterial  gastro- 
intestinal disease,  illnesses  related  to  pesticide  exposure  and 
peridontal  disease.  They  also  suffer  from  health  problems  endemic 
to  urban  areas,  such  as  AIDS,  tuberculosis,  substance  abuse  and 
violence. 
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The  absence  of  accessible  primary  health  care  resources  for  the 
Hispanic  community  is  contributing  to  increasing  health  care  costs 
due  to  the  resulting  dependence  on  hospitals  as  the  only  sources  of 
health  care  available  to  city  residents.  Many  of  these  families 
use  the  costly  hospital  emergency  room  as  their  principal  health 
care  provider  for  routine  primary  care.  Other  residents  recognize 
that  hospitals  are  for  acute  circumstances  and  therefore  ignore 
less  serious  symptoms  until  they  do  become  acute;  leading  to 
increased  hospitalizations  for  longer  periods. 

UMDNJ  is  well  suited  to  address  the  full  range  of  health  care  needs 
in  our  urban  Latino  communities.  Students  and  faculty  from  the 
UMDNJ-Robert  Wood  Johnson  Medical  School,  UMDNJ-New  Jersey  Medical 
School,  UMDNJ-School  of  Health  Related  Professions,  UMDNJ-School  of 
Nursing,  UMDNJ-New  Jersey  Dental  School,  and  UMDNJ-University 
Mental  Health  Services,  will  interface  with  the  Family  Health 
Centers  to  provide  general  internal  medicine;  preventive  health 
services;  pediatrics,  including  well  child  care;  immunizations  and 
adolescent  health  care;  obstetrics  and  gynecology,  including 
prenatal  care  and  family  planning;  preventive  and  restorative 
dentistry;  clinical  psychology  and  social  services;  and  community 
health  education  and  outreach. 

These  Centers  will  also  provide  and  opportunity  to  foster  an 
"applied  education"  component  for  faculty  and  students.  Experience 
and  training  in  a  community-based  ambulatory  care  setting  will 
equip  our  students  with  the  necessary  skills  to  meet  the  increased 
demand  for  primary  care  providers  in  managed  care  environments. 

UMDNJ  has  worked  with  the  Latino  community  leaders  in  Camden, 
Newark,  and  Perth  Amboy,  to  develop  a  community-based  approach  to 
improving  access  to  high-quality  health  care  services  which  are 
culturally  sensitive  and  affordable.  These  centers  will  have 
bilingual  employees  on  staff  and  offer  evening  and  weekend  hours  to 
accommodate  work  schedules. 

Camden  has  one  of  the  highest  infant  mortality  rates  in  the  State. 
Access  to  primary  care  is  woefully  inadequate  with  less  than  eight 
primary  care  doctors  in  private  practice  and  only  three 
neighborhood  clinics  serving  a  population,  87,492,  of  which  some 
30,000  people  are  of  Hispanic/Latino  descent. 

The  City  of  Newark,  New  Jersey,  is  challenged  with  providing 
quality  health  care  services  to  its  growing  Hispanic  resident 
population,  estimated  at  97,777  by  the  U.S.  Census.  Because  these 
residents  often  do  not  seek  early  intervention,  they  are  at  high 
risk  for  diseases  such  as  cancer  and  diabetes,  as  well  as  substance 
abuse,  AIDS  and  injuries  resulting  from  the  violence  prevalent  in 
many  urban  areas. 

In  conjunction  with  the  Family  Health  Center  in  Newark,  we  plan  to 
establish  a  Community-Academic  Health  Advisory  Board  representing 
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key  sectors  of  the  community  dedicated  to  developing  linkages  and 
intervention  strategies  that  will  have  long-term  benefits  to  the 
community. 

In  Perth  Amboy,  New  Jersey,  more  than  half  of  the  41,967  residents 
are  of  Hispanic/Latino  origin.  Thirty-five  percent  of  the  city's 
population  is  200%  below  the  federal  poverty  level.  UMDNJ  already 
has  a  presence  in  this  community  through  the  involvement  of  the 
UMDNJ  Robert  Wood  Johnson  Medical  School  and  the  UMDNJ  Community 
Mental  Health  Center  in  programs  designed  to  provide  intervention 
to  prevent  risk  factors  for  alcohol  and  other  drug  related 
problems. 

We  believe  the  Family  Health  Centers  will  increase  the  access  to 
primary  and  preventive  care  for  a  segment  of  New  Jersey's 
population  that  pose  a  unique  challenge  in  the  delivery  of  health 
care  services.  Our  collaboration  with  leaders  in  the  Latino 
community  will  provide  a  better  opportunity  to  serve  the  population 
by  measuring  the  effectiveness  of  the  facilities  in  providing 
childhood  immunizations,  nutritional  counseling,  OB/GYN  care  for 
women,  and  other  primary  and  preventive  health  care  services. 

These  neighborhood  Family  Health  Centers  represent  a  long-term 
commitment  from  UMDNJ  and  its  community  partners  in  Camden,  Newark, 
and  Perth  Amboy.  A  major  benefit  of  this  project  is  the  limited 
capital  investment  required  since  facilities  are  currently 
available  and  can  be  operational  with  minor  renovations.  We  seek 
a  modest  investment  by  the  federal  government  for 
renovations/ furnishing,  rental  space,  medical  supplies  and  office 
equipment,  and  salaries  to  make  our  plans  operational. 

UMDNJ  respectfully  requests  $1.8  million  from  the  Department  of 
Health  and  Human  Services  to  provide  the  "seed  corn"  to  establish 
three  Family  Health  Care  Centers  in  the  New  Jersey  communities  of 
Camden,  Newark,  and  Perth  Amboy. 

Initiatives  in  Telemedicine 

The  role  and  potential  of  telemedicine  and  distance  learning 
through  telecommunications  technology  in  improving  health  services 
delivery,  research  and  technology  development,  and  health  education 
and  training  are  virtually  immeasurable. 

For  the  University  of  Medicine  and  Dentistry  of  New  Jersey,  the 
nation's  largest  freestanding,  statewide  health  sciences  and 
education  system,  the  importance  of  telemedicine  and 
telecommunications  technology  for  distance  learning  and  access  is 
clear,  and  we  believe  that  the  UMDNJ  statewide  system  presents  the 
Federal  government,  HHS  and  the  Health  Care  Financing 
Administration  with  a  virtually  unparalleled  site  for  the  next 
stages  of  its  implementation  and  application. 

The  UMDNJ  system  provides  health  services  and  treatment,  education 
and  training  services  to  every  part  of  the  entire  state.   The 
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system  is  composed  of  seven  (7)  schools  in  five  different 
geographic  locations  throughout  the  state,  and  includes  schools  of 
medicine  and  osteopathic  medicine,  nursing,  dentistry,  and  health 
orofessions.  It  is  a  system  which  involves  over  100  affiliations 
with  other  hospitals,  community  centers  and  clinics,  education  and 
research  entities  throughout  the  entire  state.  UMDNJ  maintains  a 
presence  in  every  major  urban  center  of  New  Jersey,  as  well  as 
serving  as  one  the  primary  providers  of  care,  service  and  training 
in  the  most  rural  areas  of  New  Jersey,  where  there  are  still  an 
under-estimated  number  of  severely  underserved  individuals  and 


families 


It  is  also  the  State's  major  provider  of  care  to  the  indigent,  and 
among  the  most  significant  providers  of  care  and  services  to  New 
Jersey's  geriatric  population,  in  a  state  with  one  of  the  highest 
concentrations  of  elderly  populations  in  the  nation  Accordingly, 
UMDNJ's  constituency  is  entirely  consistent  with,  for  sample,  the 
populations  of  primary  concern  to  agencies  like  the  Health  Care 
Financing  Administration,  namely  the  Medicaid  and  Medicare 
populations  of  New  Jersey.  New  Jersey's  Medicaid  and  Medicare 
caseloads  represent  one  of  the  largest  such  caseloads  in  the 
country,  and  UMDNJ  is  probably  the  largest  care  provider  for  those 
populations  in  the  State. 

UMDNJ  is  also,  however: 

o  providing  highly  specialized  care  to  our  youngest  citizens 
through  its  renowned  neo-natal  clinic; 

o  playing  a  leading  role  in  specialized  cancer,  AIDS, 
cardiology,  surgery,  endocrinology  treatment,  technology, 
research  and  training  —  knowledge  which  must  be  able  to  reach 
our  most  remote  clinical  sites; 

o  servinq  as  a  state  and  national  leader  in  trauma  care  research 
and  treatment,  as  the  base  for  the  State  of  New  Jersey's 
Trauma  Center,  linked  to  the  rest  of  the  state's  Level  One 
Trauma  Centers  in  a  model  comprehensive  system; 

o  providing  education  and  training  for  critical  new  nursing  and 
health  professions,  implementing  significant  outreach  efforts 
to  ensure  expanded  access  to  such  education  and  training; 
providing  expanded  continuing  education  for  health 
professionals  in  all  areas  of  the  state,  urban  and  rural; 
ensuring  that  the  workforce  needed  for  the  health  care  system 
of  the  future  is  being  developed  and  supported  with  new 
information,  new  technologies  and  treatment  techniques. 

For  all  of  these  reasons,  we  believe  that  UMDNJ  and  New  Jersey 
should  be  considered  for  a  site  for  a  model  demonstration  for  a 
statewide  application  of  telemedicine  and  distance  learning.  This 
new  technology  will  permit  UMDNJ  to  offer  state-of-the-art 
educational  opportunities  such  as: 
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o  Students  at  several  locations  being  able  to  accompany  a 
physician  on  hospital  rounds  or  observe  a  complex  surgical 
procedure,  such  as  open  heart  surgery; 

o  More  students  able  to  participate  in  community-based  learning 
experiences  because  only  one  teacher  will  be  required  to 
supervise  multiple  sites. 

o  Increased  flexibility  for  older  part-time  students  who  hold  a 
full-time  job  and  are  pursuing  a  career  in  nursing  or  an ; 
allied  health  profession  to  study  at  night  in  their  own 
community  rather  than  traveling  to  a  specific  campus  site. 

o  Enhanced  continuing  education  opportunities  for  community 
health  care  professionals  who  can  attend  seminars  with  leading 
clinicians/ researchers/health  care  professionals  without  the 
cost  and  time  considerations  inherent  in  long  distance  travel. 

In  terms  of  improved  quality  of  patient  care,  video 
conferencing/telemedicine  will  allow  UMDNJ  to  offer: 

o  A  multidisciplinary  network  of  specialists  in  several 
locations  will  be  able  to  confer  on  a  particular  case  or 
accompany  a  physician  on  inter-hospital  subspecialty 
rounds  involving  several  patients.  These  video  patient 
care  conferences  provide  a  more  efficient  use  of  high 
tech  resources  and  should  result  in  cost  savings, 
particularly  in  specialties  such  as  oncology,  neonatology 
and  cardiology. 

o  Access  to  current  clinical  data  in  the  University  Library 
Systems,  and  if  necessary,  immediate  on-site 
consultation,  for  health  care  professionals  offering 
primary  care  health  services. 

o  Development  of  diagnostic  patient  databases  that  will 
allow  quick  recruitment  of  patients  for  clinical  studies; 
and  more  efficient  coordinated  data  management  of  these 
studies  so  that  effectiveness  of  treatments  can  be 
determined  more  rapidly. 

Accordingly,  we  respectfully  request  your  consideration  of  our 
request  to  be  recommended  as  such  a  site  within  the  context  of  the 
FY  1996  HHS  appropriations  bill  within  the  Health  Care  Financing 
Administration  research  and  demonstration  component  of  that  budget, 
or  in  another  appropriate  component  of  the  HHS  spending  plan  for 
FY  1996. 

In  closing,  we  wish  to  commend  this  Subcommittee's  longstanding 
support  and  leadership  in  enhancing  health  care  related  services, 
treatment,  research  and  education.  It  has  been  this  Subcommittee's 
leadership  that  has  spawned  so  much  of  the  progress  that  we  can  see 
in  America  today.  UMDNJ  believes  that  our  proposals  for  a  new 
approach  to  Family  Health  Centers,  and  the  potential  of  these 
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initiatives  in  Telemedicine  are,  indeed,  worthy  of  merit  and  your 
support  and  consideration.  We  appreciate  the  opportunity  to  lay 
both  of  these  concepts  before  you,  and  hope  they  will  be  able  to 
receive  your  consideration  and  support  within  even  constrained 
budgetary  implementation  plans  for  the  coming  fiscal  years.  We 
feel  that  these  two  concepts  will  clearly  achieve  health  care  cost 
savings  for  all  levels  of  government,  including  federal  costs  for 
servicing  these  particularly  targeted  low-income  and  elderly 
populations. 


Thank  you. 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  providing  us  an  opportunity  to  submit  testimony  to  your  Subcommittee.  I  am  Dr.  John  P. 
Perkins,  Professor  and  Dean  of  the  Graduate  School  at  the  University  of  Texas  Southwestern  Medical 
Center  in  Dallas,  i  am  also  President  of  the  American  Society  for  Pharmacology  and  Experimental 
Therapeutics  (ASPET). 

Pharmacology  is  the  branch  of  science  that  deals  with  the  effects  of  drugs  and  other  chemical  agents  on 
biological  systems.  ASPET  has  a  membership  of  more  than  4,300  scientists.  Our  members  teach  and 
conduct  basic  and  clinical  research  throughout  North  America.  Pharmacologists  work  in  schools  of 
medicine,  nursing,  dentistry,  pharmacy  and  animal  science;  in  private  and  government  research 
laboratories;  and,  in  a  wide  variety  of  pharmaceutical  and  biotechnology  industries.  Their  research  efforts 
are  crucial  to  the  development  of  new  drugs  to  fight  old  and  new  diseases  and  to  Improve  human  and 
animal  health.  The  National  Institutes  of  Health's  extramural  grant  programs  fund  many  of  these  research 


The  National  Institutes  of  Hearth  (NIH)  is  the  principal  biomedical  research  agency  of  the  federal 
government  NIH  funded  research  advances  our  scientific  knowledge  and  applies  that  knowledge  to 
improve  health,  extend  lives,  and  reduce  the  physical  and  economic  burdens  resulting  from  disease  and 


The  past  generous  support  of  Congress  and  the  American  taxpayer  has  allowed  NIH  to  achieve  an 
impressive  record  of  success  and  has  helped  establish  the  United  States  as  a  world  leader  in  biomedical 
research.  This  was  never  more  evident  than  this  past  October  with  the  announcement  of  the  1994  Nobel 
Prize  in  Medicine.  Dr.  Alfred  Goodman  Gilman,  an  ASPET  member,  and  Martin  Rodbetl,  Ph.D.  were 
awarded  the  prize  for  their  discovery  of  G-proteins  and  the  role  of  the  proteins  in  signal  transduction  in 
cells.  Dr.  Gilman  has  received  strong  support  from  the  National  Institutes  of  Health  since  1962.  He 
originally  received  NIH  predoctoral  training  support  for  his  M.D.-Ph.D.  studies.  Since  1972  he  has 
received  more  than  $6  million  in  research  grant  funding  from  NIH.  Dr.  Rodbefl  was  honored  for  research 
performed  as  head  of  the  laboratory  of  signal  transduction  at  the  National  Institute  for  Environmental 
Health  Sciences. 

As  proud  as  we  are  of  our  past  and  on-going  achievements,  America's  biomedical  leadership  position  is  in 
Jeopardy  as  funding  limitations  slow  progress  in  many  critical  areas  of  research.  A  renewed  national 
commitment  to  invest  in  biomedical  research  for  the  long-term  benefit  of  society  is  essential. 
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We  have  reviewed  the  President's  fiscal  year  1996  recommendations  for  NIH.  Although  we  are  pleased 
that  the  President  has  recognized  the  importance  of  NIH,  we  feel  that  a  higher  appropriation  level  for  NIH  is 
justified.  The  President's  proposed  4.1  percent  increase  for  NIH  is  still  below  the  projected  fiscal  year 
1996  biomedical  inflation  rate  of  4.3  percent.  We  urge  you  to  build  on  the  President's  proposal. 

ASPET  is  a  constituent  Society  of  the  Federation  of  American  Societies  for  Experimental  Biology 
(FASEB).  Leaders  of  our  Society  participated  in  a  consensus  conference  on  biomedical  research  funding 
held  last  October.  The  Society  also  is  a  member  of  the  Ad  Hoc  Group  for  Medical  Research  Funding. 
ASPET  endorses  both  FASEB's  and  the  Ad  Hoc  Group's  recommendations  for  NIH  in  fiscal  year  1996. 
FASEB  is  recommending  an  increase  of  10  percent  over  the  fiscal  year  1995  level.  The  Ad  Hoc  Group  is 
urging  the  adoption  of  the  NIH  professional  judgment  budget. 

We  recognize  that  increases  of  this  magnitude  may  be  a  political  impossibility  in  the  current  fiscal  climate. 
However,  it  is  important  for  legislators  and  the  American  people  to  understand  that  real  scientific  progress 
cannot  be  made  without  such  increases.  Steady  annual  increases  of  10  percent  or  more  cannot 
guarantee  cures,  but  a  stagnant  NIH  research  budget  guarantees  that  progress  will  come  more  slowly  (if 
ever)  and  that  thousands  of  your  constituents  will  suffer  the  consequences  of  disease  and  disability 
longer  than  needed. 

Throughout  the  Subcommittee's  deliberations,  we  urge  you  to  continue  to  hold  investigator-initiated 
research  paramount.  Fundamental,  non-targeted,  biomedical  research  is  the  engine  that  propels  us  to  an 
understanding  of  the  cause(s)  of  disease  and  provides  the  insights  that  allow  development  of  procedures 
for  the  treatment  and  prevention  of  disease.  This  research  is  carried  out  by  individual  investigators  or  small 
groups  of  researchers  who  have  a  creative  idea  and  obtain  peer  approval  to  pursue  it.  Because  of  its 
fundamental  character,  this  kind  of  research  has  produced  the  landmark  discoveries  that  provide  the  basic 
understanding  that  can  be  built  upon  in  larger  scale,  targeted  research,  biotechnology  development  and 
clinical  application. 

A  number  of  proposals  may  be  presented  to  the  Subcommittee  aimed  at  reducing  indirect  cost 
expenditures.  We  urge  you  to  reject  any  proposals  that  fail  to  recognize  that  indirect  costs  are  real  costs  of 
doing  research.  Coming  on  the  heels  of  recently  proposed  changes  in  federal  reimbursement  policy 
which  are  already  reducing  indirect  cost  recovery,  any  additional  cuts  will  have  a  negative  impact  on 
important  research  being  conducted  at  institutions  already  under  financial  strain. 

Mr.  Chairman,  the  American  Society  for  Pharmacology  and  Experimental  Therapeutics  greatly  appreciates 
your  strong  support  of  biomedical  research  and  the  National  Institutes  of  Health.  We  strongly  believe  that 
medical  research  is  at  the  threshold  of  major  discoveries  that  could  affect  the  lives  of  millions  of  Americans 
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through  improved  health  and  longer,  more  productive,  better  quality  lives,  and  save  billions  of  dollars 
through  reduced  medical  care  expenditures  and  increased  productivity.  These  advances  will  occur  only  if 
we  invest  effectively  in  the  future  through  better  funding  of  basic  research.  We  strongly  urge  you  to 
provide  NIH  with  the  financial  resources  necessary  to  make  the  progress  we  all  desire. 
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FIBROMYALGIA  SYNDROME 

STATEMENT  TO  THE  U.S.  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR,  HEALTH  &  HUMAN  SERVICES,  AND  EDUCATION,  MARCH  31,  1995 

Prepared  by:  Kristin  Thorson  —  President,  Fibromyalgia  Network,  a  self-help 

organization  with  27,000  patient  members  and  over  400  support  groups  in  the 
United  States.    President,  American  Fibromyalgia  Syndrome  Association  (AFSA),  an 
all-volunteer,  non-profit  organization  dedicated  to  raising  funds  for  research. 
6380  E.  Tanque  Verde  Rd.  Ste  A  &  D,  Tucson,  AZ  85715  -  (520)  290-5508. 

Introduction 

Mr.  Chairman  and  Members  of  the  Committee,  you  are  to  be  commended  for 
passing  congressional  language  for  FY  1 995  that  encourages  NIAMS  to  step  up 
funding  for  fibromyalgia  syndrome  (FMS)  research!    It  is  now  my  privilege  to 
provide  you  with  an  update  on  last  year's  research  funding  accomplishments  and 
to  offer  three  suggestions  that  might  help  facilitate  future  success  (both 
quantitatively  and  qualitatively)  in  researching  the  fibromyalgia  syndrome. 

An  article  in  the  February  '95  issue  of  Journal  of  Rheumatology  states:  "The 
economic  burden  of  musculoskeletal  disorders  in  Canada  is  similar  to  that  for 
cancer,  and  it  may  actually  be  higher.  "  FMS  is  a  musculoskeletal  pain  disorder  that 
afflicts  two  percent  (2%)  of  the  general  population,  and  it  represents  one  of  the 
most  common  rheumatic  conditions  that  prompts  patients  to  seek  medical 
assistance  (Arthritis  &  Rheumatism.  January  '95).   Last  year  in  our  written 
testimony  to  this  Committee,  we  presented  data  estimating  that  the  total  yearly 
drain  on  the  U.S.  economy  due  to  fibromyalgia  syndrome  was  $9.2  billion. 

But  how  do  the  prevalence  and  dollar  figures  above  translate  into  human 
suffering?   They  equate  to  5  million  people  in  the  United  States  who  wake  up  each 
morning  feeling  exhausted  (despite  being  in  bed  for  8  hours),  and  consumed  with 
muscular  pain  from  head  to  toe.    Individuals  with  FMS  may  have  a  number  of  other 
commonly  associated  symptoms  such  as  frequent  or  daily  headaches,  cramping 
abdominal  pain  (irritable  stomach  and  bowel),  memory  and  concentration  problems, 
severe  morning  stiffness  similar  to  that  of  rheumatoid  arthritis,  symptoms  of 
depression,  and  a  peculiar  intolerance  for  sustained  physical  activity.    Several 
research  studies  have  shown  that  FMS  is  as  potentially  disabling  as  rheumatoid 
arthritis  and  roughly  1 1  %  of  individuals  with  FMS  are  receiving  some  form  of 
disability  pension. 

Diagnosis,  Treatments  and  Theories  on  Etiology 

FMS  can  not  be  picked  up  by  a  blood  test  or  X-ray;  diagnosis  is  based  on 
patient  history  and  a  physical  exam  that  involves  looking  for  the  presence  of  tender 
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points— areas  on  the  body  that  are  unusually  sensitive  to  touch.   The  diagnostic 
criteria  for  FMS  have  been  approved  by  the  American  College  of  Rheumatology 
(ACR),  they  are  85%  accurate  and  easy  to  apply.    Unfortunately,  many  physicians 
lack  training  in  this  area,  and  the  average  patient  spends  2-5  years  of  "doctoring" 
before  they  receive  the  correct  diagnosis. 

There  is  no  single  therapeutic  agent  capable  of  controlling  the  symptoms  of 
FMS.    Only  a  few  drugs  have  been  documented  in  controlled  trials  to  be  30-50% 
effective  in  relieving  the  symptoms  in  a  majority  of  patients.   The  ineffectiveness  of 
available  treatments  for  FMS  contributes  to  this  syndrome's  disabling  impact. 

To  effectively  treat  any  disorder,  one  must  first  have  a  reasonable 
understanding  of  what  causes  it.   Theories  abound  about  the  etiology  of  FMS; 
some  of  the  more  plausible  ones  include:  a  mal-functioning  of  the  pain  transmitting 
chemicals  in  the  central  nervous  system,  a  hormonal  regulation  problem,  a 
metabolic  abnormality,  an  inability  of  the  tissues  to  rapidly  repair  injured  cells,  a 
dysfunction  in  certain  centers  in  the  brain,  and  a  genetic  defect.   Several  of  the 
abnormalities  that  have  been  found  in  FMS  patients  were,  outlined  in  our  report  last 
year  to  the  Committee. 

Matching  the  various  theories  up  with  the  findings  is  a  problem  and,  clearly, 
much  more  needs  to  be  learned  about  FMS.    However,  many  of  the  findings  for 
FMS  closely  parallel  those  uncovered  for  the  chronic  fatigue  syndrome  (CFS),  and  it 
has  been  proposed  by  researchers  that  these  two  disorders  — FMS  and  CFS  — might 
be  the  same  or  closely  related  syndromes.    In  fact,  two  Institutes  within  NIH 
(NIAMS  and  NIAID)  collaborated  last  year  to  publish  a  Program  Announcement  on 
"New  Insights  Into  CFS"  (PA-94-002).    One  of  the  study  topics  solicited  was: 
"Overlapping  symptomatology  with  fibromyalgia." 

Trends  in  FMS  Research  and  NIH  Funding 

The  number  of  peer-reviewed  medical  journal  publications  on  FMS  has 
escalated  from  a  "handful"  in  1981  to  over  100  reports  appearing  in  1994  alone! 
The  expanding  interest  in  FMS  is  also  reflected  by  the  occurrence  of  several 
research  conferences  in  recent  years  devoted  entirely  to  this  topic.     While  the 
study  of  FMS  might  be  relatively  new,  it  represents  a  rapidly  changing  field  with  an 
ever-growing  number  of  highly  qualified  and  dedicated  researchers. 

In  May  of  1993,  the  National  Institutes  of  Arthritis,  Musculoskeletal  and  Skin 
Diseases  (NIAMS)  hosted  a  one-day  Scientific  Workshop  on  FMS.   On  October  29, 
1993,  NIAMS  announced  that  $1.4  million  would  be  set  aside  for  FMS  research  in 
the  form  of  an  RFA  (#AR- 94-004).   The  details  of  this  RFA  were  provided  to 
prospective  researchers  by  the  end  of  December,  but  the  application  deadline  was 
February  10,  1994... giving  researchers  just  2  months  to  get  their  proposals 
together.   For  the  most  part,  the  applicants  consisted  of  well-established  research 
teams  who  already  had  the  resources  available  to  them  to  gather  pilot-scale  data 
prior  to  the  RFA  announcement.   Still,  23  applications  were  submitted  in  response 
to  the  RFA  and  18  were  deemed  "competitive." 
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RECAP  OF  NIAMS  FUNDING  FOR  FMS 
Year  $  FMS  $  NIAMS  total  %  of  NIAMS  Budget 


1992  • 

327,000 

203,913,000 

0.16 

1993 

334,000 

212,243,000 

0.16 

1994 

1,321,000" 

220,409,000 

0.60 

*  For  comparison,  $17  million  (or  40  times  more)  went  to  rheumatoid  arthritis,  a  disorder  that 
affects  far  fewer  numbers  of  patients  but  is  considered  to  have  a  disabling  potential  similar  to 
that  of  FMS. 

**   Estimated  figure.   Only  $987,180  of  the  $1.4  million  RFA  was  actually  awarded. 
Assuming  that  the  "baseline"  funding  of  FMS  remained  constant  at  $334,000,  the  estimated 
total  for  1994  is  $1,321  million. 

As  indicated  in  the  table  above,  NIAMS  awarded  ODly  70%  of  the  $1.4 
million  RFA.    Failure  of  NIAMS  to  distribute  the  full  RFA  amount  remains 
unexplained  (despite  inquires  by  one  Senator  and  two  Representatives),  but  it  can 
not  be  attributed  to  a  lack  of  qualified  applications.   It  is  known  that  two  of  the  five 
researchers  who  did  receive  money  from  this  RFA  were  asked  by  NIAMS  to  take 
dramatic  cuts  in  funding  — as  much  as  40%  of  their  original  project  proposal.    In 
addition,  the  5-year  funding  period  specified  in  the  RFA  was  slashed  to  three  years. 
(Susana  Sztein,  M.D.,  the  NIAMS  official  in  charge  of  the  RFA  also  promised  over 
1 00  prospective  applicants  attending  a  research  conference  in  November  of  1 993 
that  the  RFA  was  good  for  5  years.) 

Summarizing  NIAMS'  funding  of  FMS  research  in  recent  years,  the  amount 
allocated  per  patient  has  gone  from  $0.07  in  1 992  and  1 993  to  $0.26  in  1 994. 
While  this  increase  appears  promising,  it  must  be  tempered  with  the  knowledge 
that  NIAMS  under-funded  the  RFA  and  cut  it  to  3  years.   Translating  NIAMS' 
actions  into  dollars,  NIAMS  has  essentially  cut  the  5-year  projected  funding  of  FMS 
research  by  $4.0  million  ($412.820/yr  for  1994-1996  and  $1.4  million/yr  for  1997- 
1998).   This  represents  a  substantial  set-back  for  FMS  research.   But  more 
importantly,  this  action  greatly  affects  the  millions  of  FMS  patients  who  must  rely 
upon  scientists  to  develop  more  effective  treatments.   It  is,  after  all.  the  patients 
who  are  the  true  consumers  of  any  research  findings  that  might  come  from  NIH- 
funded  projects. 

Other  RFA-related  problems  that  could  impact  the  future  success  of  FMS 
research  need  to  be  addressed  as  well.   First  of  all,  ONLY  research  teams  who 
either  currently  or  previously  have  received  NIH  funding,  were  awarded  money 
from  the  RFA.   While  the  5  recipients  possibly  could  have  been  viewed  by  the  NIH 
Study  Section  as  being  more  "experienced,"  the  infusion  of  new  blood  and  novel 
ideas  is  crucial  to  the  successful  research  of  any  medical  condition.  This  is 
particularly  true  for  FMS,  where  so  little  is  known  about  its  cause. 

For  the  most  part,  the  five  projects  approved  within  the  RFA  are 
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"conservative."   They  are  designed  to  test  discrete  hypotheses  built  upon  findings 
that  are  already  well-documented  in  the  medical  literature.    For  example,  two  of  the 
grant  awards  deal  with  studying  the  hypothalamic-pituitary-adrenal  function  in  FMS 
patients,  and  there  are  already  three  published  articles  on  this  topic  in  the  medical 
literature  (two  for  FMS  and  one  for  CFS).   At  most,  the  outcome  of  these  projects 
can  take  researchers  one  small  step  forward  in  their  understanding  of  FMS.   It  is 
important  to  fund  research  proposals  that  are  designed  to  test  broader,  more 
innovative  hypotheses,  because  so  little  is  known  about  FMS.   Understandably 
there  will  be  less  preliminary  data  to  support  these  hypotheses,  but  if  the  reviewers 
of  grant  applications  for  FMS  have  up-to-date  knowledge  about  the  various  theories 
in  this  field,  then  they  will  be  in   a  better  position  to  judge  the  risks  and  potential 
benefits  of  any  given  proposal. 

The  review  of  FMS  grant  applications  was  fraught  with  problems,  not  only 
those  mentioned  in  the  foregoing  paragraphs,  but  also  NIAMS  did  not  have  the 
usual  pool  of  extramural  FMS  reviewers  to  pull  from.   Why?   Because  many  of  the 
well-established  researchers  in  this  field  either  applied  fof  the  RFA  money 
themselves  or  they  were  in  some  way  involved  as  a  co-investigator— thus,  making 
them  ineligible  to  review  the  RFA  applications.   Unaware  of  this  problem,  NIAMS 
initially  called  upon  RFA  applicants  for  assistance  and  were  turned  down  due  to 
obvious  conflicts.  The  group  of  individuals  who  finally  reviewed  the  1 8  RFA 
applications  were  probably  good  scientists,  but  FMS  was  not  likely  their  area  of 
research  expertise. 

Recommendations 

1 .  Establish  a  Special  Emphasis  Panel  (SEP)  for  review  of  FM$  applications 

As  explained  above,  the  grant  review  process  for  the  RFA  on  FMS  was 
fraught  with  many  problems.   Last  year  the  Committee  urged  NIAMS  to  increase 
funds  available  for  FMS  research  and  made  FMS  a  research  "priority."   With  this 
favorable  language  in  place,  it  is  hoped  that  applications  not  funded  under  the  RFA 
could  be  resubmitted  as  R01s  and  reconsidered  for  funding.   However,  If  nothing  is 
done  to  alter  the  process  by  which  FMS  grant  applications  are  reviewed  at  NIH, 
many  of  the  same  problems  encountered  last  year  with  the  RFA  will  likely  reoccur 
when  applications  are  submitted  as  R01s.    An  SEP  would  consist  of  individuals 
involved  in  FMS  research,  or  who  at  least  would  be  aware  of  how  research  in  this 
entity  differs  from  that  in  other  areas  (e.g.,  so  little  is  known  and  preliminary  data 
for  good  hypotheses  may  be  scarce). 

Due  to  the  large  overlap  between  FMS  and  chronic  fatigue  syndrome  (CFS), 
a  cost-effective  and  time-efficient  way  to  accomplish  this  recommendation  might 
be  to  expand  the  existing  SEP  for  CFS  to  include  rheumatologists  and  other  experts 
in  the  field  of  FMS.   Both  FMS  and  CFS  research  applicants  could  benefit  from  the 
larger  pool  of  experts  available  to  review  their  proposals,  and  it  could  minimize 
duplication  when  reviewing  similar  types  of  projects.   If  both  NIAMS  and  NIAIO  can 
join  forces  to  publish  a  Program  Announcement  in  this  field,  why  not  also  have  a 
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"Joint  CFS/FMS"  SEP  that  can  work  with  both  Institutes? 

2.  Increase  funds  available  for  FMS  research 

Even  with  the  boost  in  funding  created  by  the  RFA,  NIAMS  spends  less  than 
one  percent  (1  %)  of  their  budget  on  FMS— the  third  most  common  disorder  that 
rheumatologists  treat.   To  begin  with,  NIAMS  should  return  $4.0  million  that  was 
cut  out  of  their  budget  by  under-funding  the  RFA.   This  should  be  done  after  the 
SEP  is  established.   Then  NIAMS  should  increase  the  FMS  research  share  if  its 
budget  to  more  accurately  reflect  the  prevalence  and  disabling  impact  of  this 
illness. 

3.  Improve  NIAMS'  accountability 

In  light  of  NIAMS'  recent  under-funding  of  the  RFA  for  FMS,  I  urge  the 
Committee  on  Appropriations  to  require  NIAMS  to  provide  a  full  written  budgetary 
explanation.    I  also  urge  the  Committee  to  request  that  NIAMS  make  public  each 
year  an  annual  report  on  FMS-related  research  (consisting  of  research  project  titles, 
names  of  principle  investigators,  50-100  word  project  summaries,  and  dollars  spent 
on  each  project  in  the  year  specified).   The  dollars  being  spent  on  FMS  research  by 
NIAMS  are  supposedly  being  tracked  in  their  computerized  budget  system,  so  this 
information  should  easily  be  available  to  the  Committee  and  large  patient 
organizations.   With  such  a  reporting  procedure  the  Committee  and  patient- 
consumer  organizations  will  be  able  to  evaluate  future  progress  made  in  the  area  of 
FMS  research  funding  by  NIAMS. 
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Summary 

FMS  has  a  prevalence  of  2%  in  the  general  population,  it  is  potentially 
disabling  and  usually  strikes  individuals  in  the  most  productive  years  of  their  life. 
The  cause  of  FMS  remains  unknown  and,  although  research  interest  in  this 
syndrome  has  increased  significantly  in  the  past  few  years,  the  current  NIAMS' 
funding  level  is  only  at  26  cents/patient.     In  the  August  '94  editorial  section  of 
Journal  of  Rheumatology,  one  researcher,  frustrated  with  his  lack  of  understanding 
and  inability  to  effectively  treat  FMS,  recommended  that  we  turn  the  clocks  back 
20  years  to  a  time  when  no  one  knew  how  to  diagnosis  FMS,  and  patients  suffered 
in  silence  without  help  from  the  medical  community.    A  more  contemporary 
thinking  physician  replied  that  this  would  be  like  dredging  up  the  ghosts  of  the  past 
as  one  looks  backwards  into  the  future!     Let's  not  ignore  this  patient  group;  let's 
encourage  NIAMS  to  respond  in  the  years  ahead  with  appropriate  measures  that 
will  bring  FMS  research  up  to  par  with  what  is  known  about  other  common 
rheumatic  diseases. 

Thank  you  for  reading  this  statement!    I  hope  that  you  will  give  serious 
consideration  to  the  recommendations  offered  above  and  endorse  them  for  FY 

1996-      G3^W   Ui  -  J*—  *-  fftz^  yV//s. 
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NATIONAL  INDIAN  EDUCATION  ASSOCIATION   /  l^SS^vArou 


ALEXANDRIA,  VA  22314 
PH.  (703)  838-2870 
FAX  (703)  838-1620 


STATEMENT  OF  THE  NATIONAL  INDIAN  EDUCATION  ASSOCIATION 
SUBMITTED  TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE 
ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 
ON  PRESIDENT  CLINTON'S  FISCAL  YEAR  1996  BUDGET  REQUEST 

April  4, 1995 


The  National  Indian  Education  Association  (NIEA)  is  pleased  to  submit  this 
statement  on  the  Administration's  FY1996  budget  proposals  which  affect  Indian  and 
Alaska  Native  education.  NIEA  will  discuss  programs  directly  related  to  American 
Indian  and  Alaska  Native  education  which  are  under  this  Subcommittee's 
jurisdiction. 

DEPARTMENT  OF  EDUCATION 

•  Education  Research.  We  support  the  Administration's  request  of  an  $11.4 
million  increase  for  the  research  activities  of  the  Office  of  Educational  Research  and 
Improvement  (OERI)  for  a  total  of  $97.6  million.  The  Department  of  Education 
(DOE)  proposed  to  use  $967,000  of  Office  of  Indian  Education  funds  for  three  studies 
on  the  following:  (1)  inclusion  of  American  Indians  in  the  Longitudinal  Study  of 
Schools;  (2)  augmentation  of  the  NCES  Early  Childhood  Longitudinal  Study;  and  (3) 
evaluation  of  the  Indian  education  components  of  selected  Goals  2000  plans.  NIEA 
recognizes  and  supports  the  need  for  research,  evaluation  and  data  collection  to  look 
at  federally-funded  education  programs  from  which  American  Indian  and  Alaska 
Native  children  benefit;  however,  we  question  why  funds  for  these  studies  are  not 
being  utilized  from  OERI.  DOE  is  requesting  $11.4  million  more  than  the  revised 
request  for  1995  for  OERI  research.  NIEA  has  advocated  for  more  consultation 
between  OERI  and  the  American  Indian  population. 

Additionally,  NIEA  is  concerned  that  there  is  limited  involvement  in  these 
studies  by  American  Indian  and  Alaska  Natives  outside  DOE.  We  are  still  waiting 
to  see  the  results  of  previous  studies  paid  for  out  of  OIE  funding  beginning  in 
FY1993.   NIEA  urges  the  Department  to  look  at  funding  these  studies  through  the 
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OERI  budget  so  that  the  proposed  allocation  could  then  be  used  for  other  OIE 
projects,  e.g.,  formula  grants  or  fellowships. 

•  Title  I.  NIEA  supports  the  Administration's  request  of  $7  billion,  an 
increase  of  $302  million  over  the  FY1995  level  for  grants  to  local  educational 
agencies  (LEA's).  BIA-funded  schools  are  now  included  in  the  definition  of  LEA's 
and  are  eligible  to  receive  federal  education  grant  funds.  One  percent  of  these  funds 
are  appropriated  to  support  programs  at  BIA-funded  schools.  Title  I  funds  are  vital 
to  meet  the  basic  educational  needs  of  Indian  children.  Indian  students  located  on 
and  near  reservations  are  among  the  poorest  in  this  country,  and  because 
reservation  lands  are  not  taxable,  there  is  no  way  to  raise  funds  for  their  basic 
educational  needs. 

•  Comprehensive  Technical  Assistance  Centers.  Under  P.L.  103-382,  the 
Improving  America's  Schools  Act,  Congress  created  15  new  education  megacenters 
or  Comprehensive  Technical  Assistance  Centers  which  are  to  provide  assistance  to 
the  Department  of  Education's  grantees,  including  Title  IX  Indian  grantees. 
Formerly  these  grantees  were  served  by  the  Indian  Education  Technical  Assistance 
Centers  (EETAC)  which  are  due  to  expire  once  the  megacenters  are  operational. 

We  want  to  reiterate  our  concern  that  these  15  new  Megacenters  look  at  the 
critical  needs  of  American  Indian  and  Alaska  Native  students  when  they  are 
designing  their  delivery  systems.  Special  efforts  need  to  be  made  to  assure  that 
American  Indian  people  are  hired  to  work  with  the  Native  populations  of  this 
country.  Any  subcontracts  that  are  let  for  work  with  Indian  people  need  to  be 
awarded  with  the  concern  for  Indian  preference  in  hiring. 

A  recent  evaluation  of  the  Indian  Education  Technical  Assistance  Centers, 
done  by  Policy  Studies  Associates  of  Washington,  DC.  pointed  out,  "[t]he 
Department  of  Education  will  need  to  forge  a  coherent  system  among  a  variety  of 
TA  providers  including  the  comprehensive  centers,  regional  education  labs, 
Eisenhower  Math  and  Science  consortia  and  the  National  Diffusion  Network  to  see 
that  the  needs  of  Indian  people  are  addressed."  We  also  want  to  assure  that  there  is 
no  break  in  service  to  the  Indian  clientele  and  ask  that  the  IETAC  contracts  be 
extended  until  the  comprehensive  center  doors  are  opened. 

•  Impact  Aid.  NIEA  supports  the  position  of  the  National  Indian  Impacted 
Schools  Association  (NTISA)  that  Congress  shall  provide  the  necessary  funding  in 
FY1996  to  implement  the  reforms  applicable  to  the  impact  aid  program  as  carried 
forth  in  P.L.  103-382.  At  minimum,  the  $70  million  previously  cut  from  the  FY1995 
appropriations  bill  must  be  restored  to  insure  that  the  programmatic  changes 
intended  to  make  the  program  more  need  based  will  occur.  This  would  restore 
funding  back  to  the  FY1994  level. 

The  FY1995  appropriation  for  Impact  Aid  is  $728  million.  Over  2,000  local 
educational  agencies  (LEA's)  enrolling  over  20  million  children  are  provided 
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assistance  under  this  program.  Impact  Aid  provides  the  basic  program  dollars  to 
insure  that  the  educational  needs  of  federally-connected  children  are  guaranteed.  If 
these  funds  are  reduced,  most  school  districts  will  either  be  forced  to  increase  local 
property  taxes,  look  to  the  states  for  additional  funding  or  make  drastic  program 
cuts.  Certain  heavily-impacted  LEA's  will  be  forced  to  turn  to  the  Bureau  of  Indian 
Affairs  (BIA)  and  Department  of  Defense  to  serve  as  the  basic  providers  of 
educational  programs  due  to  the  inability  of  local  school  districts  to  provide  an 
education  to  children  they  consider  to  be  a  federal  responsibility.  Should  this  occur, 
the  final  cost  to  the  federal  government  could  be  much  higher  than  what  is  now 
allocated  under  Impact  Aid. 

•  Vocational  Education.  The  Administration  proposes  $12.6  million  in 
FY1996  for  Vocational  Education.  NIEA  urges  an  increase  in  the  tribal  allocation  for 
this  program.  Additionally,  these  funds  should  be  made  available  within  the 
Department  of  Education  for  direct  access  to  Indian  Tribes  and  Indian  Organizations. 

NIEA  supports  the  tribal  college  recommendations  on  the  reauthorization  of 
the  Carl  D.  Perkins  Vocational  Educational  Act  that:  the  resources  continue  for  the 
Indian  vocational  education  program  as  provided  for  under  Title  I,  Section  103  and 
that  any  changes  to  this  Section  require  tribal  consultation;  the  funding  continue  for 
the  Indian  vocational  education  program  as  provided  for  under  Title  HI,  Section  385; 
a  new  Tribally  Controlled  Community  College  program  title  is  needed;  and,  an 
National  Center  for  American  Indian  Vocational  Education  Research  and  Data 
Collection  should  be  established. 

•  Libraries.  We  request  an  increase  in  the  proposed  $1.6  million  requested  for 
the  library  program  in  order  to  make  an  positive  impact  on  tribal  library  facilities. 


DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

•  ANA /Native  American  Languages  Act.  The  Administration  for  Native 
Americans  (ANA)  is  an  agency  in  the  Administration  for  Children  and  Families  in 
the  Department  of  Health  and  Human  Services  (DHHS).  The  Presidents  budget 
requests  $38  million  for  ANA  in  FY1996.  NIEA  supports  this  request  although  we 
realize  that  much  more  funding  is  needed  for  grants  funded  by  this  agency.  NIEA 
also  supports  the  reauthorization  of  ANA  in  1995.  ANA  provides  critically  needed 
funds  for  tribes  and  non-profit  Indian  organization  to  develop  projects  in  economic 
development,  environmental  management,  and  language  preservation.  There  is 
no  other  agency  of  the  federal  government  that  provides  the  funding  flexibility  of 
grants  such  as  those  awarded  by  ANA.  This  agency's  funding  needs  to  be  continued 
in  FY1996. 

NIEA  supports  continued  and  increased  funding  for  Native  language  grants 
in  FY1996.  Last  year,  ANA  awarded  18  grants  for  a  total  of  $1.9  million.  The  real 
need  for  the  158  tribal  applicants  who  applied  is  $12.5  million.  The  Native  Language 
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Act  of  1992  authorized  a  funding  level  of  $2  million  in  FY1993;  however,  this 
amount  has  never  been  realized.  ANA  has  taken  funds  for  Native  language  grants 
from  it's  regular  grant  program  for  social  and  economic  development. 

•  Head  Start.  NIEA  supports  the  Administration's  proposed  FY1996  Head 
Start  budget  of  $3.9  billion,  an  increase  of  $400  million  over  the  FY1995  level.  We 
applaud  the  Administration's  efforts  to  enhance  and  develop  Head  Start  programs 
during  the  past  two  years.  There  are  currently  125  American  Indian/ Alaska  Native 
Head  Start  grantees  in  the  country;  however,  there  are  550  federally-recognized 
tribes.  We  understand  that  there  are  no  new  efforts  this  year  to  expand  the  Head 
Start  program  to  tribes  and  other  eligible  grantees.  We  feel  there  is  a  real  need  to 
reach  out  to  tribal  entities  that  are  not  currently  being  served  by  the  Head  Start 
Bureau.  Efforts  should  be  made  to  expand  the  Head  Start  program  in  Indian 
country.  This  is  especially  important  given  the  increasing  population  of  Indian 
children  between  the  ages  of  0-5  years  old. 

The  1990  census  showed  that  the  American  Indian/ Alaska  Native  population 
on  reservations  is  considerably  younger  due  to  high  fertility  rates.  The  medium  age 
of  the  American  Indian  population  on  all  reservations  and  trust  lands  was  22  years, 
considerably  younger  than  the  median  age  of  26  years  for  the  total  American  Indian 
population  and  the  U.S.  median  age  of  33  years.  The  1990  census  also  indicated  that 
in  1989,  about  603,000  or  31  percent  of  American  Indians  were  living  below  the 
poverty  level.  The  national  poverty  rate  was  about  13  percent.  As  a  consequence  of 
these  conditions,  more  American  Indian  families  would  qualify  for  Head  Start 
programs. 

•  Child  Care  and  Development  Block  Grant.  NIEA  supports  the 
Administration's  proposed  increase  of  $100  million  for  the  Child  Care  and 
Development  Block  Grant  (CCDBG)  for  a  total  of  $1,049  billion  in  FY1996.  We  again 
applaud  the  Administration's  commitment  to  providing  low  income  families  with 
access  to  child  care  services  since,  as  indicated  in  the  previous  paragraph,  the 
American  Indian  and  Alaska  Native  population  is  growing.  On  Indian  reservations 
and  rural  Indian  communities,  such  as  those  in  Alaska  and  on  the  Navajo 
reservation,  there  is  a  lack  of  child  care  facilities  and  services.  We  understand  that 
there  are  213  tribal  grantees  under  the  Child  Care  and  Development  Block  Grant 
program.  This  number  represents  less  than  half  of  the  nations's  federally- 
recognized  tribal  groups. 

NIEA  supports  the  efforts  of  the  National  Indian  Child  Care  Association  in 
trying  to  get  expanded  child  care  resources  to  Indian  country.  We  also  support  the 
association's  efforts  aimed  at  targeting  at  least  a  3  percent  set  aside  of  funds  to 
American  Indian/  Alaska  Native  grantees  from  the  Child  Care  Block  Grant  program. 

ND5A  supports  continuation  of  the  current  funding  mechanism  for  child  care 
block  grants  which  flows  from  the  central  office,  to  the  regions,  and  then  to  the 
tribes,  by-passing  the  states. 
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DEPARTMENT  OF  LABOR 

•  Tob  Training  Partnership  Act.  The  Administration's  request  of  $61.87 
million  is  a  decrease  of  $2,209  million  from  Program  Year  1995  for  the  Job  Training 
Partnership  Act  (JTPA)  Section  401  Native  Americans  program.  Approximately  740 
fewer  participants  will  be  served  by  this  reduction.  The  program  is  designed  to 
improve  the  economic  well-being  of  Native  Americans  through  the  provision  of 
training,  work  experience,  and  other  employment-related  services  and 
opportunities  that  are  intended  to  aid  the  participants  to  secure  permanent, 
unsubsidized  jobs.  This  program  is  critical  to  both  reservation  and  urban  grantees 
who  are  largely  unskilled,  poorly  educated,  and  living  in  poverty;  therefore,  we 
request  the  Subcommittee  to  restore  the  proposed  cuts  in  this  important  program. 

•  Summer  Youth  Employment.  NT£A  supports  the  Administration's 
request  for  the  Summer  Youth  Employment  Program.  On  most  Indian 
reservations,  this  program  provides  the  only  source  for  employing  Indian  youths 
who  already  face  many  social  problems  such  as  drug  and  alcohol  abuse,  high 
unemployment,  high  suicide  rates,  and  a  general  lack  of  extra-curricular  activities 
and  facilities. 


In  summary,  we  want  to  thank  you  for  your  attention  to  the  concerns  of  the 
National  Indian  Education  Association.  We  ask  for  your  support  in  maintaining  or 
increasing  the  proposed  level  of  funding  for  the  Indian  education-related  programs 
outlined  in  this  testimony,  especially  now  that  Congress  is  looking  to  rescind 
previously  appropriated  spending  from  some  of  these  programs. 
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The  American  Pediatric  Society,  the  Society  for  Pediatric  Research,  and  the 
Association  of  Medical  School  Pediatric  Department  Chairmen  represent  pediatric 
researchers,  the  faculty  of  medical  and  research  facilities,  and  the  leaders  of  all  U.S. 
medical  school  pediatric  departments,  who  are  committed  to  the  advancement  of 
science  and  the  improvement  in  the  quality  of  life  for  all  America's  children.  In  addition 
to  the  specific  recommendations  listed  below,  we  also  support  the  FY  96  budget 
recommendations  presented  by  the  Coalition  For  Hearth  Funding  on  overall  health 
spending. 

RESEARCH  AND  RESEARCH  TRAINING 

Biomedical  research  may  not,  in  and  of  itself,  guarantee  cost  savings  in  the  delivery  of 
health  care;  however,  successful  control  of  disease  affecting  both  children  and  adults, 
with  accompanying  cost  reductions,  will  not  occur  without  recognition  of  the  necessity 
of  coupling  research  with  reforms  in  the  design  and  funding  of  health  care  delivery. 

Having  stated  that,  we  are  pleased  that  in  this  tight  budget  year,  the  NIH  was  provided 
an  increase  in  funding  in  the  Administration's  FY  '96  budget.  However,  we  believe 
that  a  further  investment  is  warranted.  We  join  with  the  Ad  Hoc  Group  for  Medical 
Research  Funding  in  requesting  a  15  percent  increase  for  NIH  consistent  with  the 
collective  recommendations  of  agency  personnel  as  well  as  national  advocacy  groups 
within  the  AD  Hoc  Group.  We  believe  that  these  requests  represent  the  best  and 
most  reliable  estimate  of  the  level  of  funding  needed  to  sustain  the  high  standard  of 
scientific  achievement  embodied  by  the  NIH.  This  amount,  $13  billion,  would  make  it 
possible  for  NIH  to  fund  approximately  30%  of  new  and  competing  renewal  research 
project  grants,  which  is  essential  to  ensure  that  top-quality  research  opportunities  are 
not  missed.   In  recent  years  the  average  percentage  of  applications  funded  has  been 
about  25%,  and  in  some  NIH  institutes,  less  than  20%  of  applications  are  funded. 
This  is  far  below  the  40%  that  was  once  considered  acceptable. 

These  statistics  illustrate  the  size  of  the  impact  on  NIH,  but  cannot  possibly  illustrate 
the  potential  loss  in  valuable  research  that  will  result  if  funding  does  not  keep  pace. 
Today,  pediatric  research  is  not  only  very  exciting,  but  is  also  rapidly  changing.  This  is 
true  for  the  entire  spectrum  of  biomedical  and  behavioral  research  -  from  the  most 
basic  to  the  clinical  and  applied  -  even  though  it  can  be  years  before  discoveries  and 
developments  are  incorporated  into  routine  patient  care.  For  example,  infants  bom 
with  congenital  anomalies  and  children  with  cancer  are  living  longer,  often  leading 
productive  lives.  We  are  unlocking  the  mysteries  of  the  normal  and  abnormal 
development  of  cells,  giving  us  clues  to  possible  interventions  which  would  save  more 
children  from  suffering. 

At  the  instigation  of  Congress  six  years  ago,  the  National  Institute  of  Child  Health  and 
Human  Development  (NICHD)  established  the  Child  Health  Research  Centers 
Program.  During  the  past  six  years,  this  subcommittee  has  supported  that  program. 
We  thank  you  for  your  support.  This  program  has  been  enthusiastically  received  by 
our  community  and  the  competition  has  been  rigorous.  A  major  goal  of  this  program 
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is  to  develop  a  new  cadre  of  rigorously  trained  pediatric  scientists,  which  is  vital  to  the 
future  of  pediatric  research.  We  ask  you  to  provide  sufficient  funds  to  support  the 
modest  expansion  by  one  more  center  to  20  centers  at  $400,000  each,  which  is 
consistent  with  the  program's  objectives  and  the  intent  of  Congress. 

We  also  urge  you  not  to  forget  the  other  elements  of  research  support.  An  important 
aspect  of  research  is  the  clinical  and  applied  research  which  provides  the  necessary 
testing  and  transition  before  new  knowledge  is  incorporated  into  routine  patient  care. 
NIH  provides  crucial  funds  to  ensure  the  future  of  research  through  the  training  of  new 
investigators.  The  National  Center  for  Research  Resources  is  also  a  critical 
component  of  the  NIH.  It  supports  the  research  environment,  including  equipment  and 
facilities,  information  management,  animal  resources,  general  clinical  research  and 
other  mechanisms  to  facilitate  the  sharing  of  resources. 

Our  organizations  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in 
requesting  $13  billion  for  the  National  Institutes  of  Health.  We  also  Join  with  the 
Friends  of  NICHD  in  asking  for  $608  million  for  that  institute. 

HEALTH  PROFESSIONS  TRAINING 

Title  VII  of  the  Public  Health  Service  Act,  Primary  Care  Training  Grants  for  General 
Internal  Medicine  and  General  Pediatrics,  remains  a  small  but  vital  incentive  program 
for  the  generalist  training  of  pediatricians.  Currently,  there  are  many  areas  of  this 
country  without  sufficient  physicians  to  provide  appropriate  care  for  our  infants, 
children  and  adolescents.  If  we  are  going  to  have  an  adequate  supply  of  primary  care 
pediatricians  to  meet  the  anticipated  demand  for  their  services,  then  we  must  protect 
and  expand  graduate  medical  education  funding  now.  An  important  aspect  of  this 
program  is  to  allow  for  a  few  institutions  to  develop  new  models  of  training  for  our 
future  pediatricians.   For  example,  Title  VII  funding  has  assisted  the  University  of 
Massachusetts  in  the  development  and  the  replication  of  a  model  residency  training 
program  throughout  the  country.  This  program  demonstrates  how  to  move  residency 
training  into  the  community  and  established  an  effective  program  to  promote 
community  physicians  as  role  models.   The  proportion  of  residents  entering  primary 
care  from  the  Massachusetts  program  has  increased  from  67%  in  1988  to  83%  in 
1994.   Title  VII  monies  have  produced  many  programs  which,  like  the  Massachusetts 
program,  place  an  emphasis  on  primary  care.  We  support  the  reauthorization  of  Title 
VII  and  applaud  the  Administration  in  its  efforts.  We  recommend  $25  million  for 
General  Internal  Medicine/General  Pediatrics  and  join  with  the  Health  Professions  and 
Nursing  Education  Coalition  in  supporting,  level  funding  of  $290  million  in  total  funding 
for  Title  VII  and  Title  VIII, 

The  National  Health  Service  Corps  is  another  key  component  of  any  effort  to  remove 
barriers  to  health  care.   The  scholarship  and  loan  repayment  programs  are  another 
integral  part  of  national  efforts  to  increase  opportunities  for  minorities  to  become  health 
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professionals.   Our  organizations  support  funding  of  $125  million. 

CENTERS  FOR  DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  is  a  unique  agency  within  the 
Public  Health  Service.  The  work  it  supports  affects  most  Americans.   For  infants  and 
children,  for  example,  it  supports  the  Childhood  Immunization  Program,  screening  and 
prevention  activities  for  lead  poisoning,  violence  prevention,  injury  control  and 
prevention,  vaccine  research  and  HIV/AIDS  research.  The  CDC  is  critical  to  ensure 
the  public's  health,  well-being  and  protection  from  disease.  We  believe  that  to 
adequately  support  the  activities  and  needs  of  the  CDC,  we  support  the 
recommendation  of  the  CDC  Coalition  of  a  funding  level  of  $2.5  billion  for  fiscal  year 


AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

Established  in  the  early  1990s,  the  purpose  of  AHCPR  is  to  enhance  the  quality, 
appropriateness,  and  effectiveness  of  health  care  services  and  access  to  such 
services,  through  the  establishment  of  a  broad  base  of  scientific  research  and  through 
the  promotion  of  improvements  in  clinical  practice  (including  the  prevention  of  diseases 
and  other  health  conditions)  and  in  the  organization,  financing,  and  delivery  of  health 
care  services.  It  also  supports  the  training  of  new  health  service  researchers.  Funding 
from  AHCPR  has  supported  important  child  health  focused  research  such  as  patient 
outcomes  research  in  pediatric  gastroenteritis,  the  management  of  acute  asthma  in 
pediatric  practices  and  the  assessment  of  fevers  in  very  young  infants.  Each  of  these, 
upon  completion,  will  have  an  important  impact  on  child  health  outcomes.  These 
organizations  support  the  reauthorization  of  the  Agency  for  Health  Care  Policy  and 
Research  (AHCPR)  and  join  the  Friends  of  AHCPR  in  supporting  the  President's 
recommended  funding  level  of  $148  million  for  FY  96. 

SUMMARY 

We  thank  you  for  the  opportunity  to  present  the  recommendations  of  our  three 
organizations  for  all  programs  involving  research  and  research  training  and  the 
financing  of  graduate  medical  education. 

APPROPRIATION  REQUESTS 

National  Institutes  of  Health  $13,000,000,000 

National  Institute  of  Child  Health  and  Human  Development  $608,240,000 


Health  Professions  Training  (Title  VII  /  Title  VIII)  $290,000,000 

General  Internal  Medicine/General  Pediatrics  $25,000,000 
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National  Health  Service  Corp  $125,000,000 

Centers  for  Disease  Control  and  Prevention  $2,500,000,000 

Agency  for  Health  Care  Policy  and  Research  $148,000,000 
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[Tie  American  Academy  of  Pediatrics  and  the  endorsing  organizations  would  like  to  offer  this  statement 
bn  behalf  of  the  infants,  children,  adolescents,  and  young  adults  in  this  country.   The  American 
Academy  of  Pediatrics  is   an  organization  of  49,000  pediatricians,  committed  to  the  attainment  of 
optimal  physical,  mental,  and  social  health  for  all  infants,  children,  adolescents,  and  young  adults.  The 
Ambulatory  Pediatric  Association  is  an  organization  of  over  1 500  members  who  are  academic  general 
pediatricians  and  child  health  professionals.  The   Society  for  Adolescent  Medicine  includes  over  1200 
physicians,  nurses,  psychologists,  social  workers,  nutritionists  and  others  involved  in  service  delivery, 
teaching  or  research  on  the  welfare  of  adolescents. 

While  we  recognize  that  budgets  are  tight,  the  we  urge  you  to  remember  one  key  fact  ~  ensuring  the 
health  of  our  children  means  providing  for  today's  needs  plus  planning  for  tomorrow's.   The  Academy  is 
pleased  to  see  that  the  President's  budget  for  fiscal  year  1996  continues  to  place  a  high  priority  on 
children's  health  programs.   The  Academy  hopes  this  subcommittee  will  invest  its  limited  resources  this 
year  in  our  most  valuable  resource,  our  children. 

Fortunately,  most  infants  are  born  healthy  and  continue  to  grow  and  develop  if  they  have  access  to  and 
receive  basic  health  care  services.   Unfortunately,  there  are  still  far  too  many  that  suffer  needlessly  from 
disease,  injury,  abuse,  or  a  host  of  societal  problems.   Our  task  as  pediatricians  is  to  treat  them  all,  to 
provide  such  services  as  we  are  able.  Your  task  is  to  provide  the  funds  to  allow  vital  federal  programs 
to  continue.   We  ask  that  you  recognize  the  correlation  among  preventive  and  chronic  health  services, 
research,  and  the  training  of  new  health  professionals  and  not  increase  one  program  for  infants  and 
children  at  the  expense  of  another.  As  pediatricians  we  see  the  integral  tie  between  basic  research  and 
the  care  we  provide;  we  see  the  impact  of  poverty  and  violence  on  the  health  of  our  children  and 
adolescents;  and  we  know  that  the  future  of  our  workforce  depends  on  the  decisions  we  make  today. 
We  recognizes  that  the  current  budget  situation  makes  significant  funding  increases  in  child  health 
programs  almost  impossible.  However,  the  Academy  and  the  endorsing  organizations  encourages  this 
subcommittee  to  be  cognizant  of  the  enormous  possibilities  and  potential  of  research,  prevention, 
training  and  services  and  continue  to  appropriate  the  necessary  funds  to  the  extent  possible. 

A  chart  at  the  end  of  this  statement  will  offer  recommendations  for  many  programs,  but  we  would  like 
to  focus  on  a  few. 

Childhood  Immunization  Program 

The  childhood  immunization  program  is  the  cornerstone  of  preventive  health  care  for  children  in  the 
United  States  and  the  Academy  applauds  the  high  priority  assigned  to  this  program  by  the 
Administration.  Furthermore,  the  Academy  remains  committed  to  the  success  of  the  Vaccine  For 
Children  Program  (VFC).  This  important  public/private  partnership  program,  which  began  just  a  few 
months  ago,  is  providing  the  opportunity  to  keep  children  in  their  own  "medical  home."  Vaccines  are 
cost  effective.  More  than  $21  are  saved  for  every  $1  spent  on  measles,  mumps,  rubella  vaccine;  more 
than  $30  are  saved  for  every  $1  spent  on  diphtheria,  tetanus,  pertussis  vaccine;  and  more  than  $6  are 
saved  for  every  $1  spend  on  polio  vaccine.  Just  recently,  the  FDA  approved  the  a  varicella  (chicken 
pox)  vaccine.  Varicella  is  one  of  the  most  contagious  childhood  diseases,  comparable  to  pertussis  and 
measles,  with  approximately  3.  9  million  cases  estimated  annually  in  the  US.  This  new  vaccine  will 
provide  much  needed  protection  and  prevention  from  this  disease.  Immunizations  are  an  important 
investment  in  our  children.  The  Academy  request  includes  monies  over  and  above  the  Administration's 
request  for  vaccine  purchase  for  those  children  not  covered  by  the  federal  vaccine  purchase  program. 
The  Academy  and  the  endorsing  organizations  recommend  $520  million  for  the  Childhood 
Immunization  Program  for  FY  96. 
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Lead  Poisoning  Prevention  Program 

Lead  poisoning  is  the  leading  environmental  health  problem  affecting  children  and  it  is  entirely 
preventable.    Furthermore,  there  may  be  low-risk  communities  that  do  not  require  lead  screening,  but  no 
explicit  guidance  has  been  developed  for  determining  a  communities'  lead  risk.   Clearly,  funding  to 
provide  more  data  concerning  prevalence  in  specific  regions  and  locales  is  needed.    The  Lead  Poisoning 
Prevention  Program  at  the  Centers  for  Disease  Control  and  Prevention  (CDC)  is  a  technical  assistance 
and  grant  program  for  the  start-up  and  expansion  of  projects  to  detect  and  prevent  lead  poisoning.   To 
ensure  that  all  children  are  protected  we  support  the  Administration's  recommended  funding  of  this 
program  at  $35  million  for  fiscal  year  1996, 

Injury/  Violence  Control  Programs 

Injury  is  the  leading  killer  of  our  children  ages  1-19.  The  national  injury  prevention  program,  part  of  the 
CDC,  funds  research  and  pilot  programs  which  are  extremely  important  to  learning  more  about  how  to 
prevent  injuries  in  our  youth.   This  type  of  program,  which  is  focused  on  interventions  to  prevent 
injuries,  has  the  potential  to  save  thousands  of  lives.  Homicide  is  the  second  leading  cause  of  death  for 
young  people  aged  1 5-34  and  is  the  leading  cause  of  death  for  African-American  men  and  women  in 
that  group.   A  compelling  need  exists  for  more  community  based  youth  violence  prevention  programs 
such  as  the  violence  prevention  program  at  the  CDC.   With  these  funds,  CDC  can  support  more  projects 
to  identify  successful  models  for  preventing  youth  violence.    We  recommend  $65  million  for  these 
programs  for  the  coming  year.   In  addition,  we  support  the  FY  96  recommendation  of  the  CDC 
Coalition  of  $2.5  billion  for  CDC. 

Maternal  and  Child  Health  Service  Block  Grant 

Authorized  under  Title  V  of  the  Social  Security  Act,  this  program  is  designed  to  assure  mothers,  infants, 
children,  and  adolescents  access  to  quality  health  care  that  reduces  infant  mortality  and  morbidity,  helps 
children  with  special  needs,  ameliorates  chronic  illnesses,  increases  access  to  health  care  for  adolescents 
at  risk,  and  encourages  healthy  lifestyles.  With  adequate  funding,  the  MCH  block  grant  can  begin  to 
work  with  the  private  sector  to  assure  that  managed  care  networks  incorporate  key  preventive  maternal 
and  child  health  services  and  begin  to  meet  the  increasing  demand  for  community  services  from 
uninsured  and  underinsured  women  and  children.  Through  cooperation  with  other  federal  programs, 
limited  resources  can  be  used  effectively  to  reduce  duplication  and  fragmentation  of  services.   The  MCH 
Block  Grant  program  should  be  funded  at  its  full  authorization  of  $705  million 

Pediatric  Emergency  Medical  Services 

Title  III  of  the  Public  Health  Service  Act  allows  for  the  support  of  demonstration  grants  to  improve 
emergency  medical  services  systems  for  acutely  ill  or  seriously  injured  children  and  adolescents.  The 
EMS-C  grants  have  been  used  to  develop  training  curricula  for  emergency  medical  personnel, 
ambulance  equipment  lists,  and  other  "products"  that  have  been  catalogued  so  that  they  can  be  easily 
adopted  by  others.   Examples  of  grantees'  work  are  a  brochure  for  parents/caregivers  on  prevention  of 
drowning,  poisonings  and  injuries  (Florida  grant);  a  resource  list  to  help  identify  private  funding  sources 
for  improvement  of  EMS  for  children  (California);  and  a  report  on  the  adaptation,  for  rural  community 
hospitals,  of  a  California-developed  system  for  identifying  hospitals  equipped  to  handle  pediatric 
emergencies  (Arkansas).   We  urge  your  support  for  this  program  and  recommend  funding  at  $12.5 
million  for  FY  96. 


Family 

Title  X  of  the  Public  Health  Service  Act  is  crucial  to  this  country's  family  planning  activities  and 
provides  high-quality  reproductive  health  care  services  to  millions  of  low-income  and  marginal-income 
women  and  men  each  year.   These  clinics  also  provide  other  essential  services,  such  as  screening  for 
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sexually  transmitted  diseases,  hypertension,  diabetes,  and  anemia.   This  program  continues  to  be  an 
integral  part  of  our  health  care  system  for  our  adolescents.   The  disastrous  effects  of  teenage  pregnancy 
and  the  possible  long-lasting  consequences  of  sexually  transmitted  diseases  are  well  known.   The 
Academy  is  pleased  that  the  President's  budget  recognizes  the  importance  of  this  program  to  our 
adolescents  and  young  adults  and   we  support  the  Administration's  request   of  $199  million  for  the  next 
fiscal  year. 

Health  Professions  Training 

Title  VII  of  the  Public  Health  Service  Act,  Primary  Care  Training  Grants  for  General  Internal  Medicine 
and  General  Pediatrics,  remains  a  small  but  vital  incentive  program  for  the  generalist  training  of 
pediatricians.  If  we  are  going  to  have  an  adequate  supply  of  primary  care  pediatricians  to  meet  the 
anticipated  demand  for  their  services,  then  we  must  protect  and  expand  graduate  medical  education 
funding  now.   These  funds  are  at  work  in  communities  such  as  the  University  of  Wisconsin  -  Madison. 
Wisconsin's  Pediatric  Primary  Care  Residents'  Curriculum  (PPCRC)  is  committed  to  a  primary  care 
pediatric  continuity  experience  with  all  first  year  residents  spending  a  one-half  day  per  week  seeing  their 
own  patients  under  faculty  supervision.  By  the  second  and  third  years,  the  residents  spend  more  time  in 
primary  care  outpatient  settings  and  increase  the  size  of  their  own  practice  in  continuity  clinics  and  are 
supervised  by  faculty  pediatricians.   Title  VII  monies  have  produced  many  programs  which,  like  the 
Wisconsin  program,  place  an  emphasis  on  primary  care.  We  support  the  reauthorization  of  Title  VII  and 
applaud  the  Administration  in  its  efforts.   The  Academy  and  the  endorsing  organizations  support  $25 
million  for  General  Internal  Medicine/General  Pediatrics  and  joins  with  the  Health  Professions  and 
Nursing  Education  Coalition  in  supporting,  level  funding  of  $290  million  in  total  funding  for  Title  VTI 
and  Title  VIII. 

The  National  Health  Service  Corps  is  a  key  component  of  any  effort  to  remove  barriers  to  health  care. 
The  scholarship  and  loan  repayment  programs  are  another  integral  part  of  national  efforts  to  increase 
opportunities  for  minorities  to  become  health  professionals.   The  Academy  and  the  endorsing 
organizations  support  funding  of  $125  million. 

Pediatric  AIDS 

The  incidence  of  HTV  infection  among  infants,  children,  adolescents  and  women  continues  to  rise,  now 
accounting  for  over  14.5  percent  of  all  AIDS  cases  reported  in  this  country.  It  has  become  the  fifth 
leading  cause  of  death  for  children.  Moreover,  the  AIDS  epidemic  will  leave  an  estimated  72,000  to 
125,000  children  and  adolescents  motherless  by  the  end  of  the  decade.  The  CDC  predicts  that  93,000  to 
112,000  healthy  children  will  be  born  to  HIV-infected  mothers  from  1992  to  2000.  There  are  many 
federal  programs  being  affected  by  this  increase  in  HIV  infection,  and  the  appropriations  for  these 
programs  for  the  coming  year  should  reflect  the  needs  of  these  populations.  The  Ryan  White  CARE 
Act,  particularly  Title  IV,   pediatric  AIDS  demonstrations,  includes  the  delivery  of  services,  prevention, 
and  research.   We  firmly  supports  the  reauthorization  of  this  program  and  urges  you  to  support  the 
President's  recommendation  of  $724  for  the  Ryan  White  CARE  Act  which  includes  $32  million  for 
pediatric  demonstrations  under  Title  IV. 

National  Institutes  of  Health 

Pediatric  research  today  is  not  only  exciting,  but  rapidly  changing.  Pediatric  research  covers  the  entire 
spectrum  of  research  -  -  basic,  clinical,  applied,  and  service  -  -  and  is  supported  substantially  by  the 
federal  government  through  NIH.   It  is  important  that  this  balance  be  maintained. 

Biomedical  research  itself  may  not  guarantee  cost  savings  in  the  delivery  of  health  care;  however, 
successful  control  of  disease  affecting  both  children  and  adults,  with  accompanying  cost  reductions,  will 
not  occur  without  recognition  of  the  necessity  of  coupling  research  with  reforms  in  the  design  and 
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funding  of  health  care  delivery.   We  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in 
requesting   a  15  percent  increase  for  NIH  consistent  with  the  collective  recommendations  of  qgency 
personnel  as  well  as  national  advocacy  groups  within  the  AD  Hoc  Group.  We  also  join  the  Friends  on 
NICHD  in  requesting  $608  million  for  the  National  Institute  of  Child  Health  and  Human  Development 
We  believe  that  these  requests  represent  the  best  and  most  reliable  estimate  of  the  level  of  funding 
needed  to  sustain  the  high  standard  of  scientific  achievement  embodied  by  the  NIH. 

Agency  for  Health  Care  Policy  and  Research 

Still  a  relatively  new  but   vital  agency,  the   AHCPR  is  the  federal  government's  primary  agency 
responsible  for  medical  effectiveness  and  health  services  research.    It  also  supports  the  training  of  new 
health  service  researchers.  Funding  from  AHCPR  has  supported  important  child  health  research  such  as 
the  management  of  acute  asthma  in  pediatric  practices  and  the  assessment  of  fevers  in  very  young 
infants.  Both  of  which  upon  completion  will  have  an  important  impact  on  child  health  outcomes.  The 
Academy  strongly  supports  the  reauthorization  of  the  Agency  for  Health  Care  Policy  and  Research 
(AHCPR).   The  Academy  and  the  endorsing  organizations  join  the  Friends  of  AHCPR  in  supporting  the 
President's  recommended  funding  level  of  $148  million  for  FY  96. 

Indian  Health  Service 

Native  American  children  face  many  challenges  in  the  coming  decades.   Many  of  the  challenges  are 
similar  to  those  facing  other  American  children  -  -  substance  abuse,  family  crisis,  unintentional  and 
intentional  injuries  -  -  but  many  of  these  problems  have  been  documented  to  be  more  severe  among 
Indian  populations.   The  Academy  supports  the  President's  recommendation  of  $2.027  billion  for  health 
services  and  $247  million  for  facilities, 

Head  Start 

For  thirty  years  Head  Start  has  been  a  major  source  of  support  for  over  12  million  children.  Head  Start 
is  more  than  a  preschool  education;  it  also  enhances  children's  school  readiness  and  general  well-being 
by  providing  preventive  health  services,  including  immunizations,  screening,  and  follow-up  treatment. 
The  Head  Start  of  the  1990's  should  be  reaching  more  children,  serving  younger  children,  creating  new 
linkages  with  other  available  resources,  and  ensuring  that  the  health  services  provided  are  of  the  very 
best  quality.   Accordingly,  we  support  the  President's  recommendation  of  $3.935  Billion. 

Office  of  Adolescent  Health 

Today,  adolescents  are  faced  with  many  health  and  life-threatening  situations.  A  comprehensive  and 
coordinated  approach,  one  that  emphasizes  and  expands  prevention  and  youth  development  programs  in 
order  to  reduce  the  incidence  of  adolescent  suicide,  HIV/AIDS,  pregnancy,  sexually  transmitted  diseases 
and  injuries  due  to  motor  vehicle  and  gun  violence,  must  be  considered  for  adolescents.  Created  by 
statute  in  1992,  the  Office  of  Adolescent  Health  (OAH),  although  not  yet  fully  established  could  provide 
this  function.  The  Academy  and  the  endorsing  organizations  support  the  implementation  of  the  Office  of 
Adolescent  Health  and  recommends  $7  million  for  fiscal  year  1996. 
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In  summary-  the  following  list  highlights  programs,  along  with  funding  recommendations,  of  import  a 
to  children.    The  Academy  joins  with  its  many  friends  in  other  organizations  and  coalitions  in 
presenting  these  recommendations. 


Recommendations  for  FY  1996 


Centers  for  Disease  Control 

Childhood  Immunization  Program 
Lead  Poisoning  Prevention 
Injury  /  Violence  Control 

Health  Resources  and  Services  Administration 

Community  Health  Centers 

Migrant  Health  Centers 

Maternal  and  Child  Health  Block  Grant 

Pediatric  Emergency  Medical  Services 

Title  X,  Family  Planning 

Health  Professions  Training  (Titles  VHAOII)  - 

General  Internal  Medicine  and  General  Pediatrics 
National  Health  Service  Corps 
Ryan  White  CARE  Act 

Title  IV  (Pediatric  Demos) 

National  Institutes  of  Health 

National  Institute  of  Child  Health  and  Human  Development 

Agency  for  Health  Care  Policy  and  Research 

Administration  for  Children  and  Families 
Child  Care  Block  Grants 
Head  Start 
Child  Abuse 

State  Grants 

Discretionary  Grants 
Crisis  Nurseries 
Abandoned  Infants 


$2,500,000,000 
$520,000,000 
$35,000,000 
$65,000,000 


$617,000,000 

$65,000,000 
$705,000,000 

$12,500,000 
$199,000,000 
$290,000,000 

$25,000,000 
$125,000,000 
$724,000,000 

$32,000,000 

$13,000,000,000 
$608,240,000 

$148,000,000 


$1,049,000,000 
$3,935,000,000 

$22,854,000 
$15385,000 
$11,900,000 
$14,500,000 


Indian  Health  Service 

Health  Services 
Facilities 


$2,027,000,000 
$247,000,000 


National  Vaccine  Program  Office 
Office  of  Adolescent  Health 
Children's  Mental  Health  (SAMHSA) 


$12,000,000 
$7,000,000 
$60,000,000 
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Testimony  of 

Dr.  Ralph  E.  Powe 

Chairman,  Coalition  of  EPSCoR  States 

Subcommittee  on  Labor  -  Health  and  Human  Services  -  Education 

House  Committee  on  Appropriations 


April  7, 1995 


Mr.  Chairman: 


I  am  Ralph  Powe,  Vice  President  for  Research  at  Mississippi  State  University  and 
Chairman  of  the  Coalition  of  EPSCoR  States.  I  am  submitting  this  statement  on  behalf  of  the 
nineteen  state'  designated  by  the  National  Science  Foundation  as  eligible  to  participate  in  the 
Experimental  Program  to  Stimulate  Competitive  Research.  The  Coalition  requests  the 
Subcommittee  to  support  increased  funding  for  the  Institutional  Development  Award  (IDeA) 
program,  the  EPSCoR  program  at  the  National  Institutes  of  Health. 

EPSCoR 

The  purpose  of  the  EPSCoR  initiative  is  to  increase  the  competitiveness  of  research 
programs  in  those  states  historically  receiving  the  smallest  amounts  of  federal  research  and 
development  funding.  This  can  best  be  accomplished  by  identifying  faculty  members  and  programs 
which  are  near  a  level  of  national  competitiveness  but  have  not  yet  quite  achieved  that  goal. 
EPSCoR  is  an  investment  intended  to  move  those  individuals  and  programs  to  a  level  where  they 
can  make  substantive  contributions  to  the  nation's  research  program  and  contribute  significantly 
to  human  resources  development. 

States  that  traditionally  have  not  received  a  significant  share  of  federal  research  and 
development  funding  frequently  have  barriers  to  research  that  impede  the  progress  of  good 
scientists  and  limit  their  ability  to  compete  for  funds.  Barriers  to  research  in  states  with  limited 
funding  bases  may  include  inadequate  resources  in  a  number  of  categories  identified  by  the 
EPSCoR  Committee  of  a  state.  Examples  of  typical  barriers  include:  equipment,  funding  for 
graduate  students,  opportunities  for  interdisciplinary  research,  opportunities  for  cooperative 
activities  with  scientists  within  the  same  discipline,  research  time,  technical  support,  funding  for 
travel,  seminar  series,  and  other  development  activities. 

Until  a  state's  barriers  can  be  addressed  in  such  a  way  as  to  effect  change,  there  is  no 
strong  research  infrastructure  to  encourage  and  support  ongoing  research.  For  these  reasons  an 
EPSCoR  program  should  specify  broad  areas  in  keeping  with  an  agency's  mission,  but  the  state 
EPSCoR  Committee  should  be  able  to  determine  the  scientific  research  which  it  will  propose  and 
budget  new  funds  where  needed. 


Alabama,  Arkansas,  Idaho,  Kansas,  Kentucky,  Louisiana,  Maine,  Mississippi,  Montana,  Nebraska, 
Nevada,  North  Dakota,  Oklahoma,  South  Carolina,  South  Dakota,  Vermont,  West  Virginia,  Wyoming,  and 
the  Commonwealth  of  Puerto  Rico. 


1445 


EPSCoR  in  Mississippi 

The  State  of  Mississippi  has  a  vigorous  EPSCoR  program.  The  Mississippi  Research 
Consortium,  the  State's  EPSCoR  Committee,  has  adopted  five  objectives  for  the  development  of 
EPSCoR  projects  in  Mississippi.  These  objectives  are:  (1)  to  establish  a  research  agenda  that 
gives  direction  to  present  EPSCoR  research  components  and  provides  necessary  support  for  their 
growth;  (2)  to  create  a  critical  mass  of  scientists  by  implementing  inter-disciplinary  links,  thereby 
addressing  identified  barriers  to  research  through  the  sharing  of  resources;  (3 )  to  strengthen  the 
scientific  community  by  working  with  other  on-going  programs  and  by  stimulating  the  human 
resource  pool  in  the  state  to  become  actively  involved  in  the  research  and  education  process;  (4) 
to  expand  the  EPSCoR  model  to  other  areas  of  research  in  the  state  to  assist  near-competitive 
researchers  in  other  disciplines;  and  (S)  to  establish  technology  transfer  to  appropriate  user  groups 
by  developing  stronger  research  links  with  other  research  communities  and  by  creating 
mechanisms  for  commercial  linkages  for  support  of  university-bused  research. 

The  Mississippi  EPSCoR  program  has  been  a  stimulus  for  scientific  research  and 
education  in  our  State.  EPSCoR,  as  initiated  by  the  National  Science  Foundation,  has  helped 
Mississippi  to: 

-  form  a  critical  mass  of  scientists  to  ensure  competitive  research  within  our  universities; 

-  provide  the  Mississippi  Research  Consortium  with  the  tools  to  lead  our  State's  research 
infrastructure  initiatives; 

-  strengthen  research  and  institutional  interactions  within  the  State  as  well  as  enhanced 
activities  with  federal  agencies; 

-  expand  the  consortium  to  link  with  other  State  institutions  to  provide  opportunities  in 
encouraging  the  development  of  human  resources. 

IDeA 

Mr.  Chairman,  N1H  submitted  a  "Plan  to  Strengthen  the  Competitiveness  of  Selected 
States  for  Research  Funding"  in  1991  at  the  request  of  this  Subcommittee.  Last  year,  Congress 
passed  the  NIH  Revhalization  Act  (PL.  103-43)  which  directed  NTH  to  establish  a  program  to 
enhance  the  competitiveness  of  biomedical  researchers  in  states  with  historically  low  success 
rates.  As  a  result,  NIH  established  an  EPSCoR-like  program  called  the  Institutional  Development 
Award  (IDeA)  at  the  National  Center  for  Research  Resources.  The  IDeA  program  is  a  merit- 
based,  peer  reviewed  program  intended  to  broaden  the  geographical  distribution  of  NIH  funding 
for  biomedical/behavioral  research.  Primary  goals  of  the  IDeA  program  are  to  enhance  the 
competitiveness  of  research  institutions  in  IDeA  eligible  states  for  NIH  funded  grants  and  to 
increase  the  probability  of  long-term  growth  of  NIH  competitive  funding  to  investigators  at 
institutions  from  these  eligible  states.  The  program  is  similar  to  the  EPSCoR  program  initiated  by 
the  National  Science  Foundation. 
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In  FY93,  six  one-year  awards  were  made  for  a  total  of  $750,000.  Seven  two-year  awards 
were  made  in  response  to  a  solicitation  in  FY94  and  will  extend  through  FY9S.  Approximately 
10  new  competitive  awards  are  budgeted  for  FY96. 

In  order  to  build  the  medical  and  biotechnical  research  environment  on  both  institutional 
and  state-wide  levels,  NCRR  has  encouraged  participants  in  the  IDeA  program  to  propose 
innovative  research  activities  that  will  stimulate  sustainable  improvements  in  the  capacities  of 
institutions  in  eligible  states  to  compete  successfully  for  NIH  funds  and  will  result  in  enhanced 
research  competitiveness  of  the  institutions  in  future  years.  Examples  of  activities  include: 
development  of  infrastructure  necessary  for  multidisciplinary  approaches  for  conducting  broad- 
based  research;  faculty  development;  and  mentoring  of  junior  faculty  as  they  participate  in 
research  projects.  One  specific  example  of  how  IDeA  can  benefit  a  state's  biomedical  research 
efforts  can  be  found  in  Nevada. 

The  State  of  Nevada  has  used  NIH  IDeA  funds  to  build  the  infrastructure  of  the  School  of 
Medicine  at  the  University  of  Nevada,  Reno.  These  funds  purchased  a  high-rate  camera  (1,000 
full  frames  per  second)  which  is  now  operational.  The  imaging  system  has  capabilities  that  are 
found  nowhere  else.  This  equipment  is  so  unique,  when  the  Chairman  of  the  Physiology 
Department  at  McGill  University  in  Montreal  heard  about  it,  he  and  a  graduate  student  arranged 
for  a  two-week  visit  to  study  the  propogation  of  arrhythmias  in  cardiac  cells.  This  equipment  is 
also  a  center-piece  for  the  new  Graduate  Program  in  Biomedical  Engineering  with  culmination  in 
a  Master  of  Science  and/or  Doctor  of  Philosophy  degree. 

The  Mississippi  Research  Consortium,  which  oversees  the  EPSCoR  program  in 
Mississippi,  is  very  interested  in  this  round  of  competition.  Our  objective,  which  is  achieving 
sustainable  improvements  in  the  biomedical  research  environment  at  our  four  research 
universities,  will  be  aided  by  using  IDeA  funding  for  a  concerted  plan  of  faculty  development  that 
involves  the  acquisition  of  specific  technologies  applicable  to  research  in  infectious  diseases. 

The  Coalition  of  EPSCoR  States  commends  the  Subcommittee  and  NIH  for  providing 
funding  to  enable  NCRR  to  continue  the  implementation  of  the  IDeA  program  to  strengthen 
research  competitiveness  in  designated  states.  The  Coalition  endorses  the  Subcommittee's  past 
directive  to  NIH  that  all  planning  proposals  and  institutional  development  award  applications  be 
submitted  through  the  state  EPSCoR  Committees  because  we  agree  that  these  state-based 
improvement  mechanisms  are  essential  to  the  success  of  any  EPSCoR  program.  Likewise,  we 
agree  that  it  is  essential  for  the  National  Institutes  of  Health  to  work  closely  with  the  National 
Science  Foundation  in  implementing  this  program. 

The  Coalition  notes  that  the  1991  NIH  report  proposed  a  more  vigorous  program  NIH 
proposed  that  the  appropriate  funding  level  for  this  program  in  its  first  year  should  be  $2  million, 
and  $15  million  in  its  second  year.  This  Subcommittee  was  instrumental  in  directing  NIH  to 
allocate  $1.5  million  for  IDeA  in  its  first  two  years.  In  order  to  restore  this  program  to  the 
vigorous   level    of  participation    initially   recommended,    the    Coalition    of  EPSCoR    States 
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recommends  that  the  Subcommittee  provide  $20,000,000  to  NCRR  in  FY  1995  for  the  EDeA 
program. 

The  Mississippi  EPSCoR  program  is  breaking  new  ground  by  bringing  together  scientists 
and  academics  at  our  universities  and  colleges.  The  NIH-EPSCoR  program  holds  great  potential 
for  our  four  research  universities  and  for  the  Mississippi  Medical  Center.  This  is  an  exciting 
program  with  great  potential  benefit  for  states  such  as  Mississippi,  Arkansas,  Nevada,  North 
Dakota,  and  South  Carolina.  The  Coalition  of  EPSCoR  States  believes  it  will  produce  solid 
results  in  education  and  scientific  research  for  the  participating  states  and  the  Nation  as  a  whole. 

The  Coalition  appreciates  the  continued  leadership  of  the  members  of  the  Subcommittee. 
We  would  be  happy  to  provide  any  additional  information  you  may  need  to  evaluate  the 
Experimental  Program  to  Stimulate  Competitive  Research. 
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Statement  of  the 

American  Library  Association 

to  the 

Subcommittee  on  Labor,  Health  and  Human  Services,  Education,  and  Related  Agencies 
House  Committee  on  Appropriations 

on 
FY  1996  Library  Program  Appropriations 

April  7,  1995 


The  American  Library  Association— an  educational  association  of  55, 000  public,  academic, 
and  school  librarians,  library  supporters,  trustees,  and  friends  of  libraries— is  pleased  to  submit 
testimony  on  fiscal  year  1996  appropriations  for  library  programs. 

It  would  be  hard  to  find  another  area  in  the  budget  where  money  spent  brings  multiple 
benefits  to  such  a  wide  variety  of  people.  As  public  libraries  serve  their  communities,  education 
is  job  number  one,  according  to  a  national  survey  funded  by  the  Department  of  Education  and 
conducted  by  the  Gallup  organization  and  the  University  of  Minnesota.  The  three  most  important 
roles  of  the  public  library  were  the  library  as  support  center  for  students  of  all  ages  (88%),  a 
learning  center  for  adult  independent  learners  (85%),  and  a  discovery  and  learning  center  for 
preschool  children  (83%). 

The  pay-off  from  the  library  innovation  sparked  by  federal  funds  is  great,  both  in  matching 
funds  from  other  sources  and  in  new  services  helping  kids  and  adults  to  help  themselves.  For 
an  average  of  57C  per  person,  the  federal  investment  is  enabling  libraries  to  reach  out,  ramp  up 
and  retrain.  With  an  increase  in  funding  to  $1,  libraries  could  make  greater  strides  to  achieving 
connectivity,  sharing  information  resources,  and  training  the  public  to  take  advantage  of  new 
technology. 

Americans  can't  wait!  The  enormity  of  the  job  that  remains  for  all  to  take  full  advantage  of 
new  technology  through  their  libraries  can  only  be  accomplished  through  a  partnership  with 
federal  participation.  Full  connectivity  means  retrofitting,  wiring,  helping  with  ongoing 
telecommunications  charges,  providing  equipment  and  software,  training  (for  both  staff  and  the 
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public),  and  a  coming  together  of  all  community  institutions  in  a  town,  city,  and  state,  so  that 
all  can  participate. 

The  library  community  has  come  together  on  a  bold  new  proposal  to  reinvent  the  Library 
Services  and  Construction  Act  as  the  Library  Services  and  Technology  Act.  This  proposal 
would: 

•  Consolidate  by  reducing  eight  titles  to  two; 

•  Streamline  and  simplify  administration  of  the  program; 

•  Sharpen  the  focus  to  two  key  priorities  for  libraries: 

-  information  access  through  technology,  and 

-  information  empowerment  through  special  services; 

•  Join  states  with  the  federal  government  as  partners  for  change  and  implementers  of  equity; 

•  Increase  accountability  and  evaluation 

•  Increase  flexibility  at  state  and  local  levels;  and 

•  Emphasize  the  library  as  a  self-help  institution  and  community  partner  in  lifelong  learning 
and  literacy,  economic  development,  consumer  health  information,  etc. 

We  urge  prompt  action  on  this  proposal  to  enable  appropriators  to  provide  funding  based  on  this 
forward-looking  reinvention. 

Library  Services  and  Construction  Act 

LSCA  continues  to  provide  some  of  the  most  innovative  and  far-reaching  services  for 
constituents. 

For  example,  summer  reading  programs:  In  44  counties  in  South  Carolina,  43,812 
children  participated  in  a  program  where  the  theme  focused  on  ecology  and  natural  resources, 
and  almost  three  books  per  child  were  read.  Jobs  and  Business  Resources:  The  Gwinnett- 
Forsyth  (GA)  Regional  Library  provides  information  on  business,  finance,  and  health  issues  to 
members  of  the  community  in  the  outreach  program  for  small  business  owners.  In  Pittsburgh, 
LSCA  I  grants  are  used  to  help  unemployed  workers  find  jobs  by  using  a  jobs  data  bank,  as  well 
as  resource  materials  on  resume  writing.  Senior  Programs:  In  Colorado,  an  LSCA  I  grant 
enabled  a  library  system  to  establish  special  senior  programs  at  three  branch  libraries,  along  with 
special  collections  of  large-print  books,  books  on  tape,  and  programs  of  special  interest. 

Demand  for  LSCA  II  construction  and  technology  upgrading  funds  always  exceeds 
availability  by  several  magnitudes.  When  LSCA  funds  are  available,  they  stimulate  twice  the 
required  amount  of  nonfederal  matching  money.  LSCA  II  dollars  provide  jobs  in  communities 
across  the  country. 

The  President's  budget  would  zero  out  LSCA  III,  Interlibrary  Cooperation  and  Resource 
Sharing.  This  is  not  consistent  with  Presidential  emphasis  on  providing  access  for  schools  and 
libraries  to  the  information  superhighway.  LSCA  HI  has  assisted  all  states  to  share  library  and 
information  resources  across  jurisdictional  and  institutional  boundaries.  LSCA  III  provides  the 
needed  impetus  for  public,  academic,  school,  and  special  libraries  to  use  technology  to  share 
library  resources  widely  in  the  most  cost-effective  method.  To  serve  local  users  well,  libraries 
must  be  an  electronic  window  to  worldwide  resources. 
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Some  states,  such  as  Maryland  with  its  SAILOR  project,  have  used  LSCA  dollars  to  plan 
and  create  a  statewide  system  of  sharing  resources  electronically  and  providing  public  access  to 
the  Internet.  Rhode  Island  has  connected  academic,  school,  and  public  libraries  to  the  Internet 
to  create  a  network  of  resource  sharing,  using  LSCA  funds  and  other  local  funds  and  resources. 
Oklahoma  has  completed  planning  and  is  in  the  process  of  training  librarians  and  implementing 
a  statewide  network,  supported  in  part  by  LSCA  funds.  Success  stories,  like  the  ones  in 
Maryland,  Rhode  Island,  and  Oklahoma,  demonstrate  the  value  of  LSCA  seed  money,  especially 
LSCA  HI,  for  library  information  superhighway  on-ramps. 

Higher  Education  Act  Title  II 

Higher  Education  Act  library  programs  provide  library  access  to  new  technologies  and 
cooperation,  library  education  and  training,  improving  access  to  research  library  resources,  and 
strengthening  library  and  information  science  programs  and  libraries  at  Historically  Black 
Colleges  and  Universities  (HBCUs). 

All  funding  for  Higher  Education  Act  library  programs  would  be  eliminated  if  the 
President's  request  is  approved.  These  program  eliminations  would  reduce  any  impetus  for 
campus  libraries  to  respond  to  national  rather  than  local  initiatives.  These  include  programs  to 
assist  libraries'  use  of  electronic  technologies,  to  develop  networks  to  access  and  share  individual 
information  resources,  and  to  enable  the  treasures  in  individual  collections  to  be  accessed  on  the 
information  superhighway  by  a  much  broader  user  group.  The  library  fellowship  program  trains 
new  librarians  and  creates  the  next  generation  of  library  school  professors.  Support  for  this 
program  enables  recruitment  of  many  of  the  library  field's  leaders,  especially  in  post-graduate 
education,  many  of  its  minority  members,  and  many  of  its  information  technology  specialists. 

School  Library  Media  Resources  Program— Improving  America's  Schools  Act,  Hl-F 

Passage  of  the  Improving  America's  Schools  Act  in  1994  provides  a  framework  for 
improvement  in  America's  school  libraries.  Title  in  technology  will  allow  some  teacher  and 
librarian  training  in  technology,  as  well  as  some  community  grants  for  technology,  and  Title 
IH-F,  school  library  media  resources,  provides  a  much  needed  opportunity  to  improve  school 
libraries.  What  better  investment  than  to  provide  our  children  with  the  most  up-to-date  materials 
and  new  technology  in  their  school  libraries.  Funding  this  program  is  a  cost-effective  way  to 
prevent  expensive  remedial  training  later.  A  critical  investment  now  will  allow  our  elementary 
and  secondary  schools  to  become  incubators  for  the  highly  skilled,  computer-literate 
professionals  needed  for  the  workplace  of  the  future. 

The  American  Library  Association  recommends  funding  of  the  three  major  library  programs 
—Library  Services  and  Construction  Act,  Higher  Education  Act  title  II,  and  IASA  m-F  school 
library  media  resources  program— at  no  less  than  $258  million,  or  about  $1  per  person  at  the 
federal  level  for  America's  premier  lifelong  learning  and  self-help  institution:  the  library. 


Attachment 
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RESOLUTION  ON  LIBRARY  PROGRAM  FUNDING 


WHEREAS,  The  United  States  is  currently  spending  less  than  $150  million  on  Department  of 
Education  library  programs— about  57C  per  person,  or  about  the  cost  of  a  ball-point 
pen  or  cup  of  coffee;  and 

WHEREAS,  The  pay-off  from  the  library  innovation  sparked  by  federal  funds  is  great,  both  in 
matching  funds  from  other  sources,  and  in  new  services  helping  kids  and  adults  to 
help  themselves;  and 

WHEREAS,  Most  library  funding  is  local,  but  federal  stimulus  funds  extend  outreach  to  those 
for  whom  library  service  requires  extra  effort  or  special  materials,  adapt  new 
technologies  to  identify,  preserve,  and  share  library  and  information  resources 
across  jurisdictional  and  institutional  boundaries,  and  support  education,  research, 
and  demonstrations  in  library  and  information  science;  and 

WHEREAS,  These  funds  support  national  priorities  such  as  literacy  and  lifelong  learning,  and 
enable  libraries  to  serve  as  local  on-ramps  for  the  information  superhighway,  to 
ensure  that  access  is  equitable,  content  is  useful  and  useable,  and  expert  help  is 
available;  and 

WHEREAS,  The  library  potential  for  information  empowerment  would  be  damaged  by  the 
President's  budget,  rescissions,  and  the  rapid  congressional  agenda  of  severe  budget 
cutting;  now,  therefore,  be  it 

RESOLVED,  That  the  American  Library  Association  recommend  that  Congress  fund  the  three 
major  library  programs  (Library  Services  and  Construction  Act,  Higher  Education 
Act  title  II,  and  the  ESEA  111  F  School  Library  Media  Resources  Program)  at  no 
less  than  $258  million,  or  about  $1  per  person  at  the  federal  level  for  America's 
premier  lifelong  learning  and  self-help  institution— the  library. 


Adopted  by  the  Council  of  the 
American  Library  Association 
Philadelphia,  Pennsylvania 
February  8,  1995 
(Council  Document  20.3) 
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Distinguished  Chairman  and  Members  of  the  Subcommittee: 


The  Epilepsy  Foundation  of  America  (EFA)  appreciates  this  opportunity  to  submit  written 
comments  to  the  Subcommittee  regarding  programs  of  interest  to  the  epilepsy  community. 
EFA  is  the  national  voluntary  health  agency  that  works  for  people  affected  by  seizures  through 
research,  education,  advocacy  and  service.  EFA  and  the  75  affiliates  throughout  the  United 
States  represent  the  interests  of  the  over  two  million  Americans  with  epilepsy.  While  EFA  is 
supportive  of  a  number  of  programs  that  serve  people  with  epilepsy  and  other  disabilities  and 
health  conditions,  our  written  comments  will  focus  on  medical  research,  prevention  and  access 
to  job  training  services. 

Approximately  one  percent  of  the  population,  now  more  than  two  million  Americans,  have 
epilepsy.  Approximately  3-4%  of  all  Americans  over  their  lifetime  will  experience  seizures. 
One  third  of  the  approximately  125,000  new  cases  per  year  begin  in  children.  In  more  than  70 
percent  of  all  cases  no  cause  can  be  found.  Among  the  rest,  epilepsy  may  be  caused  by  head 
injuries,  strokes,  brain  tumors,  genetic  conditions,  lead  poisoning,  complications  during  fetal 
development  or  birth,  illnesses  like  meningitis  or  encephalitis,  or  even  severe  cases  of  measles. 

Epilepsy  is  a  chronic  condition  that  requires  a  lifetime  of  continual  medical  treatment  and 
education.  Currently,  there  is  no  cure  for  epilepsy.  While  many  people  with  epilepsy  are  able 
to  control  their  seizures  with  medications,  it  is  not  widely  understood  that  approximately 
500,000  individuals  have  intractable  or  uncontrolled  seizures.  The  economic  cost  and 
emotional  toll  of  epilepsy,  especially  uncontrolled  epilepsy,  on  individuals  and  families  can  be 
devastating. 


MEDICAL  RESEARCH 

EFA  believes  public  and  private  sector  support  for  biomedical  research  must  be  expanded  if 
health  care  quality  is  to  be  advanced  and  costs  contained.  In  short,  an  increased  federal 
commitment  to  biomedical  research  funding  must  be  an  integral  component  of  any  serious 
effort  to  contain  spending  in  the  future.  EFA  believes  that  through  research  advances  we  will 
prevent  and  one  day  cure  epilepsy  and  its  complications,  improving  the  quality  of  life  of 
millions  of  individuals  and  saving  billions  of  dollars.  The  investment  that  the  federal 
government  and  private  industry  have  made  in  epilepsy  research  over  the  past  few  decades  has 
led  to  many  advances  in  treatment.  New  and  better  anti-seizure  medications  and  surgical 
techniques  are  improving  seizure  control  and  have  enabled  many  people  with  epilepsy  to  lead 
independent  and  productive  lives. 

In  1993  and  1994,  the  FDA  approved  two  new  drugs  for  the  treatment  of  seizures  - 
gabapentin  and  lamotrigine.  These  drugs  are  a  major  addition  to  the  treatment  arsenal  for 
various  seizure  types.  They  will  benefit  many  adults  and  children  who  continue  to  have 
uncontrolled  seizures  or  who  are  experiencing  debilitating  side  effects  from  their  current 
medication- 
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Presently,  epilepsy  research  at  the  National  Institute  for  Neurological  Disorders  and  Stroke 
(NINDS),  an  institute  of  the  National  Institutes  of  Health,  focuses  on  why  neurons  in  the  brain 
become  seizure  prone,  how  such  neurons  are  able  to  recruit  neighboring  cells  in  spreading 
abnormal  discharges,  and  what  can  be  done  about  it  Basic  research  and  clinical  research  have 
benefited  from  many  new  tools  (e.g..  magnetic  resonance  imaging^  and  techniques  fe.g.. 
intensive  video-EEG  monitoring'!  that  have  emerged  within  the  last  decade.  Other  recent 
breakthroughs  include:  identification  of  the  gene  for  juvenile  myoclonic  epilepsy  (a  form  of 
epilepsy  that  typically  begins  in  adolescence);  and  an  understanding  of  how  epileptic  seizure 
sites  develop  (which  may  help  explain  the  mechanism  of  seizure  generation  and  clarify  steps  to 
improved  therapy). 

However,  more  research  focusing  on  children  and  adults  with  intractable  epilepsy  is  needed. 
For  example,  basic  molecular  neurobiology  research  being  developed  in  several  areas  may  lead 
to  a  whole  new  generation  of  more  effective  and  less  toxic  anti-seizure  medications.  Another 
area  ripe  for  research  is  women  and  epilepsy.  Among  the  areas  where  further  research  is 
needed,  is  the  relationship  between  hormones  and  seizures  throughout  the  female  life-cycle  and 
the  pregnancy  risks  for  women  with  epilepsy. 


PREVENTION 

In  1993,  the  Centers  for  Disease  Control  and  Prevention  (CDC)  launched  its  epilepsy  program 
within  the  National  Center  for  Chronic  Disease  Prevention  and  Health  Promotion.  This 
program  focuses  on  early  detection  and  treatment  of  epilepsy  and  enhancing  the  overall  quality 
of  life  of  persons  with  epilepsy  by  targeting  its  outreach  and  education  efforts  to  consumers  and 
health  professionals.  Areas  of  program  emphasis  include  the  importance  of  early  and  accurate 
diagnosis,  appropriate  treatment,  prevention  of  unnecessary  death  and  injury  and  patient 
education  and  management. 

There  are  currently  two  studies  underway.  One  dealing  with  direct  medical  costs  and  a  second 
dealing  with  assessment  of  the  effectiveness  of  prevention  and  education  interventions.  CDC  is 
also  creating  a  database  dedicated  to  specifically  capturing  information  on  prevention, 
intervention  and  education  activities.  The  Epilepsy  Foundation  of  America,  the  American 
Epilepsy  Society  and  the  National  Association  of  Epilepsy  Centers  have  been  working  with  the 
CDC  in  planning  and  developing  these  initiatives. 


JOB  TRAINING  SERVICES 

Epilepsy  is  a  condition  that  is  hidden,  episodic,  and  highly  variable  in  its  impact  on  individuals; 
epilepsy  is  often  misunderstood  by  employers  and  co-workers  and  is  one  of  the  most  socially 
stigmatized  disabilities  in  the  United  States.  Unemployment  for  persons  with  epilepsy  is 
estimated  to  be  twice  the  rate  in  the  general  population.  A  recent  survey  by  the  National 
Family  Opinion  research  organization  found  only  39%  of  people  with  epilepsy  are  employed 
full  time  and  33%  are  not  employed  at  all.  People  with  epilepsy  have  an  average  income  of 
$18,750  compared  with  $32,000  for  the  general  public. 
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Training  Applicants  for  Placement  Success  (TAPS)  is  a  successful  Department  of  Labor  funded 
grant  which  the  Epilepsy  Foundation  of  America  (EFA),  in  partnership  with  12  local  affiliates, 
provides  crucial  employment  services  to  people  with  epilepsy.  The  purpose  of  this  grant  is  to 
provide  job  search  and  ADA  awareness  training  to  persons  with  epilepsy,  combined  with  peer 
and  counselor  support  during  job  search,  coordination  of  services  with  local  agencies,  and 
extensive  employer  education  about  epilepsy  and  accommodation  in  the  workplace.  EFA  is 
one  of  nine  national  disability  organizations  which  receive  funds  from  Title  IV,  Pilots  and 
Demonstration  Account  of  the  Job  Training  Partnership  Act.  No  other  national  project  has  this 
focus  on  epilepsy  and  employment.  State  and  local  resources  are  rarely  available  for  these 
services. 

As  the  Subcommittee  debates  spending  priorities  EFA  recommends  continued  support  for  the 
TAPS  grant.  This  national  project  combines  the  best  elements  of  consumer  involvement,  local 
implementation,  outcome  orientation,  and  national  leadership  to  enable  nearly  1,000  people 
with  epilepsy  per  year  achieve  their  employment  goals.  The  following  qualities  distinguish  the 
TAPS  program: 

Outcome  Driven— Specific  annual  outcome  goals  include:  1)  at  least  800  persons  in 
competitive  employment  (67  per  site);  2)  $895  cost  per  person  placed;  3)  minimum  65% 
placement  rate;  4)  minimum  70%  retention  rate  at  90  days;  5)  follow-up  at  30,  90, 180,  365 
days;  6)  800  new  employer  contacts  per  year. 

Cost-Effective— For  the  grant  year  ending  June  30, 1994,  916  people  with  epilepsy 
achieved  competitive,  unsubsidized  employment;  the  average  cost  per  person  placed  was 
$781.50.  Job  retention  at  90  days  was  77%.  One-hundred  percent  (100%)  of  people 
placed  into  employment  received  follow-up  services.  Eighteen  hundred  forty  three  (1843) 
new  employers  were  contacted  through  personal  contact,  training  seminars,  and  job  fairs. 

Locally  Based— Local  sites  funded  through  this  project  are:  Los  Angeles,  CA;  Denver, 
CO,  Washington,  DC;  Miami,  FL;  Atlanta,  GA;  St,  Paul,  MN;  Kansas  City,  MO;  Trenton, 
NJ;  Rochester,  NY;  Portland,  OR;  Pittsburgh,  PA;  San  Antonio,  TX.  All  services^nd  all 
contacts  take  place  at  the  local  TAPS  sites.. 

Public  Private  Partnership-These  grants  require  minimal  federal  and  no  state 
bureaucracy.  The  majority  of  the  resources  flow  directly  to  the  local  service  provider  and 
each  affiliate  provides  a  match  in  the  form  of  staff  support  and  facilities  to  compliment  the 
grant.  EFA's  national  staff  hire,  train,  and  supervise  the  local  staff  who  implement  the 
program.  This  ensures  consistency  of  philosophy,  service,  and  procedure,  while  enabling 
each  office  to  establish  relevant  local  features  in  the  program.  A  national  database  is 
maintained  on  all  enrollees,  all  placements,  and  each  follow-up.  This  provides  detailed 
information  on  demographic,  medical,  social,  and  employment  factors  for  people  hefjaie 
TAPS  service,  after  leaving  the  program,  and  during  their  employment  experience. 

Customer  Satisfaction—Each  year,  hundreds  of  TAPS  participants  are  randomly  surveyed 
by  EFA's  national  TAPS  staff  for  customer  satisfaction  and  service  recommendations.  The 
administration  is  thus  able  to  monitor  trends  and  make  adjustments  in  the  project,  including 
ongoing  staff  training  and  development  of  print  and  video  resources  for  consumers, 
employers,  and  professionals. 
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FUNDING  RECOMMENDATIONS 

The  federal  government  plays  a  critical  role  in  the  funding  of  biomedical  research.  Much  of  the 
basic  research  currently  funded  through  the  National  Institutes  of  Health  would  not  be 
conducted  with  a  diminished  federal  commitment.    Private  industry,  which  currently  funds  a 
majority  of  the  applied  and  clinical  research,  would  find  basic  research  too  risky  an  enterprise 
as  there  are  no  assurances  that  it  will  produce  a  marketable  product  or  procedure. 

The  Epilepsy  Foundation  of  America  (EFA)  plays  its  part  by  providing  critical  support  to 
young  investigators  to  pursue  careers  in  seeking  the  causes  and  cures  for  epilepsy.  However, 
the  promise  of  future  breakthroughs  in  epilepsy  research  can  only  be  achieved  through 
increased  funding  for  epilepsy  research  programs  at  the  NIH,  NINDS,  and  CDC. 

EFA  urges  the  Congress  to  increase  the  federal  commitment  to  biomedical  research  bv 
allocating  sufficient  funding  to  advance  important  research  and  prevention  efforts  at  the 
following  agencies, 

National  Institutes  of  Health:  EFA  recommends  that  Congress  appropriate,  at  a  minimum, 
$12.2  billion  in  FY  1996.  It  would  provide  sustainable  growth  for  investigator  initiated 
research,  support  for  both  existing  and  new  research  centers  and  clinical  trials,  and  enhanced 
support  for  the  research  infrastructure. 

National  Institute  for  Neurological  Disorders  and  Stroke:  EFA  strongly  urges  Congress  to 
appropriate  $720  million  for  the  NINDS  in  FY  1996,  a  modest  10%  increase  over  FY 
1995  level  of  $651  million.  The  professional  judgment  recommendation  for  FY  1996 
appropriations  is  $870  million.  This  represents  the  amount  that  experts  in  the  field  believe  is 
needed  to  support  scientifically  worthy  research  projects.  While  it  is  our  goal  to  invest  to  the 
maximum  extent  possible  in  vital  medical  research,  we  believe  our  recommendation  is 
achievable  and  a  positive  incremental  step  toward  that  goal. 

Centers  for  Disease  Control  and  Prevention:  Funding  for  FY  1995  CDC  program  activities  are 
at  a  level  of  $710,000.  EFA  recommends  a  modest  increase  for  the  program  bringing  it  to 
its  originally  requested  level  of  $1  million.  This  will  provide  CDC  with  the  necessary  funds 
to  complete  the  planning  process  and  economic  survey  and  initiate  educational  programs  for 
providers  and  consumers.  It  is  critical  that  the  momentum  for  this  project  is  sustained  and 
carried  into  FY  1996  to  implement  the  first  phase  of  the  program. 

Department  of  Labor:-  As  the  Appropriations  Committees  consider  rescissions  for  FY  1995 
and  spending  for  FY  1996,  EFA  urges  continued  support  for  Title  IV,  the  Pilots  and 
Demonstrations  Account  of  the  Job  Training  Partnership  Act.  We  ask  that  the  Committee 
indicate  in  Report  language  their  support  for  the  disability  programs  funded  by  this  account. 
We  recommend  that  the  Pilots  and  Demonstrations  Account  continue  to  be  funded  at  $35 
million  for  FY  1996. 
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TESTIMONY  OF  MRS.  ELLIOT  RICHARDSON,  CHAIRMAN  OF  THE  BOARD 
READING  IS  FUNDAMENTAL,  INC. 

April  4, 1995 

Reading  Is  Fundamental  (RIF)  appreciates  the  opportunity  to  offer  recommendations  on  the 
Inexpensive  Book  Distribution  Program  (IBDP),  Improving  America's  Schools  Act,  Title  X 
Part  E,  Sec.  1050 1.  RTF  operates  the  program  under  contract  to  the  Department  of  Education. 

The  country  is  focused  on  broad  systemic  change — change  that  includes  a  serious  examination 
of  the  Federal  government's  role  in  the  delivery  of  programs  and  services.  To  survive  such 
scrutiny,  programs  must  demonstrate  that  they  are  cost-effective,  efficient,  unique,  that  they 
meet  a  real  need,  and  that  they  are  best  conducted  on  a  nationwide  scale.  The  IBDP  is  all  of 
these  things. 

For  these  reasons,  Reading  Is  Fundamental  (RD7)  respectfully  recommends  a  Fiscal  '96 
appropriation  of  $10.3  million  for  the  Inexpensive  Book  Distribution  Program.  This 
represents  level  funding,  the  same  amount  appropriated  for  Fiscal  '95. 

The  IBDP  is  one  of  the  nation's  most  cost-effective  and  efficient  programs.  With  the  help  of 
168,677  unpaid  volunteers  working  in  more  than  15,000  locations,  the  RIF  Book  Program  is 
putting  books  and  reading  front  and  center  in  the  lives  of  more  than  3  million  children.  Local 
projects,  which  may  be  found  in  every  state,  Washington,  D.C.,  and  the  off-shore  possessions, 
receive  Federal  funds  only  for  books,  none  for  administration.  This  cost-effective  volunteer 
network  enables  the  RTF  Book  Program  to  make  major  contributions  to  children's  reading  and 
learning  at  a  remarkably  low  annual  cost  to  the  taxpayer:  only  $3.04  per  child  last  year. 

The  award-winning,  nationally  acclaimed  RIF/IBDP  program  provides  essential  ingredients  to 
children's  education:   the  motivation  to  read  and  learn  and  the  opportunity  to  have  books  at 
home — books  they  select,  take  home,  keep,  and  do  read.   All  too  often,  books  children 
receive  via  the  IBDP  are  the  only  books  in  their  homes. 

As  a  beneficiary  of  the  RTF  Book  Program  told  us  recently,  "/  got  the  book  I  was  wanting.  I 
couldn't  get  it  before  because  it  costed  $3  JO  and  my  parents  didn't  have  the  money." 
Through  the  IBDP,  RTF  ensures  that  millions  of  children  will  have  access  to  the  basic  tools  of 
education — books  and  the  motivation  to  read  and  learn. 

National,  and  even  international  studies  document  that  the  most  proficient  readers,  across  all 
age  groups,  are  those  who  have  reading  materials  at  home,  who  read  for  pleasure,  and  who 
read  regularly.  There  is  increasing  evidence  these  same  factors — access  to  books,  reading  for 
pleasure,  and  reading  regularly — positively  affect  students'  abilities  in  science  and  math. 
Clearly,  skilled  readers  become  skilled  learners. 
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The  RIF/Book  Program  is  the  one  nationwide  program  with  the  singular  purpose  of  getting 
reading  materials  into  children's  homes  permanently,  getting  them  to  read  often,  and 
motivating  them  to  "practice"  reading.  It  has  the  added  benefit  of  involving  parents  in 
children's  reading  and  engaging  communities  in  supporting  children's  education.  Fully  one- 
third  of  the  168,000  plus  RIF  volunteers  are  parents  of  the  children  served.  Thus  the  Book 
Program  is  a  potent  force  for  parental  involvement 

Moreover,  RTF  has  a  capability  not  available  to  most  Federal  education  programs:  its  flexible, 
community-controlled  program  can  adapt  to  nearly  any  curriculum  or  child-oriented  service. 
And  RIF  can  take  the  program  to  the  children  wherever  they  are:   migrant  labor  camps, 
housing  projects,  juvenile  detention  centers,  Head  Start  and  Even  Start  centers,  hospitals, 
libraries  and  many  other  places,  in  addition  to  schools. 

This  very  flexibility  allows  RIF  to  work  directly  with  local  citizens  on  a  massive  scale  and 
with  no  intervening  bureaucracy.  Within  the  broad  parameters  of  the  IBDP,  local  citizens 
make  the  major  decisions  about  which  children  to  serve  and  what  methods  to  use  to  get 
children  to  read  and  continue  reading.  People  at  the  local  level  are  involved  in  the  planning 
and  delivery  of  this  hands-on  program,  so  they  see  their  tax  dollars  directly  at  work  in  a 
tangible  way. 

The  IBDP/RIF  program  affords  local  citizens  a  unique  opportunity  to  make  significant  and 
meaningful  contributions  to  children's  reading  and  learning.  They  respond  with  extraordinary 
dedication. 

In  Harlem,  a  young   RIF  "alum"  who  had  just  graduated  from  Williams  College — and 
certainly  did  not  want  for  job  offers — chose  to  return  to  his  old  neighborhood  to  "give 
something  back"  by  helping  children  there.  He  works  with  local  children  in  a  RIF/TBDP 
program  and  recently  spent  a  week  of  his  own  time  stripping  floors,  assembling  furniture, 
painting,  and  transporting  books  to  turn  a  couple  of  rooms  at  Harlem  Hospital  into  reading 
rooms  for  some  very  sick  children. 

On  the  opposite  coast,  a  former  teacher — now  a  RIF  volunteer — rises  early  to  traverse  the 
riverbanks,  welfare  hotels,  and  abandoned  cars  to  get  homeless  families  to  send  their  children 
to  school.  She  talks  to  parents  about  the  importance  of  schooling  and  makes  it  more  enticing 
for  the  children  because  they  know  she  comes  bearing  RIF/IBDP  books.  Her  dedication  to 
children  and  families  is  total.  She  helps  children  with  their  reading  and  homework;  she  takes 
them  on  trips  that  expand  their  horizons,  and  she  works  with  their  parents.  She  wants  all  of 
them  to  know  there  is  a  better  world  than  the  limited  one  they  now  occupy,  a  world  into 
which  she  invites  them  with  books  and  her  own  commitment 

Local  IBDP/RIF  volunteers  know  their  efforts  pay  off.  Reports  from  the  local  IBDP/RIF 
programs  consistently  verify  that  young  participants  in  the  Book  Program:   read  more 
frequently;  improve  their  reading  abilities;  use  the  library  more;  enjoy  increased  parent 
involvement  in  their  educations;  and  develop  improved  attitudes  toward  reading. 
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These  are  all  vital  components  of  children's  education,  components  that  must  be  in  place  if 
young  people  are  to  grow  up  literate  and  assume  their  place  in  the  world  as  productive  and 
responsible  citizens. 

The  Book  Program  leverages  unprecedented  involvement  from  Americans  at  the  local  level. 
RTF  also  builds  on  Federal  funds  to  leverage  private  support  to  augment  the  Federal  Book 
Program.  Last  year,  for  example,  IBDP/RIF  reached  nearly  3.3  million  children  with  the 
Federal  investment  of  $3.04  per  child  while  RTF  and  the  local  book  projects  leveraged  an 
additional  $10.82  per  child  in  private  funds,  goods,  and  services. 

In  addition,  RTF  built  upon  the  foundation  of  the  IBDP  and  expanded  on  the  effective 
practices  local  IBDP  projects  to  develop  programs  targeted  for  some  of  the  nation's  children 
and  families  most  in  need  of  help — families  with  a  demonstrated  willingness  to  help 
themselves.  These  initiatives  are  funded  through  private,  non-governmental  sources,  leveraged 
by  and  built  upon  the  foundation  of  the  Book  Program.   They  include:  programs  to  train  Head 
Start  parents  to  operate  RTF  projects;  programs  for  young  families  that  enhance  the  reading 
capabilities  of  two  generations,  while  teaching  parents  how  to  bring  up  their  children  in  a 
reading  environment;  training  for  low-literacy  level  parents  in  adult  learner  programs  in  the 
variety  of  skills  needed  for  operating  a  RTF  project  for  their  children. 

All  of  these  programs  have  the  dual  advantage  of  training  the  parents  in  management, 
budgeting,  book  selection,  organization,  and  developing  creative  reading  incentive  activities 
while  at  the  same  time  aiding  them  with  practical  skills  to  bring  up  their  children  as  readers. 

The  IBDP  has  also  been  the  foundation  for  special,  privately-funded  RTF  programs  that  reach 
across  the  curriculum  and  bring  educational  "best  practices"  directly  into  the  classroom. 
Among  them:   special  intensive  reading  incentive  programs  for  first  graders  upon  entering 
school;  family  reading  rallies,  workshops  and  training  sessions,  attracting  in  excess  of  75,000 
participants;  annual  poster  and  at-home  reading  contests  that  provide  mid-winter  motivation  to 
young  readers  across  the  country;  reading  corners  and  books  for  both  parents  and  children  in 
homeless  shelters;  a  series  of  guidance  booklets,  including  some  at  low  literacy  levels  and  in 
Spanish,  to  aid  parents;  and  a  supplemental  hands-on  science  program  that  links  scientific 
discovery  and  books.  These  targeted  programs  and  materials  are  built  upon  the  expertise, 
insight,  and  momentum  gained  through  the  Inexpensive  Book  Program.  While  dependent  on 
the  foundation  the  IBDP  provides,  all  have  been  developed  and  disseminated  at  no  cost  to  the 
government 

The  stable  foundation  of  the  Book  Program  has  also  enabled  RTF  to  develop  national 
partnerships  and  attract  investments  of  time,  money,  and  in-kind  services  that  are  channeled 
directly  to  local  communities.  As  a  result  of  the  IBDP,  RIF  has  become  a  respected  partner  to 
some  of  the  nation's  most  prominent  corporations,  foundations,  and  service  organizations,  as 
well  as  those  institutions  most  involved  in  children's  education. 
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A  few  of  the  groups  with  whom  RIF  has  formed  partnerships  to  benefit  families  and  children 
participating  in  the  IBDP  include:    Chrysler  Corporation,  Kiwanis  International,  PTOs  & 
PTAs,  Lions  Clubs,  Boys  &  Girls  Clubs,  Libraries,  Jaycees,  Even  Start,  local  businesses, 
Alpha  Kappa  Alpha,  Head  Start,  Rotary  Clubs,  and  others. 

These  partners,  and  many  more,  invest  in  RIF  because  the  RIF  Book  Program  is  a  sound  and 
time-tested  means  to  improve  the  quality  of  education  in  America.   RIF  is  able  to  offer  a 
program  of  sufficient  scope  and  impact  to  merit  these  many  broad-reaching  partnerships 
thanks  to  the  existence  of  the  Book  Program.   Thus,  the  IBDP  is  the  cornerstone  upon  which 
RIF  has  built  a  national  coalition  of  public  and  private  partners  committed  to  ensuring  that 
tomorrow's  leaders  have  the  opportunity  to  grow  up  reading  today. 

The  partnerships,  programs,  and  services  made  possible  by  the  IBDP  are  unique:  no  other 
agency  or  institution,  private,  state,  or  Federal  provides  services  comparable  to  the  Book 
Program.  Furthermore,  the  amalgam  of  programs,  services,  and  capabilities  that  is  the 
IBDP/RIF  program  is  only  possible  at  the  Federal/national  level. 

The  Book  Program  is  most  cost  effectively  carried  out  by  a  centralized  management  without 
which  it  would  be  so  broadly  dispersed  as  to  lose  its  efficiency  and  effectiveness.  RIF 
provides  a  streamlined  nationwide  delivery  system,  efficiently  bringing  books  and  services  to 
the  nation  at  a  low  cost  that  could  not  be  matched  through  alternative  mechanisms. 

Among  the  significant  benefits  of  national  management  is  RIF's  ability  to  negotiate,  on  a 
nationwide  scale,  discounts  and  services  from  book  suppliers  in  behalf  of  local  projects.  As  a 
result,  IBDP  funds  go  farther  and  serve  more  children.  Book  discounts  of  the  size  RIF  is  able 
to  secure  for  Book  Program  projects  could  not  be  negotiated  locale  by  locale — nor  could 
management  and  operations  costs  be  kept  so  low. 

Federal  funds  are  not  only  well-stewarded  through  the  centralized  management  of  RIF/IBDP, 
they  are  also  accounted  for  with  rigor.  RIF  is  regularly  audited,  sometimes  twice  a  year.  And 
in  all  the  years  it  has  operated  the  IBDP,  not  so  much  as  one  penny  of  Federal  funds  has 
gone  unaccounted  for.  In  addition,  RIF  provides  Congress  and  taxpayers  a  detailed  accounting 
of  the  local  programs  it  has  funded — where  they  operate,  the  number  of  children  they  serve, 
the  number  of  books  they  have  placed  in  children's  hands,  and  what  they  have 
accomplished — each  year. 

RIF  and  the  services  it  provides  through  IBDP  have  been  deemed  among  the  "top  20  most 
credible"  by  readers  of  the  Chronicle  of  Philanthropy,  have  been  named  one  of  the  top  15 
that  "Really  Helps  Kids"  by  Parents  magazine,  and  have  received  one  of  only  seven  A+ 
ratings  from  the  American  Institute  of  Philanthropy. 

RIF  also  assures  that  Federal  funds  are  carefully  managed  and  expended  only  as  is  intended. 
Federal  support  is  provided  to  local  groups  for  the  purchase  of  children's  books  only.  Local 
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groups  must  cover  all  personnel,  operating,  and  other  costs.  And  all  local  programs  must  raise 
matching  funds  (except  migrant  programs  which  receive  full  funding  as  mandated  by  law). 

In  addition,  Federal  monies  go  only  to  those  local  groups  that  could  not  otherwise  operate. 
Every  applicant  for  Federal  funding  is  asked  whether  the  applying  program  can  operate 
without  Federal  matching  book  funds.  Every  program  funded  by  RTF  must  have  a  clear  and 
demonstrable  need  for  Federal  matching  funds  in  order  to  receive  Federal  support  to  reach  the 
children  they  serve. 

At  no  time  in  RTF's  29  year  history  has  it  been  more  important  for  children  to  have  the 
chance  to  grow  up  literate.  In  an  increasingly  complex  and  information-driven  world,  we 
know  with  certainty  that  "what  was  a  satisfactory  level  of  literacy  in  1950  will  probably  be 
marginal  by  the  year  2000."  (Becoming  A  Nation  of  Readers)  The  IB  DP  clearly  provides  what 
our  children  need  to  become  skilled,  fluent  readers  for  the  21st  century.  And  it  does  so  in  the 
most  cost-effective  and  efficient  way  possible. 

$10.3  MILLION  IS  A  SOUND  INVESTMENT  TOWARD  A  CRUCIAL  RETURN 

The  IBDP  is  a  sound,  cost-effective  program  that  succeeds  in  getting  young  people  to  read 
wherever  they  are.   IBDP/RIF  is  what  is  needed: 

•  To  get  young  people  to  read  more,  by  making  books  available,  and  by  encouraging  them 
to  want  to  read. 

•  To  create  a  climate  that  promotes  children's  literacy  in  homes,  schools,  and  communities. 

•  To  attract  the  levels  of  volunteer  and  corporate  support  necessary  to  sustain  a  national 
grassroots  commitment  to  children's  literacy. 

This  is  a  modestly  priced  program  that  brings  back  to  the  taxpayer,  and  the  nation,  dollar  for 
dollar,  and  child  by  child,  far  more  than  it  costs.  It  is  a  time-tested  program,  a  successful 
program,  one  that  offers  important  help  to  our  youngest  citizens,  one  which  local  citizens 
overwheuningly  support  because  they  know  it  works. 

Above  all,  the  Inexpensive  Book  Distribution  Program  is  a  major — and  low-cost — part  of  the 
solution  to  one  of  this  nation's  most  urgent  and  compelling  challenges:  the  need  to  ensure  a 
literate  future  for  all  our  young  people. 

A  program  that  put  10,443,5%  books  into  the  hands  of  3,299,780  children,  that 
involved  168,677  local  volunteers,  that  operated  in  15,744  locations  across  the  nation 
last  year— the  Inexpensive  Book  Distribution  is  a  big  program  with  a  small  price  tag. 

We  respectfully  request  that  the  Congress  continue  the  wise  investment  in  the  Book  Program, 
a  program  that  offers  this  nation  much  of  what  is  needed  to  build  a  literate  tomorrow,  by 
appropriating  $10.3  million  for  the  IBDP  for  Fiscal  Year  1996. 
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Mr.  Chairman  and  members  of  the  House  Appropriations  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education,  thank  you  for  the  opportunity  to  present  written  testimony 
on  behalf  of  the  National  Alopecia  Areata  Foundation  (NAAF)  concerning  the  need  for 
funding  for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases 
(NIAMS),  a  component  of  the  National  Institutes  of  Health  (NIH).    Federal  funds  for 
NIAMS'will  result  in  significant  benefits  to  the  estimated  two  and  one  half  million 
Americans  suffering  with  the  disease  alopecia  areata. 

What  is  Alopecia  Areata? 

Alopecia  areata  is  a  disease  of  the  hair  follicle  that  causes  sudden  hair  loss  ranging  from 
one  small  patch  on  the  scalp  to  the  loss  of  every  hair  on  the  body,  including  eyelashes  and 
eyebrows.    It  occurs  in  males  and  females  of  all  ethnic  groups  and  ages,  but  children  are 
affected  most  often.    Alopecia  areata  will  strike  about  one  percent  of  us  by  age  50. 
Currently,  there  is  no  cure  for  alopecia  areata.    Scientists  are  not  sure  what  causes  alopecia 
areata,  but  evidence  is  mounting  that  an  immunological  signal  is  involved.    The  disease  is 
probably  an  autoimmune  disorder,  one  in  which  the  body  forms  antibodies  against  some 
part  of  the  hair  follicle  (a  type  of  "self  allergy"). 

Alopecia  areata  is  not  life-threatening  but  is  certainly  challenging  emotionally  and  life- 
altering.  The  sudden  onset,  recurrent  episodes,  and  unpredictable  course  can  be  traumatic 
for  those  suffering  with  the  disease  and  their  family  members.    Almost  everyone  who  has  to 
deal  with  the  loss  of  their  hair  goes  through  psychological  pain  and  suffering.    The  loss  of 
hair  can  contribute  to  depression,  low  self-esteem,  and  a  general  sense  of  vulnerability  and 
isolation.    This  can  lead  to  adults  being  less  productive  at  work  and  children  dreading  going 
to  school  each  day. 

Consider  how  devastating  gradual  hair  loss  is  to  adults  and  imagine  what  it  is  like  for  a 
small  boy  in  elementary  school  being  made  fun  of  by  his  classmates  for  looking  different  or 
a  teenage  girl  being  left  out  or  ridiculed  because  she  is  bald. 

Physically,  alopecia  areata  is  a  problem  because  hair  serves  very  practical  purposes.    It 
protects  the  eyes  from  dust  and  glare,  it  insulates  the  head  from  cold  and  heat,  and  protects 
the  nose  and  sinuses  from  foreign  particles  and  bacteria. 

Treatments  for  the  disease  are  often  ineffective  or  simply  cosmetic  because  so  little  is 
known  about  the  cause  of  alopecia  areata.    Compounding  our  lack  of  knowledge,  many 
insurance  companies  do  not  cover  the  cost  for  individuals  seeking  diagnostic  procedures  or 
treatments. 

The  National  Alopecia  Areata  Foundation 

The  National  Alopecia  Areata  Foundation  (NAAF)  was  founded  fourteen  years  ago  in  order 
to  help  those  with  alopecia  areata  cope  with  and  understand  the  disease.    NAAF  is  the 
largest  private  funding  agency  in  the  world  supporting  research  on  alopecia  areata.    Since 
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its  creation,  the  Foundation  has  been  able  to  fund  and  promote  research,  create  a  network  of 
support  groups,  and  make  major  strides  in  educating  both  the  medical  profession  and  the 
general  public  about  the  disease. 

NAAF  has  more  than  50  support  groups  across  the  country  that  offer  people  with  alopecia 
areata  an  opportunity  to  meet  others  and  share  solutions  for  enduring  the  disease.    Support 
groups  further  the  Foundation's  goal  of  research,  help,  and  public  awareness.    Each  year, 
NAAF  organizes  an  international  conference  for  families,  doctors,  researchers,  and 
exhibitors  to  present  and  learn  about  the  latest  developments  in  research,  treatment,  and 
support. 

Extensive  research  into  alopecia  areata  began  in  the  mid  1980'a  after  NAAF  started 
funding  major  grants.    The  Foundation  has  raised  over  a  million  dollars  for  research  which 
was  provided  to  qualified  investigators  through  a  peer-review  system  like  that  of  the 
National  Institutes  of  Health  (NIH). 

For  the  past  five  years  NAAF  has  been  funding  research  to  develop  two  animal  models  to 
be  used  to  study  alopecia  areata.    Other  areas  of  research  that  NAAF  is  funding  include 
genetyping,  treatments,  immunology,  and  hair  biology. 

Role  of  NIAMS 

In  October  1990  a  "Research  Workshop  on  Alopecia  Areata"  was  co-sponsored  by  NAAF 
and  NIAMS.    This  research  provided  the  participants  an  opportunity  to  summarize  the 
current  knowledge  of  alopecia  areata  and  to  focus  on  specific  questions  that  need  to  be 
answered  in  order  to  understand  what  the  malfaction  is  in  the  disease.    In  1994,  the  NAAF 
provided  80  percent  of  the  funds  for  a  "Second  International  Research  Workshop  on 
Alopecia  Areata"    co-sponsored  with  NIAMS.    The  second  workshop  has  developed  into 
several  collaborations  and  the  creation  of  an  international  committee  to  develop  precise  and 
uniform  international  classifications  and  definitions  to  be  used  by  all  investigators. 

Research  funded  by  NAAF  focusing  on  the  hair  bulge  has  now  been  awarded  a  NIAMS 
grant  and  will  continue  to  evaluate  the  role  of  the  hair  bulge  in  the  control  of  the  hair 
follicle  cycle. 

Although  NAAF  is  the  largest  private  donor  agency  in  the  field  of  alopecia  areata  research, 
a  cure  can  not  be  found  without  the  support  of  NIAMS.  By  providing  greater  funding  for 
NIAMS  this  institute  can,  in  turn,  provide  greatly  needed  grants  to  scientists  searching  for 
the  cause  and  cure  of  devastating  diseases. 

When  NIAMS  funds  research  for  a  particular  area,  it  is  seen  as  a  priority  by  talented 
scientists.    In  pragmatic  terms,  researchers  must  have  enough  funds  to  allow  them  to  invest 
years  of  their  lives  searching  for  a  cause  and  a  cure  for  alopecia  areata  and  other  diseases. 
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With  the  support  of  NIAMS,  researchers  studying  other  diseases  make  make  breakthoughs 
that  have  applications  for  alopecia  areata.  For  example,  a  researcher  with  a  NIAMS  grant, 
working  on  a  study  unrelated  to  alopecia  areata  discovered  that  the  mice  he  was  using  had 
alopecia  areata.  This  discovery  occured  due  to  the  researcher's  awareness  of  NIAMS' 
interest  in  alopecia  areata.  On  the  other  hand,  researchers  studying  the  functioning  of  the 
immune  system  in  relation  to  alopecia  areata  may  discover  relevant  information  for  another 
condition. 

NIAMS  is  one  of  the  most  efficient  and  effective  institutes  in  the  NIH  system.   NIAMS 
could  do  more,  if  resources  were  available.    NIAMS  is  able  to  fund  fewer  than  1  in  5 
submitteed  grants  annually.    It  is  expected  that  in  fiscal  year  1995,  NIAMS  will  fund  19.9 
percent  of  submitted  grant  applications,  while  NIH  overall  expects  to  fund  24.3  percent. 
Unfunded  research  opportunities  result  in  fewer  scientists  applying  for  NIAMS  grants. 
NIAMS  must  receive  parity  with  the  other  institutes. 

In  conclusion  Mr.  Chairman,  the  public/private  partnership  between  NIAMS  and  NAAF  is 
making  a  difference  but  more  work  is  needed  if  we  are  to  find  a  cure  for  alopecia  areata. 
This  work  is  not  possible  without  increased  funding  of  NIAMS.    In  order  to  make  this 
partnership  work,  NIAMS  needs  to  be  sufficiently  funded  so  that  they  can  make  grants  and 
encourgage  cooperation  with  our  Foundation. 

NAAF  urges  this  committee  to  appropriate  $271  million  for  fiscal  year  1996.   Thank  you 
for  your  time  and  interest. 


Vicki  Kalabokes,  Executive  Director 
National  Alopecia  Areata  Foundation 
710  C  Street,  Suite  11 
San  Rafael,  CA   94901 
(415)  456-4644 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to 
provide  a  statement  for  the  record.  In  my  statement,  I  will  outline  a  unique,  long-range  plan 
to  improve  the  delivery  of  primary  health  care  services  and  social  services  in  the  City  of 
Allentown.  Sacred  Heart  Healthcare  System  has  developed  this  plan,  which  is  already  being 
implemented,  in  concert  with  city  and  county  officials  to  form  a  private-public  partnership  that 
will  serve  the  residents  of  Allentown  who  are  most  in  need  of  health  care  and  social  services. 

Sacred  Heart  HealthCare  System  has  been  operating  as  a  non-profit  institution  in 
Allentown  since  1912.  Since  its  founding,  providing  health  care  services  to  those  in  need  has 
been  at  the  cornerstone  of  our  philosophy;  as  a  result,  we  have  a  profound  understanding  of  the 
health  care  needs  of  the  community  and  know  that  these  necessary  services  cannot  be  adequately 
delivered  in  a  hospital  setting.  It  is  for  this  reason  that  we  have  pursued  and  begun  to  implement 
the  proposal  I  am  about  to  describe  to  you. 

Specifically,  Sacred  Heart  has  begun  development  of  the  Allentown  Health  Park.  The 
objectives  of  the  health  park  are: 

•  To  improve  the  health  status  of  the  residents  of  Allentown. 

•  To  increase  the  access  of  the  City's  underserved  populations  to  both  health  care 
and  government-  and  community-sponsored  social  services  through  the  physical 
and  functional  integration  of  these  services. 

•  To  create  more  efficiency  in  the  delivery  of  health  care  and  social  services. 

•  To  reduce  costs  through  the  integration  of  services. 

As  outlined  in  the  objectives,  the  Allentown  Health  Park  will  integrate  health  care  and 
social  services  to  provide  the  recipients  of  these  services  with  a  "seamless"  continuum  of  care. 
It  will  also  put  added  resources  in  the  hands  of  providers.  Social  services  agencies  will  be  better 
equipped  to  assist  their  clients  with  health  care  issues.  Further,  there  will  be  improved 
coordination  among  the  various  agencies.   Similarly,  health  care  providers  will  be  able  to 
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coordinate  with  social  services  agencies  to  augment  the  care  of  patients.  For  instance,  Sacred 
Heart  will  be  better  able  to  assist  elderly  patients  by  working  closely  with  the  Lehigh  County 
Senior  Citizens  Program  to  ensure  that  the  patient  will  be  well  cared  for  after  leaving  the 
hospital;  and  the  social  services  agencies  can  insure  that  a  low-income  expectant  mother  will  get 
adequate  prenatal  care.  Finally,  the  presence  of  all  of  these  services  in  a  central  location 
provides  convenience  for  the  recipients  of  services  and  incentive  for  them  to  utilize  services. 

The  Health  Park  will  be  located  in  the  center  of  the  city,  adjacent  to  Sacred  Heart,  a  292 
bed  acute  care  hospital.  In  addition  to  the  hospital  and  an  existing  medical  office  building,  the 
Health  Park  will  include  the  Center  for  Primary  Health  and  Family  Practice  Development,  an 
out-patient  cancer  center  with  medical  offices,  housing  for  the  elderly,  the  county  human  service 
agencies,  city  health  services,  and  community  social  service  organizations. 

Although  the  City  of  Allentown  and  Lehigh  County  are  active  participants  in  the  Health 
Park,  I  will  address  only  the  health  care  delivery  aspects  of  the  park,  particularly  the  Center  for 
Primary  Health  and  Family  Practice  Development,  for  which  Sacred  Heart  is  seeking  the 
Subcommittee's  support  for  $6.25  million  in  Federal  assistance. 

It  is  our  vision  that  the  Center  for  Primary  Health  and  Family  Practice  Development  will 
serve  as  the  anchor  of  the  Health  Park.  Specifically,  the  Center  will  be  dedicated  to  the  delivery 
of  primary  and  preventive  health  care  services  to  the  medically  underserved  residents  of 
Allentown  in  an  environment  designed  to  contain  spiraling  health  care  costs.  The  Center  will 
focus  on  disease  prevention,  health  promotion  (maintenance  and  screening),  health  education, 
and  when  necessary,  provide  treatment  and  intervention.  By  focusing  on  prevention  and  early 
detection,  costly  hospital  stays  can  be  reduced  and  the  health  status  of  the  population  improved. 
The  services  provided  will  be  culturally  sensitive,  allowing  for  broader-based  use  by  the  at-risk 
population. 

The  Center  will  also  focus  on  community  education  in  the  areas  of  primary  care, 
preventive  medicine,  health  maintenance  and  promotion.  This  program  will  raise  community 
awareness  and  encourage  individuals  to  assume  more  responsibility  for  their  health  and  the 
health  of  their  families.  Finally,  the  Center  will  serve  to  increase  the  number  of  medical 
professionals  who  practice  family  medicine  in  the  Allentown  area  and  in  the  region.  The  Center 
will  be  a  model  teaching  facility  for  Family  Practice  residents,  who  are  well-suited  to  deliver 
primary  care  services.  The  Center  will  also  provide  training  for  nurse  practitioners  who  desire 
to  specialize  in  a  primary  care  discipline,  and  for  dental  residents.  Because  of  Sacred  Heart's 
longstanding  leadership  role  in  the  delivery  of  primary  care  in  Allentown,  we  feel  that  we  are 
uniquely  qualified  to  develop  the  Allentown  Health  Park  and  to  operate  the  Center  for  Primary 
Health  and  Family  Practice  Development. 
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There  is  little  doubt  that  there  is  a  tremendous  need  in  Allentown  for  the  innovative 
approach  to  health  care  and  social  services  that  the  Health  Park,  and  the  Center  for  Primary 
Health  and  Family  Practice  Development  in  particular  will  provide.  The  following  profile  of 
the  City  of  Allentown  will  shed  considerable  light  on  this  need. 

The  City  of  Allentown  has  a  population  of  105,000  and  is  home  to  growing  populations 
of  elderly  residents  and  minorities,  particularly  Hispanics.  The  elderly  account  for  17  percent 
of  the  City's  residents  and  this  population  will  increase  significantly  in  the  next  10  years. 
Hispanic  residents  make  up  another  12  percent  of  the  population.  In  addition,  22  percent  of  the 
City's  residents  are  children. 

Many  of  Allentown's  residents  are  considered  low-  and  middle-income  earners.  An 
overwhelming  33  percent  of  Allentown's  42,600  households  rely  on  Social  Security  income. 
As  measured  in  dollars,  these  residents  have  a  mean  Social  Security  income  of  $8,256  a  year. 
Another  8.5  percent  of  Allentown's  residents  receive  public  assistance.  According  to  the  latest 
census,  13  percent  of  the  City's  residents  live  below  the  poverty  level.  Among  children  under 
the  age  of  five,  26  percent  live  in  poverty,  and  5 1 .5  percent  of  all  Hispanic  children  in  the  City 
live  in  poverty,  ranking  Allentown  tenth  nationally. 

Sacred  Heart  is  painfully  aware  of  these  statistics  and  their  impact  on  health  care.  As 
the  only  full  service  community  hospital  in  the  City,  we  see  them  in  our  Emergency  Room  every 
day.  We  see  them  as  patients  with  serious  diseases  which  could  have  been  easily  treated  if  these 
diseases  had  been  detected  early.  We  see  them  in  the  elderly  who  often  don't  receive  proper 
medical  treatment  or  cannot  care  for  themselves.  And  we  see  them  in  children  who  have  not 
been  immunized,  or  for  that  matter,  have  never  seen  a  doctor.  In  short,  we  see  those  who  have 
fallen  through  the  cracks  of  our  health  care  and  social  services  systems. 

Statistics  taken  from  Sacred  Heart's  records  can  better  quantify  the  need  for  more 
efficient  primary  health  care  services.  Sacred  Heart's  emergency  room,  like  many  emergency 
rooms  nationally,  is  providing  non-emergency  services  to  area  residents.  According  to  hospital 
records,  50  percent  of  the  33,600  visits  to  Sacred  Heart's  emergency  room  in  fiscal  year  1992 
were  categorized  as  non-urgent.  Hospital  records  also  indicate  that  trie  emergency  room  serves 
primarily  Allentown  residents  and  that  a  majority  of  these  patients  receive  medical  assistance  or 
do  not  have  insurance.  In  fiscal  year  1993,  84  percent  of  the  patients  seen  in  the  emergency 
room  were  from  Allentown,  and  60  percent  of  these  patients  reside  in  the  hospital's  zip  code. 
Forty-seven  percent  of  all  patients  seen  in  the  emergency  room  relied  on  medical  assistance, 
while  another  10  percent  did  not  have  any  insurance  at  all.  An  astounding  70  percent  of  the 
patients  on  medical  assistance  seen  in  the  Emergency  Room  resided  in  the  hospital's  zip  code. 
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While  these  statistics  are  certainly  compelling,  we  recognize  that  A  lien  town  is  not  the 
only  city  in  the  nation  that  faces  such  hardships.  We  believe  that  the  plan  that  Sacred  Heart  has 
developed  with  the  City  and  Lehigh  County  is  one  which  can  be  used  as  a  model  for  other 
economically  distressed  areas,  both  urban  and  rural,  throughout  the  nation  that  are  seeking  new 
methods  to  deal  with  these  issues  upon  which  their  economic  future  rests. 

Although  bringing  all  of  the  necessary  elements  together  to  create  the  Health  Park  is  a 
challenging  task,  Sacred  Heart  has  already  made  significant  strides.  Sacred  Heart  has  been 
working  closely  with  city  and  county  officials  on  the  plan,  and  has  consulted  with  experts  at 
local  colleges  about  developing  improved  education  and  training  programs.  Most  recently,  the 
hospital  broke  ground  on  the  out-patient  cancer  center  and  a  400-space  parking  deck.  This 
project  will  be  completed  in  January  of  1995  at  a  cost  to  the  hospital  of  $6.5  million.  In 
addition,  Sacred  Heart  has  to  date  expended  $1.25  million  to  expand  primary  care  services.  We 
also  plan  to  invest  another  $1  million  in  the  Center  for  Primary  Health  and  Family  Practice 
Development. 

We  are  very  proud  of  what  we  have  been  able  to  accomplish  to  date.  However,  the  need 
for  expanded  health  services  is  growing  rapidly  and  we  know  that  we  must  do  more  in  the  near 
future.  Sacred  Heart  continues  to  struggle  with  the  economic  and  health  care  realities  that  its 
service  population  faces,  but  cannot  overcome  this  challenge  alone. 

As  such,  Sacred  Heart  and  the  Allentown  community  are  seeking  a  Federal  contribution 
of  $6.25  million  to  establish  the  Center  for  Primary  Health  and  Family  Practice  Development 
to  be  located  in  the  Allentown  Health  Park.  We  hope  that  you  will  give  this  proposal  serious 
consideration  as  you  and  your  Subcommittee  make  spending  decisions  for  Fiscal  Year  1996. 

Again,  thank  you  for  allowing  me  to  provide  this  statement  and  for  your  consideration 
of  this  request. 


89-504    O— 95 47 
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Mr.  Chairman,  the  Friends  of  NICHD  Coalition  includes  nearly  100  organizations 
representing  scientists,  health  professionals,  and  advocates  for  the  health  and  welfare  of  women, 
children,  families  and  people  with  disabilities.  Since  its  inception  in  1963,  the  National  Institute 
of  Health  and  Human  Development  (NICHD)  has  compiled  an  impressive  record  of 
achievement,  conducting  and  funding  research  on  the  prevention  and  treatment  of  many  of  the 
most  insidious  health  problems  facing  our  nation:  infant  mortality  and  low  birthweight, 
unintended  pregnancy,  birth  defects,  mental  retardation  and  other  developmental  disabilities,  and 
pediatric  AIDS.  Although  Congress  did  not  pass  a  health  care  reform  bill  last  year,  one  area 
of  significant  agreement  emerged  —  that  of  increasing  attention  to  prevention  as  one  of  the  few 
ways  of  saving  money  -  and  lives  -  in  the  long  run.  Prevention-related  research  is  the  core  of 
NICHD's  work. 

Virtually  every  aspect  of  the  institute's  research  -  both  basic  and  applied  -  is  designed 
to  prevent  or  ameliorate  disease  or  disability.  NICHD  has  one  of  the  broadest  missions  of  any 
at  NIH;  the  institute's  research  ranges  from  studies  of  molecular  biology,  to  better  understanding 
the  motivations  driving  human  behavior,  to  developing  the  means  to  restore  function  in 
individuals  with  a  physical  disability. 

Still,  the  institute  has  not  been  able  to  investigate  many  of  the  areas  within  its  mandate 
to  its  fullest  potential.  While  the  coalition  supports  NICHD's  professional  judgment  budget  for 
fiscal  year  1996,  $795  million,  we  recognize  that  in  the  present  fiscal  climate,  that  figure  may 
represent  an  unrealistic  increase.  On  the  other  hand,  we  feel  that  the  biomedical  and  behavioral 
problems  the  institute  seeks  to  address  are  critical  to  the  future  health  of  our  nation's  people, 
justifying  a  significant  new  investment  from  Congress.  This  figure  represents  the  best  and  most 
reliable  estimate  of  the  level  of  funding  necessary  for  NICHD  to  fully  carry  out  its  mission. 

The  institute  has  not  fared  as  well  as  might  be  hoped  compared  to  the  rest  of  NIH;  over 
the  past  decade,  NICHD's  success  rate  for  funding  grants  that  have  already  been  approved  ranks 
among  the  lowest  of  the  NIH  institutes  and  centers.  Ten  years  ago,  for  fiscal  year  1986, 
NICHD  ranked  15th  out  of  16  institutes;  five  years  ago,  it  ranked  17th  out  of  19,  and  in  FY 
1994,  16th  out  of  20.  The  result  of  this  underfunding  is  simply  that  much  research  cannot  be 
conducted  -  research  that  holds  dramatic  promise  for  preventing  disease  and  disability,  not  to 
mention  saving  millions  if  not  billions  of  federal  dollars.  Moreover,  the  word  has  spread  among 
the  scientific  community  that  NICHD  can  only  fund  a  small  number  of  approved  grants;  it  is 
becoming  increasingly  difficult  to  attract  talented  young  investigators  to  these  fields.  Yet  what 
better  investment  to  make  than  in  young  scientists  who  hold  the  potential  for  future  discoveries 
that  could  save  or  dramatically  improve  the  quality  of  our  lives? 

At  a  minimum,  the  Friends  of  NICHD  request  that  the  committee  appropriate 
$608,240,000,  an  increase  of  6.9%  over  the  Fiscal  year  1995  appropriation.  This  increase 
is  merely  designed  to  bring  NICHD's  success  rate  --  currently  18%  -  up  to  the  NIH-wide 
average  of  23%.  We  feel,  that  the  importance  of  the  institute's  work  should  not  be  underrated, 
and  certainly  deserves  the  same  relative  level  of  funding  as  the  other  institutes. 

This  level  of  funding  is  critical  to  the  continuation  of  NICHD's  work  at  the  same  high- 
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quality  level  that  now  exists.  In  recommending  that  NICHD  receive  $608,240,000,  we  are 
attempting  to  balance  our  recognition  of  the  realities  of  the  fiscal  constraints  that  the  committee 
is  under  with  our  country's  pressing  need  for  the  research  conducted  by  the  institute,  such  as 
investigations  into  premature  labor,  low  birthweight  and  congental  abnormalities;  contraception, 
infertility  and  gynecologic  disorders;  medical  rehabilitation;  and  adolescent  development, 
including  a  longitudinal  study  of  the  behavioral  factors  that  promote  the  health  of  our  teens  as 
well  as  those  that  may  be  detrimental  to  their  health. 

Furthermore,  the  basic  research  projects  supported  by  NICHD  not  only  lead  to  vital 
scientific  advances,  but  provide  the  fundamental  knowledge  which  has  allowed  the  United  States 
pharmaceutical  industry  to  maintain  its  position  as  world  leader.  In  fact,  NICHD  is  currently 
collaborating  with  six  private  firms  on  the  CRADA  public/private  partnerships  that  serve  to 
develop  new  products.  In  addition,  six  other  inventions  developed  by  NICHD-supported 
investigators  are  now  available  for  licensing  and  distribution,  including  a  pertussis  toxin  to  be 
used  in  a  new  vaccine  formulation.  Thus,  while  basic  research  remains  a  primary  focus,  the 
institute  also  looks  forward  to  the  application  of  that  research  to  useful  preventive  products  or 
the  development  of  treatments  for  diseases. 

Following  are  some  specific  examples  of  the  work  presently  being  conducted: 

o  NICHD  has  made  great  strides  in  the  development  of  therapies  for  treatment  of  infants 
and  children  with  the  human  immunodeficiency  virus  (HIV)  infection,  which  continues  to 
represent  a  significant  area  of  public  health  concern.  It  is  estimated  that  there  are  10,000 
children  in  the  United  States  and  one  million  children  around  the  world  infected  with  this  fatal 
disease.  However,  NICHD  has  recently  contributed  to  important  advances  in  the  battle  against 
maternal  and  pediatric  HIV/ AIDS.  The  clinical  trial,  ACTG  076,  which  was  jointly  conducted 
by  NICHD  and  NIAID,  demonstrated  that  Zidovudine  (AZT)  is  effective  in  reducing  the 
transmission  rate  of  HIV  from  infected  pregnant  women  to  their  offspring.  Children  of  treated 
mothers  were  infected  at  a  rate  of  roughly  one  out  of  twelve  (8.3%)  while  children  bom  to 
similar  mothers  who  were  not  treated  had  an  infection  rate  of  25.5%  or  three  out  of  twelve. 
This  dramatic  breakthrough  offers  the  hope  that  reduction  of  mother  to  child  transmission  (the 
chief  source  of  new  cases  of  pediatric  AIDS)  can  be  achieved. 

o  Sudden  Infant  Death  Syndrome  (SIDS)  is  a  frightening  disorder  that  knows  no  cultural 
or  economic  bounds.  An  apparently  healthy  child  is  put  to  bed,  but  is  later  found  dead.  No 
explanation  for  the  cause  of  death  can  be  determined.  Each  year  nearly  6,000  infants  die  as  a 
result  of  SIDS,  the  major  cause  of  death  for  infants  aged  two  weeks  to  one  year.  NICHD  is  the 
primary  federal  agency  responsible  for  conducting  research  into  SIDS.  Last  year,  findings  from 
research  funded  by  NICHD  were  announced  stating  that  infants  should  not  be  placed  on  their 
stomachs  for  sleeping,  since  carbon  monoxide  they  breathe  out  into  their  bedclothes  can  build 
up  and  suffocate  them.  In  June,  NICHD  initiated  a  nationwide  campaign  to  persuade  parents 
and  other  providers  of  care  to  newborns  to  place  healthy  babies  on  their  backs  or  sides  to  sleep 
to  reduce  the  risk  of  SIDS.  In  conjunction  with  the  American  Academy  of  Pediatrics  and  others, 
the  institute  has  developed  materials  and  public  service  announcements  to  promote  the  campaign 
nationally. 
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o  Of  special  interest  to  millions  of  working  parents  around  the  country  is  NICHD's 
investigation  into  the  impact  of  day  care  on  child  development.  The  changing  workforce  in  our 
country  has  created  an  urgent  need  to  ensure  that  families  have  access  to  quality  child  care  — 
a  need  highlighted  in  the  current  debate  on  welfare  reform.  NICHD's  groundbreaking, 
comprehensive  ten-site  study  of  child  care  has  collected  data  on  1,300  children,  and  plans  to 
analyze  the  results  this  year.  This  research,  which  has  the  potential  to  improve  the  way  we  take 
care  of  children,  requires  additional  funding  to  allow  significant  follow  up  on  the  children  in  this 
study,  to  the  age  of  seven. 

o  A  comprehensive,  multidisciphnary  study  of  adolescent  health  is  in  its  second  year. 
This  study  will,  for  the  first  time,  show  the  social,  environmental,  behavioral  and  biological 
determinants  of  adolescent  health.  It  is  expected  that  the  research  findings  will  yield  a  wealth 
of  information  for  parents,  educators,  and  health  care  providers.  This  study  must  be  fully 
funded  in  order  to  sample  large  enough  numbers  of  underrepresented  minority  groups  and  youth 
with  disabilities,  groups  about  which  little  research  information  is  now  available. 

o  Advances  in  molecular  biology  and  a  new  understanding  of  genetic  mechanisms 
underlying  the  healthy  human  development  and  functioning  have  brought  health  research  to  the 
new  frontier  of  gene  therapy.  In  the  United  States,  there  are  13,200  children  with  Duchenne 
Muscular  Distrophy.  with  600  new  cases  each  year.  Significant  new  research  in  NICHD's 
Mental  Retardation  Research  Centers  involving  gene  therapy  has  placed  the  institute  on  the 
threshold  of  a  potential  cure;  it  suggests  that  the  muscle  deterioration  responsible  for  the 
disability  and  premature  death  of  young  males  may  be  able  to  be  halted  with  genetic 
intervention.  Such  interventions  have  the  potential  of  saving  health  care  systems  more  than  $60 
million  a  year;  adequate  support  for  the  funding  now  could  lead  to  this  intervention  within  the 
decade. 

o  Recently,  the  discovery  was  made  that  women  who  take  folic  acid  prior  to  pregnancy 
or  very  early  in  pregnancy  can  dramatically  reduce  their  risk  of  having  a  child  with  a  neural  tube 
defect,  such  as  spina  befida.  These  defects  can  be  fatal  or  leave  those  children  that  survive  with 
costly  life-long  disabilities.  A  research  team  led  by  an  NICHD  investigator  has  identified  a 
metabolic  defect  which  may  be  correctable  with  vitamin  B12  as  well  as  folic  acid,  which  could 
in  turn  lead  to  an  important  public  health  recommendation. 

o  Among  the  nation's  most  intractable  problems  is  that  of  unintended  pregnancy.  For 
those  who  are  trying  to  plan  whether  and  when  they  choose  to  have  children,  this  problem  has 
been  recently  complicated  by  the  steep  rise  in  sexually  transmitted  diseases  (STDs),  including 
HIV.  One  in  eight  adolescents  contracts  an  STD  each  year,  demonstrating  the  importance  of 
developing  better  barrier  methods  of  contraception  for  their  protection.  The  institute's 
Contraceptive  Development  Branch  is  working  to  improve  our  array  of  barrier  methods  for  both 
men  and  women,  that  would  protect  against  both  pregnancy  and  sexually  transmitted  diseases. 
In  particular,  the  development  of  microbicides,  substances  that  can  kill  the  HIV  and  other 
viruses,  is  urgently  needed. 

o  The  newest  addition  to  nichd  is  the  National  Center  for  Medical  Rehabilitation, 

established  in  1990  to  promote  research  that  will  replace,  enhance  or  restore  function  in  persons 
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with  physical  disabilities,  both  immediately  after  the  onset  of  the  disabling  condition  and 
throughout  their  lifespans.  The  Center  has  identified  seven  research  priority  areas  that  cut  across 
all  physical  disabilities,  including  those  that  have  cognitive  and  behavioral  elements.  In  its  early 
years,  emphasis  has  been  successfully  placed  on  the  development  of  orthotics  and  prosthetics. 
Funds  devoted  now  to  medical  rehabilitation  research  will  lead  to  identification  of  the  methods 
and  devices  best  able  to  return  persons  with  disabilities  to  optimal  function. 


These  areas  of  research  represent  only  a  small  part  of  the  work  presently  being  done  at 
NICHD.  Along  with  the  basic  and  demographic  sciences,  multidisciplinary  research  funded  by 
NICHD  has  contributed  substantially  to  the  knowledge  base  necessary  to  improve  the  lives  of 
children  and  adults  in  the  United  States.  To  allow  even  more  approved  grants  to  go  unfunded 
will  seriously  impede  our  ability  to  do  so.  We  have  appreciated  the  emphasis  this  committee 
has  placed  on  the  work  conducted  by  NICHD,  and  ask  that  the  institute  be  funded  at  a  level  of 
$608,240,000. 
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STATEMENT  OF  JUDITH  M.  DESARNO,  PRESIDENT  AND  CEO 

NATIONAL  FAMILY  PLANNING  AND  REPRODUCTIVE  HEALTH  ASSOCIATION 

in  support  of 

THE  TITLE  X  FAMILY  PLANNING  APPROPRIATION  FOR  FY  1996 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE 

ON  LABOR,  HHS,  EDUCATION,  AND  RELATED  AGENCIES 

April  6,  1995 

On  behalf  of  the  National  Family  Planning  and  Reproductive  Health  Association 
(NFPRHA).  I  am  pleased  to  submit  testimony  in  support  of  the  FY  1996  Appropriation 
for  the  Title  X  family  planning  program,  which  for  over  25  years  has  provided 
comprehensive  family  planning  services  to  millions  of  poor  and  low  income  Americans 
in  virtually  every  congressional  district  in  the  United  States. 

The  National  Family  Planning  and  Reproductive  Health  Association  is  a  non-profit 
membership  organization  established  to  improve  and  expand  the  delivery  of  voluntary, 
comprehensive,  culturally  sensitive  family  planning  and  reproductive  health  care  services 
throughout  the  United  States.  As  the  only  national  organization  representing  the  entire 
family  planning  community,  NFPRHA's  members  include  90  percent  of  the  health  care 
providers  funded  by  the  federal  Title  X  program  including:  state-county-local  health 
departments;  hospital-based  clinics;  Planned  Parenthood  Federation  of  America  affiliates; 
family  planning  councils;  independent  freestanding  clinics;  and  individual  providers, 
researchers  and  consumers.  NFPRHA  members  provide  reproductive  health  care  at 
over  four  thousand  clinics  nationwide  to  four  million  low  income  and  poor  women  and 
adolescents  yearly. 

The  Title  X  family  planning  program  was  founded  in  1970  with  bipartisan  support.  The 
original  measure  was  introduced  by  then  Representatives  George  Bush  (R-TX)  and 
James  Scheuer  (D-NY),  and  Senators  Charles  Percy  (R-IL)  and  Joseph  Tydings  (D-MD). 
The  program  provides  federal  funds  for  project  grants  to  public  and  private  nonprofit 
organizations  for  the  provision  of  family  planning  information  and  services  -  services 
which  improve  maternal  and  infant  health,  lower  the  incidence  of  unintended  pregnancy, 
and  reduce  the  incidence  of  abortion.  Services  supported  by  Title  X  include 
contraceptive  information  and  the  provision  of  all  contraceptive  services,  including 
gynecological  examinations,  basic  lab  tests,  and  other  screening  services  for  high  blood 
pressure,  anemia,  breast  and  cervical  cancer,  HIV,  and  sexually  transmitted  diseases. 
Other  services  provided  are  pregnancy  testing,  sterilization  services,  abstinence 
counseling,  and  community  education  and  outreach.  By  law,  Title  X  dollars  cannot  be 
used  to  pay  for  abortions.  The  FY  1995  appropriation  of  $193.4  million  will  enable 
clinics  to  provide  services  to  more  than  4  million  clients  in  over  4,000  clinics  nationwide. 

Title  X  clinics  provide  services  to  the  poor,  many  of  whom  are  working  and  uninsured. 
Over  60  percent  of  Title  X  clients  are  under  25  and  over  83  percent  are  below  150 
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percent  of  the  federal  poverty  level.  The  vast  majority  of  Title  X  clients  do  not  qualify 
for  publicly  funded  health  programs  such  as  Medicaid.  Clinics  provide  services  free  of 
charge  to  clients  whose  incomes  do  not  exceed  100  percent  of  the  federal  poverty  level 
and  are  offered  on  a  sliding  fee  scale  for  clients  with  incomes  up  to  200  or  250  percent 
of  the  federal  poverty  level. 

Title  X  clinics  serve  as  the  gateway  to  the  health  care  system  for  millions  of  American 
women  and  are  the  sole  providers  of  health  care  for  the  majority  of  our  clients.  They 
provide  services  that  enable  women  to  make  the  most  important  decisions  of  their  lives  - 
-  when  and  whether  to  have  a  child.  Access  to  federally  funded  family  planning  services 
is  nothing  short  of  empowering  for  poor  and  low-income  women.  It  can  give  them  the 
same  opportunity  to  limit  and  space  births  that  wealthier  Americans  take  for  granted. 

Research  studies  have  consistently  documented  that  repeated,  closely  spaced 
childbearing  and  childbearing  very  early  or  very  late  in  a  woman's  reproductive  years 
often  has  adverse  health,  social,  or  economic  consequences  both  for  mothers  and  for 
their  children.  Health  risks  to  adolescent  mothers  and  their  children  are  particularly  well 
documented,  and  range  from  pregnancy  complications  such  as  preeclampsia  to  low 
birthweight  babies.  In  fact,  the  National  Commission  to  Prevent  Infant  Mortality  estimated 
that  infant  mortality  could  be  reduced  by  10  percent,  and  the  incidence  of  low  birthweight 
babies  could  be  reduced  by  12  percent,  if  all  pregnancies  were  planned.  In  addition, 
there  are  the  long-term  consequences  of  lower  levels  of  educational  and  job  attainment 
for  the  mothers  and  higher  rates  of  living  in  poverty  for  their  children.  The  further  tragedy 
is  that  three-quarters  of  these  births  to  teens  are  unintended. 

Unlike  Medicaid,  Title  X  provides  services  to  many  women  before  they  become  pregnant. 
For  this  reason,  Title  X  is  critically  important  as  a  source  of  family  planning  funding. 
Despite  its  crucial  role  in  reaching  women  before  they  become  pregnant,  Title  X  family 
planning  funding  has  declined  as  a  proportion  of  total  federal  spending  on  family 
planning  services  over  the  past  15  years.  In  fact,  while  Title  X  represented  44  percent 
of  public  expenditures  for  family  planning  services  in  1980,  it  represented  only  17 
percent  in  1992,  with  Medicaid  assuming  a  new  prominence.  Although  we  are  obviously 
pleased  that  the  Medicaid  program  has  expanded  access  to  family  planning  services, 
these  funds  cannot  be  viewed  in  any  way  as  a  substitute  for  Title  X  dollars  -  dollars 
which  enable  women  to  avoid  pregnancy  and  avoid  welfare  dependency. 

Despite  ample  evidence  that  family  planning  is  cost-effective,  the  Title  X  appropriation 
fell  by  60  percent  in  inflation-adjusted  dollars  between  1980  and  1994.  Over  this  same 
period,  health  care  costs  have  soared,  including  the  cost  of  contraceptive  supplies,  and 
the  number  of  women  of  reproductive  age  who  are  in  the  economic  group  needing 
services  has  increased.  This  decline  in  funding  has  forced  family  planning  clinics  to  cut 
back  or  eliminate  outreach  efforts  to  recruit  patients,  especially  those  who  are  hardest 
to  reach,  cut  back  hours  of  operation,  accept  fewer  patients  who  need  subsidized 
services,  and,  in  a  few  instances,  establish  waiting  lists  for  expensive,  long-lasting,  and 
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highly  effective  contraceptives  such  as  Depo-Provera. 

Even  with  these  difficulties,  Title  X  continues  to  perform  a  vital  function  by  providing  the 
framework  for  the  service  delivery  infrastructure  in  clinics  across  America.  The  Title  X 
program  provides  the  "seed  money"  for  many  clinics  as  well  as  a  framework  for  quality 
assurance.  If  Title  X  funding  were  unavailable,  these  clinics  would,  in  many  instances, 
be  forced  to  close  their  doors.  And  even  for  those  clinics  able  to  keep  the  doors  open, 
the  incentive  and  ability  of  clinics  to  adhere  to  uniform  regulations  and  guidelines  which 
currently  guarantee  that  women  have  access  to  counseling,  a  range  of  contraceptive 
options,  confidentiality  of  services,  and  referral  for  other  health  and  social  services  when 
necessary,  would  be  jeopardized.  These  federal  regulations  and  guidelines  are  often 
identical  or  serve  as  the  blueprint  for  state  family  planning  programs. 

There  is  overwhelming  evidence  which  supports  the  cost-effectiveness  of  family  planning 
is  clear.  The  often  quoted  maxim  that  for  every  $1.00  spent  on  family  planning,  $4.40 
is  saved  on  expenditures  for  social  and  health  services  is  clearly  an  understatement. 
A  study  that  will  appear  in  the  April  1995  issue  of  the  American  Journal  of  Public  Health 
dramatically  illustrates  the  cost-effectiveness  of  all  methods  of  family  planning.  The 
average  cost  of  a  routine  vaginal  delivery  alone  was  over  $6400  in  1993,  whereas  the 
cost  of  providing  contraceptive  services  in  a  Title  X  clinic  averages  less  than  $200  per 
year. 

The  Title  X  program  is  universally  viewed  as  beneficial  and  extremely  cost-effective, 
facts  which  have  been  recognized  by  Congress,  which  has  continued  funding  for  the 
program  despite  its  unauthorized  status.  The  integrity  of  the  Title  X  program  and 
adequate  funding  for  services  must  be  a  priority  for  this  Congress,  particularly  in  light  of 
the  strong  and  vocal  bipartisan  support  for  reducing  unintended  pregnancies,  specifically 
among  adolescents. 

The  push  to  reform  the  welfare  system  has,  and  should  have,  implications  for  Title  X. 
H.R.  4.,  The  Personal  Responsibility  Act,  which  recently  passed  the  House,  specifically 
directs  states  to  take  steps  to  "discourage  out-of-wedlock  births."  The  means  to 
accomplish  this  goal  strike  us  as  extremely  punitive  and  indirect  -  prohibiting  cash 
assistance  to  women  under  18  and  their  children  and  prohibiting  increased  payments  to 
women  who  have  additional  children  while  on  welfare.  At  the  same  time,  however,  the 
bill  includes  no  additional  funds  to  increase  access  to  family  planning  services  - 
certainly  one  of  the  easiest,  most  direct,  and  most  cost-effective  ways  to  reduce 
unintended  pregnancies  and  limit  their  attendant  social  and  economic  costs.  We  must, 
at  a  minimum,  allow  women  to  exercise  personal  responsibility  by  accessing  available 
and  affordable  family  planning  services. 

While  we  foresee  an  increased  demand  for  services,  our  efforts  continue  to  be  hampered 
by  financial  challenges.  Because  of  funding  constraints,  outreach  services  to  women 
have  been  limited,  as  have  efforts  to  serve  all  the  women  eligible  for  services.    The 
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increasing  costs  of  contraceptives,  the  rise  in  the  rates  of  sexually  transmitted  diseases 
among  all  populations,  particularly  adolescents,  has  severely  limited  providers'  ability  to 
serve  more  clients.  The  irony  of  this,  of  course,  is  that  restricting  a  program  as  effective 
and  cost-efficient  as  Title  X  only  results  in  far  greater  social  and  financial  costs  down  the 
line. 

The  significant  increases  in  the  numbers  of  clients  testing  positive  for  sexually 
transmitted  diseases  and  HIV  also  speaks  to  the  need  for  increased  funding  for  Title  X. 
Title  X  clinics  are  on  the  front  lines  providing  these  services.  The  reality  is  that,  although 
separate  STD  clinics  are  available,  they  serve  mostly  men.  Although  screening  and 
treatment  of  STDs  continue  to  be  integral  parts  of  the  program,  these  services  are 
expensive.  Counseling  and  education  on  the  prevention  of  STDs  are  also  essential 
components  of  family  planning  services  and  are  extremely  cost-effective.  Cervical 
cancer  related  to  STDs  kills  over  three  hundred  thousand  women  each  year.  Chlamydia, 
an  STD  reaching  epidemic  proportions,  causes  infertility  but  often  has  no  symptoms. 
Recurrent  problems  with  STDs  are  often  a  signal  that  a  woman  may  test  positive  for  the 
HIV  infection.  These  facts  all  underscore  the  importance  of  increasing  STD  screening. 

We  must  continue  to  recognize  that  family  planning  is  inherently  different  from  other 
health  services,  and  therefore  needs  to  remain  a  distinct  categorical  program. 
Confidentiality,  counseling,  and  timely  access  to  services  are  critical  components  of  a 
successful  program  -  and  Title  X  is  a  success  story.  Title  X's  success  has  been 
recognized  both  by  the  House  and  Senate,  which  have  continued  to  fund  the  program 
despite  its  unauthorized  status  for  the  last  decade.  The  program  has  also  been  singled 
out  by  the  President  and  the  Department  of  Health  and  Human  Services  as  one  that 
works  -  one  that  must  be  preserved  and  expanded  if  we  can  even  hope  to  offer  women 
the  means  with  which  to  make  responsible  childbearing  decisions. 

The  President's  Budget  request  for  FY  1996  budget  is  $199  million,  an  increase  of  $5.6 
million,  or  three  percent,  over  FY  1995.  While  the  requested  increase  in  funding  is 
positive,  the  level  of  funding  required  to  reach  the  1980  level  in  inflation-adjusted  dollars 
would  be  well  over  $300  million.  Title  X's  successes  have  been  possible  as  a  result  of 
continued  bipartisan  support.  We  urge  your  support  for  this  critical  program  at  the 
highest  possible  funding  level. 
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SmithKlme  Beecham 

Pharmaceuticals 

Dr.  Georg*  Pbste 

President 
Research  &  Development 

6  April  1995 

The  Honorable  John  Porter 
Chairman. 

Subcommittee  on  Labor,  HHS.  and 
Education  Appropriations 
2358  Raybum  House  Office  Building 
Washington.  D.C.  20515 

Dear  Chairman  Porter 

We  would  like  to  clarify  some  points  made  by  Francis  Collins  in  his  March  23  testimony  before  the  Labor  and 
Health  and  Human  Services  subcommittee. 

First,  we  should  note  that  The  Institute  for  Genomic  Research  is  not  a  company,  but  an  independent,  non-profit 
research  institute.  Thus,  obviously.  Human  Genome  Sciences  is  not  TTGR's  "parent  company."  but  an  ally.  HGS 
does  supply  the  bulk  of  TIGR's  funding  and  owns  the  rights  to  develop  certain  TIGR  data  into  commercial 
products,  hut  it  exerts  no  management  control  over  TIGR's  administration  or  research  objectives. 

Second.  Dr.  Collins  asserts  that  "these  data  bases  exist  in  a  format  where  you  can  only  get  access  to  them  if  you 
are  willing  to  sign  onto  a  legal  agreement  which  says  the  results  of  your  future  research  with  those  sequences  can 
be  licensed  exclusively  by  TIGR,  HGS.  or  the  bankroller,  SmithKline  Beecham." 

This  incompletely  and  inaccurately  reflects  the  actual  situation.  In  reality,  much  of  this  data  is  far  more  readily 
available  to  academic  researchers  than  one  would  understand  from  Dr.  Collins'  comments. 

It  is  important  to  na\\7H  that  TIGR  and  HGS  manage  two  different  complementary  DNA  databases  with  different 
objectives  and  different  access  requirements. 

TIGR  manages  the  Human  cDNA  Databases  (or  HCD),  which  contains  upwards  of  175,000  human  expressed 
sequence  tag  (EST)  sequences  generated  at  the  institute.  Academic  researchers  can  access  these  data  without 
charge  and  with  minimal  obligation.  They  can  search  the  larger  pan  of  the  database  (consisting  of  sequences  that 
overlap  data  already  published)  merely  by  attesting  that  their  work  is  non-commercial  and  promising  to  cite  the 
database  if  the  data  are  used  in  a  published  paper.  This  is  referred  to  as  Level  I  access.  The  HCD  also  contains  a 
substantial  number  of  sequences  (about  30%  of  the  total)  that  have  never  been  published  and  are  available  through 
no  other  widely  accessible  source.  Academic  researchers  can  search  these  as  well,  if  they  agree  to  negotiate  with 
HGS  should  a  patentable  invention  arise.  All  intellectual-property  rights  remain  with  the  researcher  and  his  or  her 
institution;  they  promise  only  to  talk  with  HGS  to  see  if  both  sides  can  agree  on  terms  of  an  equitable  license.  If 
nothing  comes  of  these  talks,  the  researcher's  institution  is  free  to  pursue  commercialization  wherever  it  chooses. 
This  is  referred  to  as  Level  II  access.  These  terms  have  proven  acceptable  to  a  hundred  researchers  working  at 
forty  institutions  -  including  the  Howard  Hughes  Medical  Institute  ••  in  the  U.S.  and  in  other  countries,  including 
the  UK,  Germany.  Japan,  Canada,  and  Brazil,  during  the  HCD's  current  beta-testing  period. 

Human  Genome  Sciences  operates  a  second,  larger  database,  distinct  from  (but  sometimes  confused  with)  the 
TIGR-based  Human  cDNA  Database.  HGS's  database  consists  of  some  450,000  ESTs  -•  including  approximately 
275.000  ESTs  sequenced  by  Human  Genome  Sciences  and  available  nowhere  else.  These  data  are  available  to 
academic  and  commercial  researchers  who  sign  access  agreements  more  defined  than  those  required  by  the 
Human  cDNA  Database.  These  agreements  typically  focus  on  the  search  for  a  predefined  gene  or  group  of  genes 
and  spell  out  in  advance  what  rights  each  party  will  have  to  any  discoveries  arising  from  research  based  on  the 
data.  Some  ninety  research  groups  throughout  the  world  have  worked  out  access  agreements  to  the  Human 
Genome  Sciences  data  under  such  terms. 
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We  understand  that  this  structure  is  complex,  and  that  some  degree  of  confusion  is  perhaps  natural  -  and  we 
welcome  this  chance  to  resolve  whatever  misunderstanding  remains. 


Yours  sincerely. 


<h«^V- 


Or- 


George  Roste 

President 

Research  and  Development 

SmithKline  Beecham  Pharmaceuticals 

and 
Research  Professor.  Department  of 
Pathology  and  Laboratory  Medicine 
University  of  Pennsylvania 
cc:    Francis  Collins 
Susan  Quantius 

6-Apr-95/GPalc 
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WRITTEN  TESTIMONY 

OF 

ERIKA  A.  MUSSER 


SUBMITTED  TO  THE 


SUBCOMMITTEE  ON  LABOR.  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 

CHAIRMAN  JOHN  PORTER 

COMMITTEE  ON  APPROPRIATIONS 

U.S.  HOUSE  OF  REPRESENTATIVES 

104th  CONGRESS,  FIRST  SESSION 
MARCH  1995 


REGARDING 

BRAILLE  TRAINING  PROJECTS  (SECTION  803,  PART  B) 
REHABILITATION  ACT  AMENDMENT  OF  1992 

FISCAL  YEAR  1996 


'Equality  Through  'Braiiit  Literacy 


1484 


Mr.  Chairman  and  Members  of  this  Committee:  I  am  Erika  A.  Musser,  the  mother 
of  F.  Heidi  Musser,  who  is  a  totally  blind  student  in  her  senior  year  at  Northeastern  Illinois 
University  in  Chicago.  I  do  not  represent  any  organization.  The  emotional  pain  and  frustrations 
that  I  had  to  endure  while  observing  the  struggles  of  university  administrators  and  professors  to 
usher  my  daughter  and  her  blind  peers  through  the  "system"  without  giving  them  tools  on  campus 
for  independent  learning  have  fueled  my  courage  and  determination  for  the  past  five  years.  I  feel 
deeply  honored  that  I  have  been  invited  for  the  third  consecutive  year  to  prepare  a  testimony,  and  I 
am  pleased  to  report  on  the  Braille  Training  Projects,  which  were  funded  for  the  past  two  years. 

The  results  are  truly  heartwarming!  The  appropriations  for  FY  "93  of  approximately 
$450,000  for  four  one-year  projects  and  for  FY  "94  of  approx.  $400,000  for  the  first  year  of  two 
three-year  projects  have  accomplished  more  than  initially  anticipated.  Hundreds  of  educators  and 
rehabilitation  professionals  in  the  blind  and  visually  impaired  field  throughout  the  nation  are  now 
better  qualified  and,  most  important,  more  enthusiastic  in  teaching  braille  skills.  Computer-based 
braille  instructional  material  and  training  videos  for  braille  for  professionals  and  family  members  of 
blind  persons  will  soon  be  disseminated  on  a  nationwide  scale.  Further,  plans  are  underway  for 
the  preparation  of  journal  articles,  computer  bulletin  boards  and  databases,  as  well  as  video  tape 
promoting  the  computer-based  instructional  material  on  public  television. 

Since  there  exists  a  definite  correlation  between  braille  literacy  and  employability,  there  is 
good  reason  to  feel  optimistic  that  the  unemployment  rate  of  70  percent,  that  has  been  static  among 
the  blind  working-age  population  for  many  years  in  the  past,  will  eventually  show  a  decline.  I  am 
hopeful  that  in  future  years  a  college  degree  given  to  a  blind  individual  will  hold  a  much  greater 
promise  for  successful  employment  than  in  the  past  The  present  12  percent  figure  for  braille 
literacy  among  the  blind  citizenry  is  a  disgrace  for  our  nation! 

Dr.  Frederic  Schroeder  (presently,  Commissioner  of  the  Rehabilitation  Services 
Administration)  calls  braille  "the  key  to  opportunity"  (Journal  for  Visual  Impairment  and  the  Blind, 
1989,  p.  290)  and  Dr.  Grace  Napier  claims  that  braille  "holds  the  key  to  genuine  literacy  and 
independence."  (Education  of  the  Visually  Impaired,  1988,  V.  19,  p.  144). 

I  kindly  ask  this  committee  for  a  total  appropriation  of  $800,000  for 
FY  '96.  Here  are  my  ideas  and  recommendations: 
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(1)  Continue  the  two  three-year  projects,  started  in  November  "94  and  funded  by  the 
Rehabilitation  Services  Administration. 

Total  funding:    $400,000    (two  projects  for  second  year  of  three-year  cycle) 

(2)  The  creation  of  a  3  or  4-week  Summer  Braille  Music  Training  Program  for  a  three-year 
cycle  is  very  dear  to  my  heart  My  blind  daughter  Heidi's  major  is  Music.  Throughout  her  college 
years,  she  had  to  study  her  advanced  piano  repertoire  by  listening  and  imitating  recorded  music. 
There  is  not  a  single  braille  music  tutor  available  at  college  level  in  the  entire  State  of  Illinois 
according  to  the  Illinois  Department  of  Rehabilitation  Services.  The  situation  in  most  other  states  is 
equally  bleak. 

Many  young  blind  individuals  show  great  potentials  for  success  in  musical  careers,  yet 
teachers  for  braille  music  at  post-secondary  level  are  practically  non-existent  A  Summer  Braille 
Music  Training  Program  would  enable  blind  young  music  students  and  accomplished  blind 
musicians  from  every  corner  of  the  nation  to  come  together  to  acquire  the  necessary  skills  for 
braille  music  score  reading  and  writing,  as  well  as  computer  skills  for  composition,  technics  for 
stage  performance,  etc.  For  the  fall  semester,  students  equipped  with  newly  acquired  skills  could 
return  to  their  home  institution  (high  school  or  post-secondary  level)  for  integration  with  sighted 
music  students. 

Funds  for  scholarships,  internships,  and  travel  expenses,  as  well  as  cost  for  room  and 
board  should  be  made  available  for  students  on  a  competitive  basis,  and  included  in  the  budgeting 
of  this  project 

Blind  pianist  Nicolas  Constantinidis  from  Akron,  Ohio,  who  has  been  acclaimed  in  concert 
halls  all  over  the  world,  states:  "If  you  go  to  college  as  a  music  major,  you  really  need  to  know 
your  braille  music.  Nobody's  going  to  sit  around  and  teach  you  by  ear.  You  can  only  go  so  far  by 
ear,  and  then  it  stops,  because  the  complexity  of  the  work  becomes  so  overwhelming." 

Hopefully,  philanthropic  organizations  from  the  private  sector  will  join  hands  in  the  form 
of  grants  to  make  this  project  a  nationwide  success. 

Total  suggested  funding:     $200,000   (for  each  year  of  three-year  cycle) 
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(3)  So  far,  all  Braille  Training  Projects  have  focused  on  braille  training  for  rehabilitation 
professionals  or  preparing  teaching  material  for  braille.  I  strongly  feel  that  we  need  to  concentrate 
on  a  Braille  Training  Project  model  that  focuses  on  braille  training  at  university  level,  including  a 
wide  range  of  people  in  a  university  community.  Why  not  provide  an  environment  for  sighted 
students,  especially  future  special  education  teachers  at  undergraduate  and  graduate  level, 
professors  from  all  disciplines  if  they  are  interested,  as  well  as  none-degree-seeking  citizens,  who 
have  visually  handicapped  family  members,  to  learn  together  with  blind  and  visually  impaired 
students?  By  interacting  with  blind  individuals  and  unveiling  the  "mystery"  about  braille  that 
seems  to  exist  among  the  general  public,  the  prejudicial  societal  attitudes  towards  blind  persons 
may  eventually  be  changed.  I  learned  braille  by  myself,  so  I  could  teach  my  daughter,  and  I  had 
fun  doing  so;  in  addition,  I  gained  enormous  respect  towards  blind  persons. 

Such  a  model  would  have  numerous  components  that  need  to  be  considered: 

(a)  Class  size  would  have  to  be  kept  small  -  not  more  than  six  students  in  a  class  -  to 
establish  interactions  and  positive  attitudes;  depending  on  the  demand,  numerous  braille  classes 
could  be  held  during  the  same  semester.  The  sighted  would  learn  to  read  braille  by  sight,  while  the 
blind  and  visually  impaired  would  develop  their  tactile  sense. 

(b)  All  degree-seeking  students  could  get  credit  to  satisfy  general  education  requirements  in 
the  Humanities.  Why  not  substitute  a  course  in  Braille  for  a  foreign  language  course? 

(c)  To  make  this  program  attractive  specifically  for  students  seeking  a  degree  in  special 
education,  funds  for  numerous  partial  and/or  full  semester  tuition  scholarships  should  be  made 
available.  Non-degree-seeking  students,  who  have  visually  handicapped  family  members,  should 
be  able  to  attend  this  classes  free  of  charge  as  a  public  service. 

(d)  All  materials  produced  so  far  through  the  Braille  Training  Projects  would  definitely 
enhance  such  undertaking.  It  is  exciting  for  me  to  know  that  instructors  for  such  a  project  can  be 
recruited  from  the  pool  of  better  trained  rehabilitation  professionals  now  available  as  a  result  of 
previous  Braille  Training  Projects. 

(e)  As  a  goal,  after  two  courses  of  Braille  the  majority  of  students  should  be  encouraged  to 
take  the  National  Library  Braille  Competency  Test  offered  by  the  Library  of  Congress. 
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(f)  Further,  such  a  project  will  provide  a  pool  of  students,  who  are  more  knowledgeable 
and  understanding  in  providing  reader  services  to  visually  handicapped  students  on  campus. 

The  Lions  Club  International  Foundation  has  offered  to  support  such  a  project.  In  the  May 
issue  of  The  Lions"  Magazine  a  two-page  article  will  appear  in  all  English-speaking  countries 
depicting  my  work  with  members  of  Congress. 

Total  suggested  funding:     $200,000    (for  each  year  of  three-year  cycle) 

I  was  extremely  fortunate  that  Senator  Paul  Simon  and  former  Congressman  William 
Natcher  understood  me  when  I  came  to  them  in  despair.  Senator  Simon  translated  my  pleas  into 
the  Braille  Training  Projects  Amendment  in  the  Reauthorization  of  the  Rehabilitation  Act  of  1992 
and  Congressman  Natcher  was  the  first  one,  who  asked  me  to  testify  before  Congress.  I  feel 
deeply  indebted  to  both.  They  "taught"  me  what  one  individual  can  accomplish,  and  that  our 
government  works! 

Whenever  I  visited  the  Office  of  Special  Education  and  Rehabilitative  Services,  I  was 
always  very  well  received.  Former  Assistant  Secretary  Robert  Davila  and  present  Assistant 
Secretary  Judith  Heumann  always  encouraged  me  to  keep  up  my  advocacy.  Commissioner 
Frederic  Schroeder,  a  blind  person  himself,  went  out  of  his  way  to  visit  Northeastern  Illinois 
University  last  November  to  address  disabled  students  and  rehabilitation  professionals  at  university 
level.  To  move  forward  as  fast  as  possible,  Dr.  Richard  Melia  of  the  Rehabilitation  Services 
Administration  and  I  have  exchanged  ideas  by  phone  and  in  writing  frequently  during  the  past  few 
years.  He  was  always  kind  and  extremely  knowledgeable  in  answering  my  questions. 

Special  thanks  go  to  Mr.  Donn  Bichsel,  Vice  President  of  Development  and  Public  Affairs 
at  Northeastern  Illinois  University.  "Unintentionally,"  he  helped  me  to  locate  a  problem  area. 
University  administrators  need  better  guidelines  in  respect  to  the  particular  needs  of  blind  students. 
Often  the  cost  for  equipment  or  services  is  not  the  problem.  Encouraging  braille  literacy,  providing 
reader  services  on  campus  for  visually  handicapped  students  whenever  needed,  and  teaching 
computer  literacy  skills  at  college  level  will  not  only  reduce  the  frustrations  of  fulfilling  the  require- 
ments for  a  degree,  but  definitely  foster  independence  and  rebuild  their  self-esteem  for  greater 
success  in  the  job  market  At  present  time,  blind  students  feel  powerless  and  don't  speak  up;  and 


1488 


too  often,  professors  and  administrators  are  resistant  to  change  and  unaware  that  the  Americans 
with  Disabilities  Act  entails  much  more  than  providing  wheelchair  ramps  and  sign  interpreters.  I 
have  discussed  this  problem  with  Senator  Simon,  and  he  has  promised  to  work  with  me  to  find  a 
solution. 

Thank  you  for  giving  me  the  opportunity  to  serve  the  common  good. 


1489 


shildren's 


^—^   HOSPITAL  OF  PITTSBURGH 
One  Children's  Place  •  3705  Fifth  Avenue  at  DeSoto  Street  •  Pittsburgh.  Pennsylvania  15213-2583 


MR.  PAUL  KRAMER.  PRESIDENT 
CHILDREN'S  HOSPITAL  OF  PITTSBURGH 

TESTIMONY  FOR  THE 

LABOR,  HHS  APPROPRIATIONS  SUBCOMMITTEE 

HOUSE  APPROPRIATIONS  COMMITTEE 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  it  is  my  privilege  to  present  written 
testimony  for  inclusion  into  the  hearing  record  on  behalf  of  Children's  Hospital  of  Pittsburgh 
in  Pittsburgh,  Pennsylvania.  I  would  like  to  take  the  opportunity  to  describe  our  efforts  to 
develop  a  federal-state-local  partnership  to  support  a  national  model  of  coordinated  regional 
pediatric  care. 

MEETING  THE  CHALLENGES  OF  SPECIALIZED  PEDIATRIC  CARE 

Children  are  at  the  frontlines  of  change  in  the  health  care  delivery  market,  and  the 
pace  of  that  change  has  increased  significantly  during  the  last  several  years.    With  increased 
emphasis  on  reducing  health  care  costs,  there  has  been  a  radical  shift  from  inpatient  to 
outpatient  services.    Pediatric  patients  of  the  future  will  receive  preventive  care  in  a  variety 
of  community-based  health  clinics  and  will  undergo  minor  surgical  procedures  in  outpatient 
satellite  surgical  centers  in  sharp  contrast  to  traditional  methods  which  have  been  the 
standard  for  pediatric  care  and  treatment  throughout  the  last  century. 

As  sweeping  change  continues  to  occur  within  the  health  care  industry,  it  is  critically 
important  to  understand  that  for  pediatric  health  care  services  "one  size  does  not  fit  all". 
The  requirements  of  a  reformed  health  care  delivery  system  must  be  tailored  to  the 
specialized  needs  of  children.    For  example,  for  every  hour  in  the  hospital,  a  child  on  average 
requires  31  percent  more  routine  nursing  care  than  an  adult  and  a  child  younger  than  two 
requires  45  percent  more  care  than  an  adult.    Patients  admitted  to  specialty  pediatric 
hospitals  require  even  more  intensive  care,  because  they  are  younger,  sicker  and  more  likely 
to  have  a  chronic  or  congenital  condition  than  the  pediatric  patients  of  general  hospitals. 

Recent  studies  undertaken  by  the  National  Center  for  Education  in  Maternal  and  Child 
Health  highlight  the  fact  that  one  of  the  major  problems  with  current  pediatric  medical  care  is 
that  many  doctors,  nurses,  paramedics,  and  emergency  medical  technicians  continue  to  treat 
children  as  miniature  adults.    In  fact,  children  are  at  greater  risk  than  adults  of  having  serious 
breathing  problems,  are  less  tolerant  of  blood  loss  and  more  vulnerable  to  head  injury. 
Recognizing  and  treating  a  child  in  shock  illustrates  crucial  differences  in  procedures  and 
protocols  between  emergency  pediatric  care  and  adult  care.   Yet,  current  estimates  indicate 
that  only  1  in  5  practicing  pediatricians  knows  how  to  perform  some  of  these  procedures. 
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For  America's  65  million  children,  changes  in  the  nation's  health  care  system  pose 
serious  concerns.   Too  often,  strategies  to  cap  health  care  spending  fail  to  take  into  account 
the  radical  differences  in  the  treatment  needs  of  children  and  adults. 

Children's  Hospital  of  Pittsburgh  (CHP),  along  with  other  children's  hospitals  across 
the  nation,  recognizes  the  critical  need  to  quickly  adapt  to  a  new  health  care  environment 
without  compromising  the  quality  and  accessibility  of  specialized  pediatric  care.   As  we  move 
forward  as  a  nation  to  reform  the  health  care  delivery  system.  Children's  Hospital  of 
Pittsburgh,  along  with  its  pediatric  hospital  partners  across  the  nation,  can  play  an  important 
role  in  designing  and  re-engineering  a  pediatric  health  care  delivery  system  for  the  21st 
century. 

CHILDREN'S  HOSPITALS:  A  NATIONAL  RESOURCE 

In  general,  pediatric  hospitals  and  medical  centers  are  driven  by  missions  that  commit 
them  to  serving  all  of  the  children  of  their  communities,  including  the  sickest,  poorest,  and 
those  in  need  of  the  most  specialized  care,  through  the  delivery  of  primary  and  subspecialty 
care  in  both  inpatient  units  and  outpatient  clinics.    Pediatric  hospitals  are  by  nature  highly 
specialized  and  provide  more  intensive  and  costly  care  than  any  other  acute  hospitals  given 
the  fact  that  children's  illnesses  are  more  severe  than  adult  illnesses. 

Children's  hospitals  also  are  regional  referral  centers,  meeting  the  specialized  care 
needs  of  children  from  the  most  distant  rural  areas  as  well  as  the  closest  inner  city 
neighborhoods.    On  average,  a  children's  hospital  devotes  more  than  70  percent  of  its  care 
to  children  with  chronic  or  congenital  conditions.    Freestanding  children's  hospitals  represent 
only  one  percent  of  all  hospitals,  but  they  care  for  25  percent  of  all  hospitalized  children  with 
chronic  or  congenital  conditions  and  the  majority  of  children  with  specific  specialized  care 
needs. 

Although  they  represent  only  one  percent  of  the  nation's  hospitals,  free-standing 
children's  hospitals  train  a  quarter  of  all  pediatricians.    Together  with  pediatric  departments 
of  major  university  medical  centers  they  train  the  majority  of  pediatricians  and  virtually  all 
pediatric  subspecialists  in  the  United  States.    Additionally,  more  than 
one  in  three  children's  hospitals  is  the  formal  sponsor  of  research  on  the  cause,  prevention, 
and  treatment  of  illness  in  children.    For  example,  it  was  a  children's  hospital  which  first 
identified  AIDS  in  children,  and  it  was  a  children's  hospital  that  first  cultured  the  polio  and 
measles  viruses. 

Pediatric  hospitals  and  medical  centers  have  a  unique  role  to  play  in  the  re-engineering 
of  our  pediatric  health  care  delivery  system. 

CHILDREN'S  HOSPITAL  OF  PITTSBURGH:  A  REGIONAL  AND  INTERNATIONAL  RESOURCE 

Children's  Hospital  of  Pittsburgh,  a  regional  pediatric  referral  center,  is  recognized 
nationally  as  a  leader  in  advanced  health  care  for  children.    For  over  100  years.  Children's 
has  been  committed  to  excellence  in  child  health  care  delivery. 

When  Children's  Hospital  opened  its  doors  on  June  5,  1890,  six  consulting  and 
attending  physicians  cared  for  patients  admitted  to  the  1 5-bed  health  care  facility.    Today, 
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with  235  beds,  the  hospital-based  medical  staff  has  expanded  to  1 50  and  its  admitting  staff 
to  over  560.    The  hospital's  100-year-old  mission,  however,  has  never  changed.    Children's 
Hospital  of  Pittsburgh  maintains  its  commitment  to  quality  patient  care,  education  and 
research. 

Children's  Hospital  is  the  only  hospital  in  western  Pennsylvania  devoted  solely  to  the 
care  of  infants  and  children.    The  population  of  the  region  served  by  the  hospital  is 
approximately  5  million.    Each  year  the  hospital  admits  over  10,000  patients;  provides  same- 
day  surgery  to  over  6,000;  manages  over  50,000  emergency  visits  and  1 30,000  outpatient 
visits. 

Over  the  past  100  years.  Children's  has  created  an  outstanding  record  of 
accomplishment  and  public  service.    Its  success  has  been  shaped  by  a  threefold  mission:    (1) 
to  provide  quality  medical  care;  (2)  to  educate  the  next  generation  of  care  providers;  and  (3) 
to  advance  scientific  knowledge  through  pediatric  research. 

The  hospital  is  especially  well-known  for  its  pioneering  work  in  transplantation,  middle 
ear  disease,  diabetes,  cancer  and  trauma.    Today,  Children's  Hospital  continues  to  be  a 
national  leader  in  designing  new  treatments  for  children  with  extremely  complex  diseases. 
The  hospital  serves  as  a  national  model  in  key  areas.    Children's  Hospital  of  Pittsburgh  is: 

•  one  of  the  nation's  leading  centers  for  research  on  juvenile  diabetes 
mellitus; 

•  the  home  of  the  only  pediatric  bone  marrow  transplantation  program  in 
Southwestern  Pennsylvania; 

•  the  nation's  largest  center  for  middle  ear  disease  research; 

•  the  only  accredited  Level  One  Pediatric  Regional  Resource  Trauma 
Program  in  western  Pennsylvania.    It  is  one  of  only  two  pediatric  trauma 
centers  in  Pennsylvania  and  only  15  in  the  nation. 

•  a  major  participant  in  the  national  Children's  Cancer  Study  Group; 

•  one  of  nine  hospitals  in  the  nation  with  a  General  Clinical  Research 
Center  exclusively  designed  to  address  pediatric  problems. 

Children's  is  home  to  the  world's  busiest  pediatric  transplant  center.    Children's  has 
been  more  successful  with  small  intestine  transplants  (alone  or  in  combination  with  liver) 
than  any  other  center  performing  such  transplants  in  the  wortd.    CHP  pioneered  much  of  the 
work  that  has  been  done  in  pediatric  transplantation,  and  other  hospitals  and  medical  centers 
across  the  nation  have  replicated  CHP's  model  in  recent  years.    The  hospital  is  also  a  pioneer 
in  short  stay  surgery  and  one  of  the  leading  cystic  fibrosis  centers  in  the  country. 

Children's  has  an  outstanding  program  in  research  which  has  made  landmark 
discoveries  resulting  in  cures  for  complex  childhood  diseases  such  as  polio.    Today, 
Children's  is  ranked  fifth  among  independent  pediatric  hospitals  in  the  country  for  the  level  of 
funding  received  in  National  Institute  of  Health  grants. 

-3- 
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CHP'S  VISION  FOR  THE  FUTURE:  A  REGIONAL  PEDIATRIC  NETWORK 

Children's  Hospital  of  Pittsburgh  proposes  to  develop  a  coordinated  model  of  care 
geared  to  the  creation  of  one  seamless  system  of  high  quality  pediatric  care  through  the 
consolidation  of  pediatric  activity  in  western  Pennsylvania. 

Changes  in  the  health  care  industry,  including  the  movement  of  treatment  from 
inpatient  to  outpatient  services,  will  result  in  a  58%  decrease  in  the  need  for  pediatric  beds 
in  southwestern  Pennsylvania  by  the  year  2000.    Pennsylvania's  state  health  services  plan 
estimates  that  by  the  year  1 995,  the  Pittsburgh  region  will  have  1 50  more  pediatric  beds 
than  are  necessary.    These  changes  in  health  care  delivery  have  serious  implications  for  the 
specialized  health  care  needs  of  children. 

Recognizing  the  critical  need  to  adapt  the  delivery  of  health  care  to  the  specialized 
needs  of  the  community  it  serves.  Children's  Hospital  of  Pittsburgh  is  dedicated  to  serving  as 
a  regional  resource  and  a  central  coordinating  body  for  the  development  of  new  protocols 
and  standards  for  cost-effective,  state-of-the-art  pediatric  care  in  the  "hospitals  without 
walls"  of  the  21st  century.    Building  upon  CHP's  expertise  in  the  delivery  of  pediatric  care 
and  its  subspecialties,  CHP  will  form  dynamic  partnerships  with  targeted  community 
hospitals  throughout  the  27  county  area  comprising  Western  Pennsylvania. 

Children's  Hospital  of  Pittsburgh  will  work  in  concert  with  its  community  partners  to 
create  a  collaborative  approach  to  the  delivery  of  pediatric  health  care,  and  to  identify 
alternative  models  of  cost-effective  care.    Pediatric  care  of  the  future  will  likely  be  provided 
in  the  following  ways: 

1 .  Secondary  Care  to  be  delivered  in  partnering  facilities; 

2.  Pediatric  Surgery  to  be  delivered  in  freestanding  surgery  centers  and 
partnering  facilities; 

3.  Tertiary  and  Quaternary  care  will  continue  to  be  provided  at  CHP  where 
the  resources  and  expertise  are  available  to  support  this  level  of  care; 

4.  Pediatric  outpatient  services  to  be  delivered  at  regional  satellite  centers 
and  partnering  facilities. 

Children's  Hospital  will  serve  as  a  primary  resource  for  community  pediatricians  and 
hospitals  through  consultations,  management  of  inpatient  units,  training  programs, 
educational  services  which  will  share  the  specialized  expertise  of  CHP  professionals  with  the 
community  at  large.    Children's  will  devote  special  attention  to  the  need  for  its  resources  and 
expertise  in  rural  areas,  health  professional  shortage  areas,  and  areas  which  traditionally  have 
had  medically  under-served  populations. 

The  regions  targeted  to  compose  the  regional  pediatric  network  in  Phase  One  include: 

•  Beaver/Butler  Counties 

•  Armstrong/Indiana  Counties 
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•  Westmoreland  County 

•  Washington/Fayette/Greene  Counties 

The  establishment  of  advanced  information  systems  at  CHP  will  particularly  allow  the 
hospital  to  respond  to  the  critical  needs  of  primary  care  practitioners  in  rural  areas  where 
isolation  and  distance  are  significant  obstacles  to  quality  care.     The  development  of  a 
telemedicine/telecommunications  network  will  facilitate  training  opportunities  for  primary  care 
physicians,  and  allow  frequent  physician/patient  consultations,  thereby  overcoming  the 
physical  isolation  of  rural  providers. 

A  centralized  medical  information  system  will  provide  more  cost-effective  and  efficient 
methods  of  patient  scheduling,  lab  reports,  etc.    Additionally,  existing  continual  medical 
education  and  community  education  programs  will  be  expanded  through  the  implementation 
of  advanced  telecommunications  capabilities  at  CHP.    An  After-Hours  Triage  Program  will  be 
based  at  CHP  for  the  purpose  of  providing  back-up  support  through  after-hour  management 
of  patients  for  community  pediatricians. 

Western  Pennsylvania,  along  with  other  parts  of  the  nation,  is  currently  undergoing  a 
revolution  in  its  health  care  delivery  system.    For  over  one  hundred  years.  Children's  Hospital 
of  Pittsburgh  has  pioneered  a  system  of  pediatric  care,  treatment  and  research  which  has 
uniquely  served  the  children  and  families  in  the  region. 

As  a  national  leader  in  advanced  health  care  for  children.  Children's  Hospital  of 
Pittsburgh  is  well  equipped  to  create  a  federal-state-local  partnership  to  support  the . 
development  of  a  model  regional  pediatric  network.    CHP  professionals  are  prepared  to  serve 
as  a  primary  resource  and  "magnet"  in  pediatric  care  by  sharing  their  collective  expertise  in 
pediatric  specialties  and  subspecialties  with  other  facilities  throughout  western  Pennsylvania 
who  require  CHP's  consultation,  training  programs  and  educational  services. 

Children's  Hospital  of  Pittsburgh  is  calling  upon  the  federal  government,  which  has  a 
vested  interest  in  promoting  cost-effective  alternatives  in  delivering  quality  pediatric  care 
services,  to  invest  in  this  vital  initiative.    In  requesting  a  federal  partnership  for  this  project. 
Children's  Hospital  of  Pittsburgh  is  prepared  to  dedicate  significant  institutional  resources  of 
its  own.    I  am  aware  that  your  Subcommittee  has  been  supportive  in  the  past  of  children's 
health  care  needs  and  therefore  request  that  you  include  $3. 1 2  million  in  the  FY  1 996  Labor, 
HHS  Appropriations  bill  for  Children's  Hospital  of  Pittsburgh  to  demonstrate  a  coordinated 
model  of  regional  pediatric  care.    CHP's  regional  pediatric  network  will  be  a  federal-state-local 
partnership  to  address  the  specialized  health  care  needs  of  children  while  adapting  to  a 
rapidly  changing  health  care  environment  that  requires  greater  efficiency  and  collaboration 
among  regional  providers. 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  submit  this  testimony  on  behalf  of 
Children's  Hospital  of  Pittsburgh  and  for  considering  our  request  for  direct  federal  support  of 
our  regional  pediatric  network  which  can  serve  as  a  national  model  for  the  enhanced  delivery 
of  pediatric  care. 
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Mr.  Chairman  and  members  of  the  subcommittee,  I  appreciate  the  opportunity  to  be 
here  today  to  discuss  with  you  the  wisdom  of  establishing  a  National  Human  Cell  Repository 
Center,  and  the  importance  of  such  a  repository  as  a  logical  step  in  advancing  cutting-edge 
biomedical  research  in  the  National  Institutes  of  Health.   There  is  a  critical  and  increasing 
need  for  a  contamination-free  supply  of  human  cells  in  high  level  research  into  genetic 
disorders,  cancer,  heart  disease,  and  other  serious  human  diseases. 

As  a  scientist  and  President  of  the  Coriell  Institute  for  Medical  Research,  it  is  my  job 
to  oversee  the  acquisition,  characterization,  cataloguing  and  shipment  of  human  cell  cultures 
to  the  DOE  and  NTH  centers  for  genome  research  and  other  high  level  research  facilities 
around  the  United  States  and  the  world.   Coriell  Institute  is  the  world's  largest  provider  of 
such  cell  cultures. 

By  way  of  background,  the  Coriell  Institute  was  founded  in  1953  by  Dr.  Lewis 
Coriell,  a  scientist  who  developed  pioneering  techniques  for  growing  human  cells  in  culture 
and  thus  permitting  their  use  in  scientific  research.   Early  on,  Coriell  technology  was  crucial 
in  growing  the  cultures  used  in  development  of  the  Salk  Polio  Vaccine.  Today,  scientists 
throughout  the  world  depend  on  Coriell  cell  cultures  for  use  in  disease  research,  and  many 
research  advances  have  depended  directly  on  the  cultures  supplied  by  Coriell. 

Biomedical  science  today  is  making  rapid  advances  in  both  diagnostic  and  therapeutic 
techniques.   For  example,  molecular  antibiotics  are  being  developed  which  can  find  and 
destroy  the  genes  of  an  infectious  organism  in  an  utterly  specific  fashion,  and  gene-based 
therapeutic  techriqnci  are  being  tested  through  clinical  trials  for  the  treatment  of  such 
diseases  as  cancer.   In  short,  we  are  on  the  proper  scientific  pathways  which  will  one  day 
make  it  possible  to  eliminate  such  diseases  as  diabetes  and  cystic  fibrosis  and  other  diseases 
which  stem  from  defective  genes. 


TOMTS  RESEARCH       TOMORROWS  CURB 
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Today,  the  problems  associated  with  sustaining  progress  in  advanced  disease  research 
stem  from  the  fact  that  the  volume  of  cells  needed  is  growing  and  will  continue  to  grow  as 
the  scientific  community  extends  molecular  genetic  technology  into  new  areas  such  as  mental 
illness.  Specifically,  this  means  that  of  the  4,000  plus  genetic  diseases  known  to  exist,  only 
about  1,000  are  banked  and  available  as  cell  cultures.  In  order  to  procure  and  catalogue  cell 
cultures  for  the  remaining  3,000  diseases,  a  dedicated  human  cell  repository  is  essential. 

Mr.  Chairman,  the  Coriell  Institute  has  many  responsibilities  in  its  role  as  the  nation's 
premier  supplier  of  cell  cultures.   Of  particular  note  is  the  role  of  Coriell  Institute,  in 
response  to  demands  from  the  research  community,  in  acquiring  collections  of  specific  cells 
for  research  into  specific  diseases.    A  case  in  point  is  one  where,  over  the  past  year,  Coriell 
has  been  building  a  collection  of  cells  from  breast  cancer  patients.    Our  scientists  were 
involved  for  many  years  in  the  search  for  a  mammary  tumor  virus,  and  have  recently 
developed  a  new  technology  for  whole  genome  amplification  to  make  genetic  material 
available  from  tumors  from  which  cell  lines  are  difficult  to  grow.   This  technique  allows  for 
access  to  rare  and  valuable  tissue  from  patients  with  a  family  history  of  the  disease. 

The  breast  cancer  initiative  is  a  good  illustration  of  the  ways  in  which  new  frontiers 
can  be  crossed  in  studying  diseases.    It  is  also  a  telling  illustration  of  a  serious  problem  in 
advanced  research  --  specifically,  the  increasing  demand  for  cell  cultures  and  the  related 
services  which  support  high  level  research. 

Mr.  Chairman,  as  the  individual  responsible  for  the  largest  human  cell  repository  in 
the  world,  I  can  tell  you  that  a  National  Human  Cell  Repository  Center  is  a  critical  next  step 
to  facilitate  the  most  sophisticated  research  on  genetic  diseases.    I  believe,  as  do  others  in  the 
field,  that  a  national  center  which  provides  cells  and  genetic  material  to  researchers  around 
the  country  and  abroad  will  greatly  enhance  the  quality  of  medical  research.    As  NIH 
Director  Harold  Varmus  recently  testified,  "we  foresee  new  means  to  prevent  disease,  and 
we  anticipate  the  development  of  novel  therapies  for  the  next  century,  based  on  the  delivery 
of  genes  to  ailing  cells,  and  drug  design  guided  by  molecular  structures." 

Novel  therapies  for  the  next  century  is  the  goal  in  disease  research  as  NIH  Director 
Varmus  has  pointed  out.   To  accomplish  that  goal  requires  a  consistent  and  reliable  supply  of 
cell  cultures,  the  space  to  store  such  cultures  and  the  human  skill  and  equipment  to  support  a 
state-of-the-art  facility. 
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It  is  my  belief  that  the  establishment  of  a  National  Human  Cell  Repository  Center  will 
provide  an  essential  component  in  support  of  disease  research  in  both  the  Federal  and  non- 
Federal  sectors.    The  National  Institutes  of  Health  have  a  long-standing  interest  in  examining 
the  roles  of  defective  genes  in  diseases.    In  fact,  much  of  the  exciting  activity  we  see  today 
in  genetics  research  takes  place  at  NIH  labs.   In  support  of  this  research,  Coriell  Institute  has 
distributed  hundreds  of  shipments  of  cell  lines  to  NIH  labs.   While  such  activity  has  been 
important,  it  will  be  insufficient  for  future  efforts  in  genetic  research,  which  is  why  we  need 
a  National  Repository. 

Mr.  Chairman,  after  studying  the  needs  for  and  potential  benefits  of  any  national 
repository,  I  believe  that  establishing  such  a  facility  from  the  ground  up  would  be  excessively 
expensive,  and  require  too  much  time  in  planning  and  execution.   However,  a  National 
Center  can  be  built  by  simply  adding  to  an  existing  resource  which  is  positioned  to  supply 
research  demands  into  the  next  century.   That  resource  is  Coriell  Institute. 

Given  Coriell  s  position  as  the  world's  largest  human  cell  repository  and  its 
interaction  with  the  NIH  and  DOE  labs,  it  makes  perfect  sense  to  establish  a  National  Center 
in  a  public-private  partnership  fashion,  particularly  given  the  Federal  Government's  long- 
standing and  continued  support  for  medical  research.    By  making  an  investment  in  a  National 
Human  Cell  Repository  Center,  the  Federal  Government  can  help  to  ensure  the  availability  of 
human  cells  for  disease  research  scientists  throughout  the  United  States  and  the  world. 

Mr.  Chairman,  the  Coriell  Institute  already  has  a  plan  for  establishment  of  a  National 
Repository,  and  we  are  prepared  to  move  forward  immediately.   In  summary,  it  is  my  belief 
that  Federal  investment  toward  this  end  will  produce  tremendous  benefits  and  that, 
considering  the  cost  of  disease  to  this  country  and  the  potential  for  missed  research 
opportunities  if  we  do  not  move  forward,  we  cannot  afford  not  to  establish  a  National  Cell 
Repository. 

Thank  you  for  your  attention.   I  will  be  happy  to  answer  any  questions. 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  the  following  testimony  is  submitted  on 
behalf  of  the  Association  of  American  Universities  (AAU)  and  the  National  Association  of 
State  Universities  and  Land-Grant  Colleges  (NASULGC).  We  welcome  the  opportunity  to 
submit  testimony  on  the  FY96  budget  for  the  National  Institutes  of  Health  (NIH). 
Together,  AAU  and  NASULGC  represent  over  200  public  and  private  research  universities 
across  the  country.  Funds  from  the  NIH  account  for  fully  one-half  of  the  federally 
sponsored  research  at  these  institutions. 

First,  we  want  to  take  this  opportunity  to  thank  you  and  all  the  members  of  the 
Subcommittee  for  your  consistent  support  of  biomedical  research  over  the  years.  The 
university  community  is  well  aware  that  the  Subcommittee  has  continued  to  make 
biomedical  research  a  priority  ~  even  in  the  face  of  severe  budget  constraints.  We  are 
also  aware  that  the  Subcommittee  will  again  this  year  confront  tough  decisions,  perhaps 
the  toughest  yet.  It  is  our  hope  that  as  you  grapple  with  these  difficult  choices,  you  will 
continue  to  recognize  the  central  role  of  biomedical  research  in  addressing  the  current 
and  future  health  care  needs  of  all  Americans  and  many  people  around  the  world. 

The  AAU  and  NASULGC  strongly  support  an  increase  in  NIH  funding  that  will  enable  the 
NIH  to  keep  pace  with  the  enormous  research  opportunities  before  us  today.  We 
understand  that  in  his  professional  judgement  budget  the  Director  of  the  NIH  indicated 
the  NIH  could  reasonably  use  in  a  profitable  manner  a  fifteen  percent  increase  in  funding 
this  coming  fiscal  year.  We  are  very  aware  of  the  fiscal  contraints  on  the  Subcommittee 
this  year  and  recognize  the  difficulty  of  providing  such  an  increase.  However,  we  urge 
you  to  do  all  that  you  can  to  provide  the  dollars  needed  to  continue  the  investment  in 
biomedical  research  that  produces  new  discoveries,  leads  to  new  products,  cures 
devastating  diseases,  and  enhances  our  international  competitiveness. 

In  addition  to  adequate  funding  of  research  project  grants,  the  AAU  and  NASULGC  also 
believe  that  research  training  is  a  critical  element  in  maintaining  a  strong  biomedical 
research  enterprise,  and  we  urge  careful  consideration  of  the  research  training  portion  of 
the  NIH  budget.  We  also  urge  increased  investments  in  our  national  research 
infrastructure  particularly  in  the  area  of  renovation  and  upgrading  of  facilities.  As  you 
know,  many  of  our  research  facilities  continue  to  grow  old  and  obsolete.  We  simply 
cannot  maintain  a  first-rate  research  enterprise  with  second-  and  third-rate  equipment  and 
facilities. 

The  AAU  and  NASULGC  are  also  concerned  about  the  funding  levels  for  many  of  the 
programs  included  in  the  National  Center  for  Research  Resources  (NCRR).  NCRR 
programs  have  been  extremely  valuable  to  research  institutions  and  cost-effective  to  the 
government.  For  example,  in  an  era  of  limited  resources,  the  Shared  Instrumentation 
Grant  Program  (SIG)  offers  a  way  to  leverage  scarce  federal  dollars  to  ensure  the 
availability  of  sophisticated  but  often  expensive  scientific  equipment.  The  university- 
based  General  Clinical  Research  Centers  (GCRCs)  provide  the  state-of-the-art 
instrumentation,  skilled  laboratory  technicians,  research  nurses,  and  specialized 
laboratory  and  computer  facilities  essential  to  conducting  much  of  the  clinical  research 
underway  today.   Unfortunately,  funding  for  GCRCs  and  SIG,  along  with  many  other 
NCRR  programs,  has  not  kept  pace  with  program  needs  and  capacity. 
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At  this  point,  Mr.  Chairman,  we  make  brief  mention  of  another  topic  of  importance  to  the 
research  community,  namely  the  costs  of  conducting  university-based  research  and  the 
policies  that  govern  federal  reimbursement  of  them.  As  you  know,  significant  changes 
have  been  made  over  the  past  four  years  in  federal  policies  for  the  reimbursement  of 
indirect  (administrative  and  facilities)  costs  associated  with  research.   On  February  6, 
1995,  the  Office  of  Management  and  Budget  proposed  additional  revisions  in  Circular  A- 
21  designed,  among  other  things,  to  involve  greater  participation  by  the  government  in 
the  determination  of  what  fraction  of  new  research  facility  and  renovation  costs  will  be 
reimbursed  by  the  federal  government  through  the  creation  of  federal  benchmarks. 
Other  changes  are  proposed  to  simplify  administrative  and  accounting  procedures,  and 
promote  predictability,  stability,  equity,  and  consistency  in  federal  payments  for  research. 
While  the  AAU  and  NASULGC  may  not  agree  with  all  the  proposals  included  in  the 
February  6  Federal  Register,  we  strongly  believe  the  management  and  writing  of 
government-wide  regulations  for  our  research  reimbursement  system  should  be  done  by 
the  executive  branch  agencies  with  the  responsibility  for  administering  the  national 
research  program.  We  urge  that  the  Subcommittee  oppose  efforts  to  micromanage 
university  research  funds  by  targeting  cuts  in  the  administrative  and  facilities  portion  of 
research  costs. 

It  is  the  federal  investment  in  biomedical  research  that  has  pioneered  the  innovations  that 
have  improved  so  dramatically  our  health,  economic  well-being,  and  quality  of  life.  The 
members  of  this  Subcommittee  have  fought  long  and  hard  to  provide  the  funding  levels 
needed  to  support  this  research.   In  this  difficult  budgetary  time  we  ask  that  you  continue 
this  fight  and  maintain  your  support  for  the  NIH  and  the  millions  of  people  who  benefit 
from  the  federal  government's  investment  in  medical  research. 
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The  American  Legion  is  pleased  to  submit  its  views  on  appropriations  for  the 
Veterans'  Employment  and  Training  Service  for  Fiscal  Year  1996.  The  Veterans' 
Employment  and  Training  Service  (VETS)  assures  veterans,  service  personnel  preparing 
to  separate,  and  reserve  component  members  of  employment  opportunities  leading  to 
economic  security.  Congress  established  VETS  because  veterans  and  the  special 
employment  needs  they  face  after  separating  from  military  service  were  being  ignored. 

The  Department  of  Labor's  employment  and  training  programs  are  designed  to 
help  those  veterans  that  do  not  face  employability  barriers  -  those  that  are  "job  ready". 
VETS  was  specifically  established  within  the  Department's  employment  and  training 
system  to  help  those  veterans  facing  employability  barriers.  Thus,  the  Employment 
Service  system  gives  priority  of  service  to  all  veterans,  with  additional  priority  given  to 
disabled  veterans.  Currently,  the  Department  also  gives  special  assistance  to  those 
personnel  preparing  to  leave  the  military  and  those  veterans  selected  for  involuntary 
separation. 

This  is  an  agency  that  works  and  works  well.  Consider  the  following 
accomplishments  during  the  Program  Year  ending  June  30,  1994: 

•  VETS  provided  job  counseling,  vocational  guidance,  referral  and  training 
placement  and  other  employment  services  to  over  2  million  veterans. 

•  VETS  placed  559,324  veterans  in  jobs  across  the  country,  plus  an 
additional  15,389  disabled  veterans. 

The  LVER  has  a  primary  mission  of  coordinating  the  local  office  efforts  to  provide 
priority  of  service  to  eligible  veterans.  In  Program  Year  1994  LVERs  registered  over 
771,000  applicants  and  helped  over  177,000  into  jobs.  The  DVOP's  job  is  to  conduct 
outreach  to  seek  disabled  veterans,  conduct  job  development  activities  with  employers, 
and  to  provide  case  management,  where  necessary,  for  customers.  During  the  program 
year  cited  above  these  people  registered  over  925,000  veterans  and  placed  almost  190,000 
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of  them  into  jobs.    The  veterans  placed  in  jobs  during  this  time  period  are  no  longer 
collecting  unemployment  insurance  and  have  become  tax  payers  rather  than  tax  burdens. 

One  of  the  additional  duties  of  the  LVER  and  DVOP  specialists  is  to  conduct 
Transition  Assistance  Program  (TAP)  seminars  for  members  of  the  armed  services  who 
will  leave  the  military  within  180  days.  In  FY  1994,  over  3600  TAP  workshops  were 
conducted  involving  200  military  installations  in  the  United  States.  More  than  163,000 
military  members  and  their  spouses  attended  these  seminars  where  they  were  provided 
information  on  obtaining  civilian  employment  and  were  provided  employability 
information.  All  of  this  TAP  activity  was  accomplished  as  an  "additional  duty"  by  the 
LVERs  and  DVOPs. 

Recently  separated  veterans  need  more  assistance  in  finding  a  job  than  non- 
veterans.  Many  veterans  enter  the  military  straight  out  of  high  school  or  college  and  have 
never  looked  for  full-time  employment.  Various  skills  required  for  military  service  are 
non-transferable  to  the  civilian  job  market.  Also,  while  a  veteran  is  serving  in  the  military, 
non-veterans  are  developing  a  network  of  civilian  contacts  and  provided  the  opportunity 
to  advance  in  their  civilian  careers.  In  addition,  being  away  from  the  community  further 
serves  as  an  employability  barrier,  because  it  makes  any  serious  job  search  more  difficult 
for  the  individual  still  on  active  duty,  particularly  if  they  are  assigned  overseas,  as  happens 
for  one  out  of  every  five  persons  separating  from  active  duty. 

These  factors  result  in  recently  separated  veterans,  particularly  those  who  are  20  to 
34  years  of  age,  having  the  highest  unemployment  rates  among  veterans  (currently 
1 1.8%).  VETS  labors  to  help  these  young,  recently  separated  veterans  with  a  multitude  of 
integrated  services,  to  prevent  their  unemployment  and  ease  their  transition  into 
meaningful  careers  in  the  civilian  labor  market. 

The  Veterans'  Employment  and  Training  Service  and  its  state  partners  are  able  to 
assist  veterans  effectively  because  LVERs  and  DVOPs  have  attended  one  or  more  training 
courses  at  the  National  Veterans'  Training  Institute  (NVTI)  which  is  also  funded  by 
VETS.  NVTI  provides  standardized  training  that  focuses  on  programs  available  to 
veterans  and  how  the  veterans  fit  into  the  various  programs,  as  well  as  assessment,  case 
management,  and  other  important  job  placement  skills. 

One  of  the  problems  faced  by  the  agency  over  the  past  several  years  is  that  funding 
has  never  met  the  federally  mandated  levels.  Specifically,  the  law  requires  that  LVERs 
and  DVOPs  be  staffed  at  1,600  and  1,884  employees,  respectively.  Currently,  FY  1995 
funding  only  allows  for  1,454  LVERs  and  1,698  DVOPs,  resulting  in  many  veterans  not 
receiving  adequate  service. 

The  American  Legion  is  also  concerned  because  funds  for  the  DVOP  and  LVER 
positions  come  from  the  Federal  Unemployment  Trust  Account  (FUTA).  Employers  pay 
a  tax  for  every  employee  on  their  payrolls  into  the  FUTA.  The  FUTA  takes  in  more 
money  than  it  distributes  and  currently  has  a  surplus  of  $3  to  $4  billion  dollars.   In  other 
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words,  those  of  us  who  purchase  goods  and  services  from  America's  employers  are  not 
receiving  the  full  benefit.  If  Congress  is  not  going  to  provide  these  services  with  proper 
funding,  then  the  tax  should  be  discontinued. 

In  regard  to  the  FY  1996  budget,  The  American  Legion  recommends  that  the 
Disabled  Veterans'  Outreach  Program  and  the  Local  Veterans'  Employment 
Representative  programs  be  funded  at  levels  of  $98.3  million  and  $86.3  million, 
respectively.  These  funding  levels  will  allow  DVOP  and  LVER  programs  to  exist  at  the 
required  levels  as  mandated  by  Title  38,  USC.  Also,  The  American  Legion  recommends 
that  for  FY  1996,  the  NVTI  be  funded  at  $2.9  million.  This  funding  level  will  allow  NVTI 
to  properly  train  DVOPs  and  LVERs  in  order  to  provide  veterans  with  the  best  services 
possible.  To  oversee  the  various  state  grants  made  by  VETS,  The  American  Legion 
recommends  that  the  staff  be  funded  at  a  level  of  $23  million. 

State  Employment  Security  Agencies 

All  state  employment  agencies  are  funded  from  the  Federal  Unemployment  Trust 
Account.  Without  proper  funding  for  these  state  agencies,  the  programs  designed  to  assist 
veterans  in  their  transition  from  active  military  service  to  a  civilian  career  would  not  be 
possible.  The  DVOPs  and  LVERs  work  for  state  agencies  in  the  state  employment  offices 
and  depend  on  the  state  agencies  for  computer  support,  supervision,  office  supplies  and 
space.  It  is  imperative  for  the  state  employment  security  agencies  to  be  properly  funded  in 
order  for  the  veterans'  programs  to  be  effective. 

Service  Members  Occupational  Conversion  and  Training  Act  (SMOCTA) 

This  legislation,  approved  initially  as  part  of  the  Department  of  Defense 
downsizing  program,  has  proved  to  be  especially  successful  in  assisting  former  military 
members  who  are  lacking  civilian  skills,  into  civilian  jobs  after  an  appropriate  training 
period.  Individuals  who  have  served  in  the  combat  arms  such  as  armor,  infantry,  or 
artillery  are  particularly  well  qualified  for  the  SMOCTA  program.  They  possess 
outstanding  leadership  qualities  and  an  excellent  work  ethic,  but  lack  readily  transferable 
civilian  job  skills.  This  program  subsidizes  employers  for  a  veteran's  wages  up  to  $12,000 
for  a  maximum  of  18  months,  provided  that  a  training  curriculum  is  followed.  As  a  result, 
many  employers  hire  and  train  veterans  that  otherwise  might  not  be  considered  for 
employment. 

Initially,  $75  million  was  transferred  to  the  Department  of  Veterans  Affairs  from 
the  Department  of  Defense.  The  Department  of  Labor  Veterans'  Employment  and 
Training  Service  became  involved  when  it  became  apparent  that  the  veterans' 
representatives  in  the  local  job  service  offices  have  access  to  most  of  those  former  military 
members  needing  training.  The  program  works  well  and  has  currently  placed  almost 
10,000  veterans  in  certified  training  programs. 

Unfortunately,  funding  for  SMOCTA  has  expired  and  will  not  be  continued  unless 
Congress  re-authorizes  and  re-appropriates  this  program.  The  Department  of  Defense 
does  not  wish  to  fund  the  program  as  part  of  its  budget  since  job  training  is  properly  a 
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Labor  Department  function.  The  Assistant  Secretary  of  Labor  for  Veterans'  Employment 
and  Training  Service,  with  the  approval  of  the  Secretary  of  Labor,  included  a  line  item  in 
his  budget  request  for  training  under  the  Service  Members  Occupational  Conversion  and 
Training  Act.  When  the  Office  of  Management  and  Budget  reviewed  the  request,  it 
disallowed  the  SMOCTA  line  item  for  Labor  and  claimed  it  was  a  DoD  function.  We  urge 
this  committee  to  resolve  the  dispute  by  approving  $56  million  for  the  Veterans' 
Employment  and  Training  Service  to  conduct  training  under  this  program. 

Title  rV-C,  Job  Training  and  Partnership  Act  (JTPA) 

Title  IV-C  of  the  Job  Training  Partnership  Act  is  the  section  which  provides  funds 
for  the  job  training  of  veterans  who  find  themselves  out  of  work  and  in  need  of  retraining. 
The  program  has  been  chronically  underfunded  since  its  inception.  In  FY  1995,  funding  in 
the  amount  of  only  $9  million  was  provided.  In  order  to  accomplish  what  really  needs  to 
be  done,  funding  in  the  amount  of  $60  million  is  more  in  order.  We  urge  this  committee 
to  consider  this  recommendation  favorably. 

As  an  example  of  what  can  be  accomplished  with  this  money,  we  offer  the 
following  example:  The  American  Legion  received  a  modest  grant  in  the  amount  of 
approximately  $166,000  in  June  of  1993  to  conduct  job  training.  In  cooperation  with  the 
Laborers'  International  Union  of  North  America,  the  Legion  set  out  to  recruit  eligible 
veterans  and  get  them  trained  and  placed  in  the  construction  industry.  To  date,  120 
veterans  have  successfully  completed  the  program.  Training  took  place  in  Iowa,  Kentucky 
and  Wisconsin.  With  the  extension  of  the  grant  approved,  training  will  be  held  in  several 
more  states.  This  program  is  successful,  and  should  be  replicated  with  proper  funding  of 
the  Title  IV-C  program. 

The  American  Legion  appreciates  your  consideration  of  these  recommendations. 
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COMMUNITY  ANTI-DRUG  COALITIONS  OF  AMERICA 
PREVENTION,  INTERVENTION  AND  TREATMENT  COALITION  FOR  HEALTH 


Thank  you  for  the  opportunity  to  submit  a  statement  for  the  record 
on  FY  1996  appropriations  for  the  drug  and  alcohol  abuse  prevention 
programs  funded  by  the  Center  for  Substance  Abuse  Prevention  in  the 
Department  of  Health  and  Human  Services  and  the  Department  of 
Education's  Safe  and  Drug  Free  Schools  and  Communities  program. 

This  statement  is  submitted  jointly  by  Community  Anti-Drug 
Coalitions  of  America  (CADCA)  and  the  Prevention,  Intervention  and 
Treatment  Coalition  for  Health  (PITCH).  CADCA  is  the  national 
organization  for  coalitions  across  the  nation  dedicated  to 
addressing  this  country's  drug  crisis.  PITCH  is  a  national 
coalition  of  grassroots  organizations  whose  members  provide 
community  based  substance  abuse  prevention  services. 

OVERVIEW 

Substance  abuse  is  the  single  most  critical  problem  facing  our 
nation  today.  It  is  at  the  core  of  our  most  pressing  social  and 
economic  problems  including  crime,  violence,  the  spread  of 
HIV/AIDS,  school  dropouts,  high  health  care  costs,  teen  pregnancy 
and  low  economic  productivity.  In  1990  the  total  costs  to  society 
of  alcohol  and  other  drug  abuse  exceeded  $165.5  billion. 

Substance  abuse  is  a  preventable  behavior.  In  fact,  between  1979 
and  1993  the  number  of  "past  month"  illicit  drug  users  was  reduced 
by  more  than  50%  from  a  high  of  24.5  million  people  to  just  under 
12  million.  Substance  abuse  prevention  programs  and  comprehensive 
community  coalition  strategies  have  proven  highly  effective  in 
reducing  drug  and  alcohol  use  and  abuse. 

-Cornell  University  researchers,  in  a  study  of  6,000 
students  in  New  York  State,  found  that  the  odds  of 
drinking,  smoking  or  using  marijuana  were  40%  lower  among 
students  who  participated  in  a  substance  abuse  prevention 
program  during  the  7th,  8th  and  9th  grades  than  their 
counterparts  who  did  not. 

-Project  Star  in  Kansas  City,  MO  reported  lower  use  rates 
at  42  schools  versus  control  sites  for  alcohol  (11%  vs. 
16%),  tobacco  (17%  vs.  24%)  and  marijuana  (7%  vs.  10%). 

-The  Miami  Coalition  has  spurred  Dade  County 
community  officials  to  demolish  more  than  2,000  crack 
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houses.  Crime  in  the  area  has  been  reduced  by  24%  and 
annual  drug  use  has  decreased  by  more  than  40%. 

-The  Glouster,  MA  Prevention  Network  has  implemented  a 
comprehensive  community  wide  substance  abuse  prevention 
program  that  has  resulted  in  a   63%  decline  in  heroin 
arrests,  a  21%  decrease  in  narcotic  cases  in  the  court 
system,  and  a  25%  decline  in  DWI  arrests. 

Unfortunately,  decreased  national  focus,  and  increased  drug 
glamorization  publicity  are  eroding  over  a  decade  of  progress  in 
anti  drug  attitudes  and  declining  use.  The  latest  "Monitoring  the 
Future  Survey"  (1994)  shows  increases  in  daily,  current,  past  year 
and  lifetime  use  of  marijuana  by  8th,  10th  and  12th  graders, 
coupled  with  an  erosion  of  both  anti  drug  attitudes  and 
perceptions  of  drugs  as  harmful. 

This  nation  must  refocus  national  attention  on  substance  abuse 
prevention  and  education  in  order  to  avoid  a  new  epidemic  of  drug 
abuse  among  our  youth.  We  need  strong  national  leadership  and  a 
renewed  federal  commitment  to  comprehensive  school  and  community 
based  substance  abuse  prevention  efforts  if  we  are  to  keep  our 
youth  drug  free. 

FY  1996  APPROPRIATIONS  RECOMMENDATIONS 

CENTER  FOR  SUBSTANCE  ABUSE  PREVENTION  (CSAP) 

The  current  knowledge  base  regarding  effective  substance  abuse 
prevention  strategies,  programs  and  systems  has  been  largely 
developed  through  CSAP's  support  of  innovative  demonstration  and 
evaluation  programs. 

CADCA  and  PITCH  strongly  object  to  the  President's  budget  proposal 
to  consolidate  the  demonstration  and  training  programs  in  CSAP  with 
those  in  the  Center  for  Substance  Abuse  Treatment  (CSAT) . 
Substance  abuse  prevention  must  maintain  it's  integrity  if  it  is 
to  be  effective.  The  proposed  consolidation  would  cripple  the 
nation's  substance  abuse  prevention  demonstration  efforts  by 
subsuming  them  under  substance  abuse  treatment.  This  is  a  grave 
mistake.  Our  nation  cannot  afford  to  lose  any  of  the  momentum  that 
has  been  achieved  in  developing  and  refining  effective  substance 
abuse  prevention  strategies  and  programs.  Substance  abuse 
prevention  needs  national  focus  and  leadership  to  be  effective  — 
it  needs  to  be  elevated  and  enhanced,  not  buried  and  eclipsed.  In 
order  to  maintain   focus  and  integrity,  if  consolidations  are 
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sought,  substance  abuse  prevention  programs  should  be  consolidated 
with  each  other,  not  mixed  with  other  non  prevention  programs. 

CADCA  and  PITCH  reguest  that  at  a  minimum  CSAP  be  funded  at  $238.5 
million,  the  FY  1995  appropriated  level.   Any  decrease  from  the 
current  base  for  substance  abuse  prevention  specific  programming 
would  undermine  efforts  to  effectively  address  the  alarming 
increase  in  the  use  of  drugs  among  our  youth. 

CADCA  and  PITCH  further  reguest  that  the  FY  1996  funds  appropriated 
for  CSAP  be  used  to:  (1)  develop  and  evaluate  new  and  more 
effective  strategies  to  reduce  adolescent  drug  use,  especially  for 
the  junior  high  school  population  where  drug  and  alcohol  use  are 
becoming  much  more  prevalent;  (2)  replicate  and  evaluate  successful 
programs  at  different  locations  in  order  to  develop  a  more  solid 
knowledge  base;  (3)  provide  small  grants,  with  a  large  reguired  up 
front  match,  to  support  the  development  of  a  sustainable  national 
system  of  community  coalitions  to  address  the  specific  drug 
problems  and  service  gaps  in  communities  across  the  country;  and 
(4)  disseminate  nationally  the  best  practices  and  strategies 
already  available  from  the  substance  abuse  prevention  field's 
knowledge  base. 

DEPARTMENT  OF  EDUCATION  —  SAFE  AND  DRUG  FREE  SCHOOLS  AND 
COMMUNITIES  PROGRAM 

The  Safe  and  Drug  Free  Schools  and  Communities  program  is  a  block 
grant  that  provides  94%  of  the  country's  school  districts  with 
funds  to  deliver  substance  abuse  and  violence  prevention  services 
to  our  nation's  children. 

Research  and  evaluations  have  shown  that  among  adolescents  and 
younger  children,  substance  abuse  prevention  programs  that 
emphasize  personal  skills  development,  in  conjunction  with  family 
and  community  support,  produce  effective  outcomes  in  reducing 
alcohol  and  other  drug  use. 

Effective  programs  and  strategies  that  are  funded  in  local 
education  agencies  across  the  nation  include,  life  skills  training, 
peer  resistance  training,  student  assistance  and  other  intervention 
programs,  parent  training  and  involvement,  drug  abuse  resistance 
education  (DARE),  peer  counseling,  mentoring,  community  team 
training,  and  risk  focused  prevention. 

At  a  time  when  there  is  a  resurgence  of  drug  and  alcohol  use  and 
abuse  among  our  youth,  a  reduction  of  any  kind  in  the  efforts  to 
teach  our  children  to  resist  drugs  and  alcohol  is  unacceptable. 
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CADCA  and  PITCH  therefore  recommend  that  at  a  minimum,  the 

Safe  and  Drug  Free  Schools  program  be  funded  at  $482  million,  the 

FY  1995  appropriated  level. 


CONCLUSION 

Research  indicates  that  the  longer  initial  use  of  alcohol  or  other 
drugs  is  delayed,  the  less  likely  the  user  is  to  experience  a 
problem  with  those  substances.  We  must  invest  now  in 
comprehensive  community  and  school  based  substance  abuse  prevention 
programs  and  systems  that  can  effectively  reduce  adolescent  drug 
use. 

Finally,  CADCA  and  PITCH  strongly  urge  the  subcommittee  not  to 
accept  the  Administration's  proposal  to  collapse  the  CSAP  and  CSAT 
training  and  demonstration  programs  into  a  single  consolidated 
grant  program.  This  approach  reflects  a  basic  misunderstanding  of 
the  importance  and  nature  of  substance  abuse  prevention,  which 
needs  discrete  national  focus  and  leadership  to  be  effective. 


Thank  you  for  considering  our  views. 
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Mr.  Chairman  and  members  of  the  Subcommittee: 

Thank  you  for  allowing  COSSA  the  opportunity  to  comment  on  the  proposed  FY  1996 
budgets  of  the  National  Institutes  of  Health  (NIH).  COSSA  represents  more  than  90  professional 
associations,  scientific  societies,  universities  and  research  institutes  concerned  with  the  promotion 
of  and  funding  for  research  in  the  social  and  behavioral  sciences.  COSSA  functions  as  a  bridge 
between  the  research  world  and  the  Washington  community.  A  list  of  COSSA's  Members, 
Affiliates,  and  Contributors  is  attached. 

I  would  like  to  begin  by  thanking  the  Subcommittee  for  its  sustained  support  of  social  and 
behavioral  science  research  at  the  NIH.  Your  recognition  that  our  nation's  health  problems  have 
multiple  determinants—social,  behavioral,  and  biomedical~is  essential  for  ensuring  efficient, 
effective  solutions  to  the  complex  health  challenges  we  face  now  and  in  the  future. 

For  well  over  a  decade,  COSSA  has  strongly  advocated  for  increased  social  and 
behavioral  research  at  the  NIH.  We  believe  that  critical  health  issues  including  substance  abuse, 
adolescent  pregnancy,  ADDS,  infant  mortality,  tuberculosis,  cardiovascular  disease,  and  cancer, 
among  others,  have  significant  behavioral  factors  that  must  be  addressed  in  order  to  prevent  and 
treat  them.  Diet,  exercise,  sexual  conduct  and  smoking  are  all  commonly  known  and  accepted  as 
significant  behavioral  elements  affecting  health.  In  fact,  at  a  recent  hearing  before  your 
Subcommitee,  Dr.  Harold  Varmus,  Director  of  the  NIH,  stated  that,"  it  is  difficult  to  name  a 
disease  that  does  not  have  a  behavioral  component  associated  with  it." 

Individual  behavior,  important  as  it  is  to  health,  must  not  be  the  only  focus  for  solving  our 
complex  health  problems,  however.  Social  and  economic  factors  that  contribute  to  the  quality  of 
life  among  the  ill,  or  affect  their  adherence  to  treatment  regimens,  are  equally  important  aspects  of 
the  health  experience.  These  factors  include  racial/ethnic  status,  gender,  age,  income,  education, 
community,  cultural  orientation,  and  religion.  It  is  COSSA's  position  that  federal  disease 
prevention  and  health  promotion  activities  cannot  be  effective  without  recognizing  the  role  of 
these  social  and  economic  factors. 

The  FY  1996  Budget  Request 

COSSA  supports  the  SI  1.8  billion  requested  for  NIH  in  the  President's  budget 
proposal.  We  strongly  oppose  the  House  Budget  Committee's  recommendation  to  reduce 
the  NIH  budget  by  5  percent  from  its  FY  1995  level  to  pay  for  tax  cuts. 

Office  of  Behavioral  and  Social  Science  Research 

COSSA  is  extremely  pleased  that  the  NIH  will  soon  implement  the  Office  of  Behavioral 
and  Social  Science  Research  (OBSSR).  As  you  know,  Congress  created  this  office  in  the  Office 
of  the  Director  with  bipartisan  support.  The  OBSSR  is  charged  with  coordinating  and  developing 
social  and  behavioral  research  in  cooperation  with  the  institutes  at  NIH.  We  believe  this  office 
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will  serve  the  NIH  well,  increasing  its  overall  efficacy  and  efficiency  as  well  as  providing  a 
valuable  and  needed  resource  to  the  NIH  director. 

Although  the  NIH  has  not  fully  realized  the  potential  of  our  community's  research,  we  are 
pleased  to  cite  several  institutes  which  recognize  the  interaction  between  biological  and  social- 
behavioral  phenomena.  COSSA  commends  the 

following  NIH  institutes  which  support  significant  programs  in  social  and  behavioral  research—the 
National  Institute  on  Aging  (NIA),  the  National  Institute  of  Child  Health  and  Human 
Development  (NICHD),  the  National  Institute  of  Nursing  Research  (NINR),  the  National  Institute 
of  Mental  Health,  the  National  Institute  of  Alcohol  Abuse  and  Alcoholism,  and  the  National 
Institute  of  Drug  Abuse.  The  following  includes  summaries  of  the  excellent  research  being 
conducted  by  these  institutes. 

National  Institute  on  Aging  (NIA) 

When  former  President  Reagan  published  his  letter  announcing  that  he  is  a  victim  of 
Alzheimer's  Disease,  the  Nation  was  deeply  saddened.  The  tragedy  of  knowing  that  this  vivacious 
and  much  loved  man  will  have  to  face  such  a  difficult  future  is  compounded  when  one  thinks  of 
the  suffering  that  his  family  will  also  have  to  endure. 

Fortunately,  the  NIA  is  making  good  progress  on  Alzheimer's  Disease  (AD).  In  addition 
to  studying  the  disease  itself,  the  NIA  is  also  concerned  about  what  should  be  known  to  help  the 
families  who  must  care  for  those  inflicted  with  the  disease.  The  NIA  is  analyzing  the  burdens  of 
family  care,  interventions  to  enhance  everyday  functioning  and  reduce  family  caregiving  burdens, 
as  well  as  the  effects  and  the  costs  of  different  long-term  care  arrangements.  Researchers  at  the 
NIA  are  especially  interested  in  studying  care-givers'  perceptions  of  and  responses  to  AD,  the 
nature  of  caregiving,  linkages  between  formal  and  informal  care,  interventions  to  reduce  the 
burdens  of  care,  ethnic  differences  in  caregiving,  and  the  costs  of  AD  for  families  and  for  society. 

Understanding  the  social  and  behavioral  aspects  of  AD  and  other  debilitating  diseases  is 
especially  important  because  of  the  dramatic  demographic  shift  in  the  aging  of  our  population.  As 
the  baby  boom  generation  ages,  the  demands  on  our  human  and  fiscal  resources  increase 
exponentially.  The  critical  work  of  NIA's  Office  of  Demography  in  Aging  and  its  Health  and 
Retirement  Study  will  be  used  to  analyze  the  influence  of  health  and  private  pensions  on 
retirement,  the  impact  of  changing  Social  Security's  age  of  eligibility  provisions,  and  the  impact  of 
the  Americans  with  Disabilities  Act,  among  other  important  public  policy  issues. 

As  more  and  more  of  us  age,  it  becomes  increasing  vital  to  the  health  of  our  entire  society 
that  we  do  it  well.  Recent  NIA  studies  have  shown  that  "pumping  iron"  even  for  80-90  year  olds, 
will  increase  muscle  strength  delaying  and  preventing  disability  among  older  people.  This  could 
dramatically  reduce  health  care  costs  by  reducing  frailty  and  the  risk  of  falling.  Nursing  home 
care  costs  are  well  over  $30  billion  annually,  and  frailty  increases  the  risk  of  institutionalization. 
An  estimated  $7  billion  is  spent  on  the  250,000  hip  fractures  that  occur  each  year  among  older 
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Americans,  almost  all  due  to  falls.  Although  these  research  findings  are  very  important,  they  do 
us  no  good  if  we  do  not  conduct  behavioral  research  to  understand  how  to  motivate  people  to 
exercise.  And  this  is  a  health  concern  at  any  age. 


National  Institute  of  Child  Health  and  Human  Development  (NICHD) 

We  are  aware  that  the  quality  of  research  conducted  at  all  branches  of  the  NICHD  is  well 
known  and  appreciated  by  Congress,  but  COSSA  would  like  to  underscore  the  excellence  of  the 
Demographic  and  Behavioral  Sciences  Branch  (DBSB).  It  is  here  where  scientists  from  a  wide 
variety  of  disciplines  including  demography,  sociology,  economics,  psychology,  anthropology, 
epidemiology,  biology,  and  public  health,  all  contribute,  often  with  interdisciplinary  approaches,  to 
understanding  populations  issues. 

The  research  findings  of  the  DBSB  are  crucial  to  addressing  many  of  the  most  complex 
and  difficult  policy  issues  we  face  now  and  in  the  future,  and  they  focus  on  our  most  precious 
resource—our  children.  Welfare  reform,  AIDS,  violence  among  our  youth,  teen  pregnancy,  child 
care,  are  but  a  few  of  the  critical  issues  that  research  conducted  at  the  DBSB  addresses.  One 
new  DBSB  initiative  that  will  greatly  enhance  the  ability  of  Congress  to  make  sound  decisions 
about  immigration  policy  is  a  study  on  the  immigration  process  and  its  effects  on  both  immigrant 
and  nonimmigrant  populations.  This  data  is  both  timely  and  relevant  in  view  of  the  passage  of 
Proposition  1 87  in  California,  and  other  efforts  to  restrict  non-emergency  health  care  and 
schooling  to  illegal  aliens  in  the  U.S. 

National  Institute  of  Nursing  Research  (NINR) 

One  of  the  dominant  themes  of  the  newly  established  NINR  is  linking  biological  and 
behavioral  research.  Since  effective  cures  for  a  wide  range  of  diseases  and  disorders  often  take 
many  years  to  be  discovered,  a  major  focus  of  this  institute's  research  program  is  on  the 
management  of  symptoms.  While  other  institutes  carry  on  the  vital  research  necessary  to 
eliminate  maladies,  NINR  helps  to  find  ways  for  patients  to  live  more  comfortably  in  the 
meantime.  Breast  cancer,  acute  pain,  HIV/ AIDS,  and  Alzheimer's  Disease  are  four  areas  where 
the  NINR  provides  superb  leadership  in  research  on  symptom  management. 

Since  nurses  are  often  on  the  "front  lines"  with  patients  combatting  disease  and  suffering, 
it  is  not  surprising  that  one  of  the  research  priorities  of  the  NINR  is  alleviating  pain.  You  may 
recall  the  adolescent  recently  in  the  national  news  who  had  run  away  from  home  and  the  cancer 
therapy  he  was  receiving  because  he  could  no  longer  face  its  devastating  side  effects.  His  parents 
made  a  desperate  plea  for  him  to  return  home.  The  young  boy  had  a  very  good  chance  for 
recovery  if  he  remained  in  treatment,  but  without  it,  his  chances  for  recovery  were  slim.  The 
story  of  this  family  reminds  us  of  the  torment  of  so  many  undergoing  treatment,  and  how 
necessary  it  is  to  find  ways  to  ease  burdens  on  patients  and  their  families. 
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The  NINR  programs  are  broad  in  scope  and  include  all  age  groups,  multiple  disease 
categories  and  participants  from  a  large  spectrum  of  the  population.  Because  of  the  alarming 
number  of  women  with  breast  cancer,  the  NINR  is  testing  a  behavioral  intervention  to  decrease 
nausea  and  vomiting  associated  with  chemotherapy.  In  the  future,  the  NINR  anticipates  focusing 
on  1)  strategies  to  facilitate  treatment  decision-making;  2)  interventions  to  manage  physical 
symptoms  associated  with  medical  treatment,  such  as  fatigue,  lymphedema,  nausea,  vomiting  and 
pain;  and  3)  strategies  to  promote  the  integration  of  cancer  treatment  experience  into  daily  life. 

National  Institute  of  Mental  Health  (NIMH) 

The  NIMH  celebrates  a  special  anniversary  this  year.  FY  1996  will  mark  50  years  since 
the  institute  first  became  a  part  of  the  National  Institutes  of  Health.  Over  the  past  five  decades 
tremendous  progress  has  been  made  in  understanding,  treating,  and  preventing  mental  disorders  as 
well  as  overcoming  the  stigma  of  mental  illness. 

One  top  research  priority  for  the  NIMH  is  studying  mental  disorders  in  children  and 
adolescents.  Since  approximately  one  in  10  adults  experiences  mental  illness  with  some  disability 
during  the  course  of  a  year,  it  is  very  important  to  investigate  the  first  onset  of  disorders  as  an 
opportunity  to  prevent  progression  and  lasting  consequences  in  adulthood.  Because  some 
children  are  able  to  develop  coping  skills  early  in  their  lives  and  as  a  result  remain  free  from  the 
affects  of  mental  disorders,  it  is  vital  to  understand  the  biological,  psychological,  and  social 
factors  which  promote  resilience  in  children.  Analyzing  adolescent  depression  as  a  risk  factor  for 
adult  depressive  disorders  is  one  example  of  ongoing  investigations. 

The  NIMH  is  also  focusing  research  efforts  on  racially  and  ethnically  defined  populations 
to  understand  the  cultural  differences  in  the  expression  of  symptoms,  resulting  in  misdiagnoses 
and  inappropriate  treatment.  Two  research  directions  aimed  at  minority  populations  include 
studies  of  ethnically  defined  populations  as  they  respond  to  psychoactive  drugs,  and  cultural 
manifestations  of  depressive  illness. 

Other  areas  of  social  research  conducted  at  the  NIMH  include  studies  that  examine 
homelessness  and  the  mentally  ill.  About  one  third  of  the  homeless  population  is  estimated  to 
have  severe  psychotic  disorders  such  as  schizophrenia,  severe  depression,  manic-depressive 
disorder,  or  paranoia.  NIMH  is  also  studying  the  frequency  of  mental  illness  and  substance  abuse 
problems  among  homeless  women  who  have  a  history  of  physical  and/or  sexual  abuse. 

National  Institute  of  Alcohol  Abuse  and  Alcoholism  (NIAAA) 

The  abuse  of  alcohol  is  responsible  for  more  economic  and  social  damage  than  almost  any 
other  health  problem.  NIAAA  reports  that  about  14  million  Americans-almost  10  percent  of 
adults— meet  diagnostic  criteria  for  alcohol  abuse  or  alcoholism  at  a  cost  of  $98  6  billion  a  year  in 
morbidity,  mortality,  and  economic  vitality. 
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Significant  progress  has  been  made  by  the  NIAAA  in  the  area  of  fetal  alcohol  syndrome 
and  fetal  alcohol  effects.  It  is  important  that  NIAAA  researchers  continue  to  develop  prevention 
and  intervention  efforts  to  ensure  that  all  women  are  aware  of  the  detrimental  effects  to  a  fetus 
caused  by  alcohol,  and  that  they  have  effective  programs  to  help  them  change  their  behavior. 


National  Institute  on  Drug  Abuse 

NID  A  has  recently  announced  a  very  important  public  policy  goal  for  the  year  2000  which 
we  would  like  to  reiterate  here.  NTDA's  research  has  clearly  demonstrated  that  "drug  use  is  a 
preventable  behavior  and  that  addiction  is  a  treatable  disease."  Unfortunately,  the  misperception 
persists  that  addiction  is  purely  a  social  problem,  to  be  dealt  with  only  through  social  programs  or 
through  the  criminal  justice  system.  NTDA's  goal  is  to  replace  ideology  with  the  findings  of 
scientific  research-  that  although  the  initial  act  of  drug  taking  is  voluntary,  drug  addiction  is  a 
chronic  relapsing  disease  of  the  brain.  NTDA  will  expand  its  efforts  to  educate  the  public  and 
policy  makers  about  what  science  tells  us  about  the  true  nature  of  drug  addiction. 

Since  NTDA's  researchers  have  proven  that  drug  abuse  is  a  treatable  disease,  the  institute 
is  committed  to  improving  treatment.  What  treatments  work,  for  whom,  and  under  what 
circumstances  are  questions  NTDA  grapples  with  daily.  Conservative  estimates  show  that  for 
every  $1  invested  in  addiction  treatment  programs,  there  is  a  return  of  $4  to  $7  in  reduced  drug- 
related  crime,  criminal  justice  costs,  and  theft  alone.  With  this  kind  of  investment  return,  it  is  easy 
to  see  why  NTH,  and  particularly  NTDA  should  remain  a  top  priority  for  federal  funding. 

Again,  thank  you  for  the  opportunity  to  present  COSSA's  views  on  the  invaluable  social 
and  behavioral  research  being  conducted  at  the  NTH.  Your  continued  support  for  these  programs 
is  vital  to  the  mission  of  the  NTH.  We  hope,  within  the  constraints  imposed  upon  the 
Subcommittee,  that  you  will  be  generous  to  the  NTH  in  its  FY  1996  appropriation,  so  that  it  will 
remain  the  world's  premier  biomedical  and  behavioral  research  institution. 
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Consortium  of  Social  Science  Associations 
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American  Historical  Association 
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National  Council  on  Family  Relations 
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Operations  Research  Society  of  America 
Population  Association  of  America 
Rural  Sociological  Society 
Society  for  Research  on  Adolescence 
Society  for  Research  in  Child  Development 
Society  for  the  Advancement  of 

Socio-Economics 
Society  for  the  Scientific  Study  of  Religion 
Society  for  the  Scientific  Study  of  Sexuality 
Sociologists  for  Women  in  Society 
Southern  Sociological  Society 
Southwestern  Social  Science  Association 
Speech  Communication  Association 


CONTRIBUTORS 


American  Council  of  Learned  Societies 

American  Institutes  for  Research 

American  University 

University  of  Arizona 

Arizona  State  University 

Brookings  Institution 

University  of  California,  Berkeley 

University  of  California,  Los  Angeles 

University  of  California,  San  Diego 

University  of  California,  Santa  Barbara 

Carnegie-Mellon  University 

Center  for  Advanced  Study  in  the  Behavioral  Sciences 

University  of  Chicago 

Clark  University 

University  of  Colorado 

Columbia  University 

Cornell  Institute  for  Social  and  Economic  Research 

Cornell  University 

Criminal  Justice  Center,  Sam  Houston  State  University 

Duke  University 

Emory  University 

University  of  Georgia 

Harvard  University 

University  of  Illinois 

Indiana  University 

Institute  for  Social  Research,  University  of  Michigan 

Institute  for  the  Advancement  of  Social  Work  Research 

Institute  for  Women's  Policy  Research 

University  of  Iowa 

Johns  Hopkins  University 

Kansas  State  University 


Massachusetts  Institute  of  Technology 
Maxwell  School  of  Citizenship  and  Public 

Affairs,  Syracuse  University 
University  of  Michigan 
Michigan  State  University 
University  of  Minnesota 
National  Bureau  of  Economic  Research 
National  Opinion  Research  Center 
University  of  Nebraska 
Nelson  Rockefeller  Institute  of  Government 
New  York  University 
University  of  North  Carolina,  Chapel  Hill 
North  Carolina  State  University 
Northwestern  University 
Ohio  State  University 
University  of  Oregon 
Pennsylvania  State  University 
Princeton  University 
Purdue  University 
University  of  Rhode  Island 
Social  Science  Research  Council 
University  of  Southern  California 
State  University  of  New  York,  Stony  Brook 
Temple  University 
University  of  Tennessee 
University  of  Texas,  Austin 
Texas  A  &  M  University 
Tulane  University 
University  of  Washington 
University  of  Wisconsin,  Madison 
University  of  Wisconsin,  Milwaukee 
Yale  University 
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Testimony  on  Fiscal  Year  1996  Appropriations  Submitted  to 

House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services, 

Education  and  Related  Agencies 

Submitted  by  Susan  Dime-Meenan,  Executive  Director, 

National  Depressive  and  Manic-Depressive  Association 

April  7,  1995 

Founded  in  1986  by  and  for  patients  and  their  families,  the  National  Depressive  and  Manic- 
Depressive  Association 's  mission  is  to  educate  patients,  families,  professionals,  and  the  public 
concerning  the  nature  of  depressive  and  manic-depressive  illness  as  medical  diseases;  to  eliminate 
discrimination  and  stigma;  to  improve  access  to  care;  and  to  advocate  for  research  toward  the 
elimination  of  these  illness.   National  DMDA  is  the  world's  only  illness-specific,  patient-run 
organization,  representing  over  65,000  people. 

We  recognize  that  reducing  federal  spending  is  one  of  the  highest  priorities  for  this  Congress. 
However,  in  formulating  its  spending  policies  Congress  must  recognize  the  importance  of  investing  in 
medical  research  and  mental  health  services,  for  both  the  benefit  of  individuals  and  for  the  societal 
and  economic  health  of  this  country.   Just  as  we  must  not  leave  the  next  generation  with  a 
burdensome  deficit,  we  must  not  leave  them  without  treatments  for  mental  disorders. 

Background:   Depressive  disorders  are  among  the  most  destructive,  prevalent,  and  costly  of 
medical  conditions.    Depression  and  manic-depression  (also  known  as.  bipolar  disorder)  are  medical 
illnesses  in  which  genetic,  biochemical,  and  environmental  factors  can  each  play  a  role.    Major 
depression  is  typically  characterized  by  multiple  symptoms,  including  periods  (lasting  two  weeks  or 
more)  of  sadness,  depressed  or  irritable  mood,  markedly  diminished  interest  or  pleasure  in  all,  or 
almost  all  activities,  significant  weight  loss  or  weight  gain,  insomnia  or  hypersomnia,  fatigue  or  loss 
of  energy,  and  diminished  ability  to  think  or  concentrate.    In  manic-depressive  illness,  patients 
alternate  between  periods  of  mania  lasting  weeks  or  months  and  even  longer  periods  of  extreme, 
debilitating  depression.    Symptoms  of  mania  include  intense  "highs,"  racing  thoughts,  grandiose  and 
unrealistic  plans  and  ideas,  and  uncharacteristic  reckless  and  damaging  behavior. 

According  to  recent  data  from  the  National  Institute  of  Mental  Health,  in  1990  some  2.19 
million  Americans  suffered  from  bipolar  disorder,  and  roughly  9.13  million  suffered  from  major 
depression.    Roughly  80%  of  those  with  depressive  disorders  can  be  helped  significantly  by  either 
psychopharmacological  or  psychosocial  treatments,  or  a  combination  of  the  two.   This  is  a  higher 
treatment  success  rate  than  is  found  for  many  general  medical  conditions.   These  treatments  would 
not  be  available  today  without  a  strong  federal  research  effort. 

Federal  role:    We  recognize  that  Congress  is  dealing  with  very  difficult  and  painful  budget 
decisions,  resulting  in  a  reevaluation  of  the  role  of  government.   We  believe  that  the  federal 
government  plays  an  important  role  in  the  area  of  mental  health,  and  should  continue  to  bear 
primary  responsibility  for  providing  support  for  scientific  research  in  this  area.    While  it  is  only  one 
of  many  sources  of  support  for  mental  health  services,  the  federal  government  is  the  leader  in 
research  on  mental  disorders  and  their  treatment,  making  possible  the  development  of  effective 
mental  health  services  and  programs.   The  federal  government  funds  the  large  majority  of  research 
on  the  brain  being  conducted  at  our  colleges,  research  centers,  and  universities. 

The  personal  impact  of  depressive  disorders:   My  own  personal  history  with  bipolar  disorder 
illustrates  the  impact  these  disorders  can  have  on  the  individual,  and  the  tremendous  difference  that 
treatment  can  make.    During  my  childhood  I  endured  "unbearable  migraine  headaches,  and  my 
education  was  disrupted  due  to  persistent  insomnia  and  other  medical  problems.    Symptoms  such  as 
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this  persisted  throughout  my  young  adulthood  and  were  never  properly  diagnosed,  with  the  result 
that  I  was  a  frequent  user  of  the  health  care  system  without  any  improvement  in  my  condition. 

At  the  age  of  27,  my  life  appeared  to  be  wonderful.    I  was  a  successful  businesswoman, 
president  of  a  court  reporting  company  I  had  started  at  the  age  of  22.   However,  the  manic  side  of 
my  illness  began  to  show  itself.    I  started  feeling  that  I  was  invincible--a  classic  symptom  of  bipolar 
disorder-and  I  started  functioning  on  less  and  less  sleep.    I  soon  began  acting  rashly,  making 
foolish  business  decisions,  traveling  extravagantly,  and  spending  outrageously.    My  mania  was 
taking  me  and  my  company  down.    After  receiving  yet  another  inaccurate  diagnosis,  an  ill-advised 
medication  turned  my  mania  into  paranoia.    Shortly  thereafter,  I  was  committed  to  a  psychiatric 
ward,  where  I  was  finally  diagnosed  accurately,  and  where  I  began  effective  treatment. 

I  have  since  been  able  to  restore  my  company  to  solvency,  sell  it,  and  become  the  executive 
director  of  the  National  Depressive  and  Manic-Depressive  Association.   Bipolar  disorder  is  a 
chronic  illness,  which  requires  continuous  monitoring  and  medical  attention.    However,  with 
treatment  I  am  able  to  lead  a  normal  life  and  be  a  productive  member  of  society. 

My  personal  story  illustrates  several  points: 

1)  Mental  disorders  are  real.  Bipolar  disorder-like  schizophrenia,  like  heart  disease,  and  like 
diabetes— is  a  very  debilitating  and  damaging  disease. 

2)  Treatment  works.   Without  treatment,  I  wouldn't  be  able  to  do  all  that  I  do,  and  I  quite 
probably  would  not  be  here  today. 

3)  It's  cheaper  to  do  it  right  than  to  do  it  wrong.    Before  I  was  accurately  diagnosed,  year  after 
year  I  would  run  up  health  care  tabs  in  the  neighborhood  of  $38,000,  and  I  would  still  be 
sick.    Now,  with  effective  treatment  costing  roughly  $3,000  a  year  I  am  able  to  represent  a 
constituency  of  65,000  individuals  and  to  be  a  contributing  member  of  society. 

4)  Research  is  what  has  made  this  possible.    Lithium  is  the  only  drug  currently  approved  for  the 
treatment  of  bipolar  disorder.    However,  I  cannot  tolerate  lithium,  and  have  for  years  been 
using  other  experimental  drugs.    The  federal  government's  past  support  of  research  has  led  to 
the  development  of  new  treatments,  and  I  am  one  of  the  lucky  ones  who  has  found  one  that 
works.    Unfortunately,  there  are  hundreds  of  thousands  of  Americans  with  depressive 
disorders  for  whom  currently  available  treatments  don't  work  or  who  do  not  receive 
treatment.   Continued  funding  for  research  is  critical  to  help  these  people. 

Cost  effectiveness;   The  purely  economic  arguments  for  investing  in  research  and  treatment  are 
very  compelling.   The  research  conducted  at  the  National  Institute  of  Mental  Health  (NIMH),  the 
National  Institute  on  Drug  Abuse  (NIDA),  and  the  National  Institute  on  Alcohol  Abuse  and 
Alcoholism  (NIAAA)  has  led  the  way  to  effective  treatments,  treatments  which  save  dollars  in  both 
reduced  societal  costs  and  reduced  general  health  care  spending.    At  the  same  time,  the  Substance 
Abuse  and  Mental  Health  Services  Administration  (SAMHSA)  is  leading  the  way  in  translating 
research  gains  into  better  mental  health  and  substance  abuse  services  in  our  communities. 

Depression  alone  cost  the  nation  roughly  $44  billion  in  1990.   The  direct  medical  care  costs 
and  indirect  costs  (such  as  mortality,  morbidity,  and  lost  productivity)  of  alcohol  and  other  drug 
abuse  and  mental  illnesses  totalled  more  than  $314  billion  in  1990,  more  than  cancer,  AIDS, 
respiratory  disease,  or  coronary  heart  disease.    Yet  the  indirect  social  costs  of  mental  and  substance 
abuse  disorders  were  more  than  twice  the  direct  treatment  costs.    Effective  mental  health  treatment 
can  reduce  these  costs,  as  the  following  statistics  show: 

•  The  development  and  use  of  lithium  therapy  for  the  treatment  of  manic-depression  has  saved 
the  U.S.  economy  more  than  $145  billion  since  1970.  Clozapine  maintenance  treatment  for 
schizophrenia  saves  and  average  of  $23,000  per  patient  each  year  in  reduced  hospitalization 
costs,  or  a  total  of  $1.4  billion; 

•  In  1990  reduced  productivity  from  depression  resulted  in  a  $3,000  loss  for  each  depressed 
worker,  or  $180  for  every  U.S.  employee.    In  total,  depression  cost  U.S.  employers  an 
estimated  $23.8  billion  that  year; 
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•  85%  of  all  studies  on  cost  offsets  demonstrate  that  medical  utilization  decreases  following 
mental  health  treatment  -  inpatient  utilization  by  about  70%  and  outpatient  use  by  over  20%. 

•  Under  the  Federal  Employees  Health  Benefits  Plan,  patients  with  chronic  medical  disease 
who  received  psychotherapy  used  56%  fewer  medical  services  than  those  who  did  not; 

•  A  program  of  detection  and  treatment  of  reversible  delirium,  depression,  and  other  mental 
disorders  in  elderly  patients  hospitalized  with  hip  fractures  showed  a  reduction  in  patients' 
average  hospital  stays  of  2  days,  and  produced  savings  in  reduced  general  medical  care  costs 
of  five  to  eight  times  the  extra  cost  of  psychiatric  evaluation  and  treatment; 

•  A  report  conducted  for  the  Senate  Appropriations  Committee,  published  in  October  of  1993, 
estimated  that  providing  parity  of  coverage  for  Americans  with  severe  mental  illnesses  would 
reduce  the  nation's  general  health  care  spending  by  10%,  more  than  paying  for  the  increase 
in  mental  health  coverage. 

These  examples  show  the  tremendous  opportunity  we  have  to  control  health  care  costs  and 
improve  productivity  in  the  workplace  through  an  effective  response  to  behavioral  disorders. 

Recommendations:   The  appropriations  figures  included  in  this  document  reflect  an  ideal  funding 
level,  as  recommended  by  professional  scientists  to  adequately  meet  the  need  for  expanding  research 
on  mental  and  substance  abuse  disorders.    However,  we  understand  that  the  federal  government  is 
under  intense  budgetary  pressures,  and  we  would  welcome  the  opportunity  to  work  with  the 
subcommittee  in  determining  appropriate  levels  of  funding. 

National  Institute  of  Mental  Health  (NIMH):   To  fully  realize  the  potential  for  advances  in  our 
understanding  of  the  brain,  mental  disorders,  and  how  to  treat  them,  National  DMDA  recommends 
an  appropriation  of  $695  million  for  NIMH  for  FY  1996. 

Under  current  funding  levels,  NIMH  is  supporting  a  smaller  percentage  of  grant  applications 
than  NIH  is  as  a  whole.   The  fiscal  year  1995  grant  success  rate  for  NIMH  (the  ratio  of  the  number 
of  grants  funded  to  the  number  of  grants  reviewed)  was  18.9%.   This  was  a  decrease  from  FY 
1994's  grant  success  rate  for  the  institute  of  19.8%.   This  is  well  below  the  estimated  1995  NIH- 
average  grant  success  rate  of  24%. 

Efforts  are  underway  at  NIMH  in  a  number  of  areas  which  need  stable  funding: 

Child  and  adolescent  disorders:   an  estimated  3-5%  of  children  have  severe  emotional  or 
behavioral  problems  that  significantly  interfere  with  their  daily  functioning.   Conservative  estimates 
indicate  that  more  than  one-half  of  children  in  protective  custody  have  mental  health  problems 
severe  enough  to  warrant  attention,  yet  less  than  one  third  of  these  children  are  receiving  any 
services.    Dollars  not  spent  now  on  needed  services  will  certainly  mean  more  spending  in  the  future 
if  these  children  end  up  in  the  federal  penal  system  as  adults. 

Mood  disorders:   NIMH  intends  to  accelerate  gene  sequencing  in  the  quest  to  identify  the 
gene  or  genes  responsible  for  vulnerability  to  manic-depressive  illness  and  expedite  research  on  the 
interaction  between  inheritance  and  psychosocial  antecedents  in  mood  disorders.   Researchers  are 
also  pursuing  new  antidepressants  and  examining  the  symptoms  and  treatments  for  depression  in 
general  health  care  settings.   The  success  of  these  projects  will  reduce  much  pain  and  suffering 
among  patients  with  affective  disorders. 

Understanding  the  Brain  and  Behavior:    NIMH  would  advance  basic  neuroscience  studies  and 
use  molecular  biology  techniques  to  increase  our  understanding  of  mental  disorders.   The  Institute 
would  expand  the  Human  Brain  Project. 

Mental  Disorders  in  Older  People:    It  is  estimated  that  only  1  in  10  elderly  individuals  in 
need  of  psychiatric  treatment  ever  receive  it.   With  adequate  funding,  NIMH  would  mount  a 
multicenter  treatment  trial  of  late  life  depression.   Funding  is  also  needed  for  the  study  of  sleep  and 
circadian  rhythm  disturbances  as  risk  factors  in  late  life  depression. 
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The  National  Institute  on  Drug  Abuse  and  the  National  Institute  on  Alcohol  Abuse  and 
Alcoholism  also  conduct  research  of  importance  to  our  members.    Many  individuals  are  affected  by 
both  a  mental  disorder  and  a  substance  abuse  disorder.   According  to  the  most  recent  estimates,  one- 
third  of  those  with  an  addictive  disorder  also  suffered  from  a  comorbid  mental  disorder  in  the  same 
year.   When  combined,  mental  and  substance  abuse  disorders  can  be  devastating.    It  is  estimated 
that  one  third  of  the  homeless  population  is  severely  mentally  ill,  and  that  of  this  group  roughly  one 
half  have  a  substance  abuse  problem.   Simply  put,  without  adequate  treatment,  people  with  mental 
disorders  frequently  turn  to  drugs  or  alcohol  to  "self-medicate. " 

National  Institute  on  Drug  Abuse  (NIDA):    National  DMDA  recommends  the  appropriation  of  $600 
million  for  NIDA  for  FY  19%,  to  adequately  address  the  need  for  improvements  in  our 
understanding  of  drug  abuse  disorders  and  of  ways  of  treating  them. 

National  Institute  on  Alcohol  Abuse  and  Alcoholism  (N1AAA):   To  adequately  carry  out  the 
research  needed  to  fight  alcohol  abuse  and  its  tremendous  personal  and  societal  costs,  National 
DMDA  recommends  the  appropriation  of  $238  million  for  NIAAA  for  FY  1996. 

Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA): 

SAMHSA's  mission,  as  stated  within  its  draft  Strategic  Plan,  is  to  "improve  the  quality  and 
availability  of  prevention,  treatment,  and  rehabilitation  services  in  order  to  reduce  illness,  death, 
disability,  and  cost  to  society  resulting  from  substance  abuse  and  mental  illnesses."   This  mission  is 
carried  out  through  its  three  centers:  the  Center  for  Mental  Health  Services  (CMHS),  the  Center  for 
Substance  Abuse  Treatment  (CSAT),  and  the  Center  for  Substance  Abuse  Prevention  (CSAP). 

National  DMDA  would  like  to  voice  our  deep  concern  over  the  consolidation  of  CMHS 
programs  proposed  in  the  President's  budget.    While  some  reorganization  may  be  necessary  to 
realize  administrative  savings,  this  must  be  done  carefully.   Two  trends  could  combine  to  result  in  a 
loss  of  funding  for  some  of  the  finely  targeted  programs  under  CMHS:  1)  the  generally  low  priority 
placed  on  programs  for  the  mentally  ill  by  state  governments;  and  2)  the  universally  tight  budgets 
under  which  states  must  operate.    Programs  such  as  the  Protection  and  Advocacy  System  and  the 
Children's  Mental  Health  Services  Program,  discussed  below,  must  not  be  allowed  to  wither  away 
within  a  large,  consolidated  grant  system.   We  urge  the  committee  to  maintain  the  integrity  of  at 
least  these  two  programs,  and  to  appropriate  the  funds  necessary  to  carry  out  these  activities 
regardless  of  how  the  programs  are  ultimately  organized. 

Center  fpr  Menftl  Health  Services  (CMHS);    National  DMDA  urges  the  appropriation  of  $946 
million  for  CMHS  for  FY  1996.   We  believe  this  increase  in  funding  represents  an  investment  in  the 
next  generation  of  mental  health  treatments,  which  will  pay  substantial  dividends  in  future  lower 
treatment  costs,  reduced  morbidity  and  mortality,  decreased  health  care  spending,  and  decreased 
social  program  costs.   CMHS  plays  a  key  role  in  the  provision  of  mental  health  services  across  the 
country.    While  the  states  have  historically  shouldered  primary  responsibility  for  caring  for  the 
severely  mentally  ill,  federal  support  accounts  for  almost  21  %  of  all  state  spending  on  mental  health 
services  through  Medicaid  and  the  Community  Mental  Health  Services  Block  Grant  program. 

We  are  rapidly  moving  away  from  the  outdated  concept  of  mental  health  care  as  being  an 
"either  or"  proposition:  either  inpatient  care  in  a  psychiatric  hospital  or  psychiatric  wing  of  a 
general  hospital  or  outpatient  psychotherapy.   Current  state-of-the-art  treatment  encompasses  a  wide 
range  of  services  based  on  individual  need,  including  the  use  of  pharmaceutical  drugs, 
psychotherapy,  partial  hospitalization,  rehabilitation  services,  and  day  treatment  programs.   CMHS's 
work   is  vitally  important  to  the  development,  evaluation,  and  dissemination  of  effective  mental 
health  treatment  protocols  which  cover  this  range  of  treatments.    This  work  is  done  through  a 
number  of  important  programs: 
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Community  Mental  Health  Services  Block  Grant:    More  than  half  of  CMHS's  budget  is 
devoted  to  the  Mental  Health  Block  Grant.   Block  grant  funds  are  used  primarily  in  support  of  the 
nation's  network  of  community  mental  health  centers  (CMHC's).   CMHC's  are  coming  under 
increasing  pressure  as  states  continue  to  downsize  their  hospital  systems,  and  are  responsible  for  an 
increasing  number  of  patients  and  a  larger  number  of  patients  with  severe  mental  disorders. 
National  DMDA  recommends  an  appropriation  of  $450  million  for  this  program. 

Children's  Mental  Health  Services  Program  —  This  program  fosters  the  development  of  local, 
coordinated  systems  of  care  which  allow  children  to  be  effectively  treated  within  their  families  and 
community.    The  resources  and  cooperation  of  providers,  teachers,  juvenile  justice  agencies,  child 
welfare  agencies,  and  others  are  combined  to  meet  the  multiple  needs  of  the  child  and  his  or  her 
family.    Through  the  efforts  of  these  initiatives  CMHS  is  demonstrating  the  potential  for  reducing 
out-of-county  placements  and  hospitalizations  while  at  the  same  time  improving  the  child's  well- 
being  and  strengthening  his  or  her  family.   National  DMDA  recommends  an  appropriation  of  $100 
million  for  the  children's  mental  health  services  program. 

Prevention  Demonstrations  --  Preventive  mental  health  services,  a  relatively  new  area  of 
inquiry,  are  aimed  at  reducing  the  incidence  and  severity  of  mental  disorders.    A  recent  Institute  of 
Medicine  report  entitled  "Reducing  Risks  for  Mental  Disorders:  Frontiers  for  Preventive  Intervention 
Research"  concluded  that  the  implementation  and  close  evaluation  of  targeted  preventive  services  is 
needed  to  help  reduce  the  personal  and  societal  costs  of  mental  disorders.    National  DMDA  urges 
the  appropriation  of  $10  million  for  prevention  programs  in  fiscal  year  1996. 

Protection  and  Advocacy  for  the  Mentally  111  —  This  program  was  enacted  to  help  patients 
secure  their  legal  rights  to  fair  and  just  treatment.    Patients  with  mental  disorders  are  frequently 
abused,  neglected,  and  discriminated  against.    The  Protection  and  Advocacy  System  for  Individuals 
with  Mental  Illness  helps  ensure  that  patients  are  treated  equitably.    Its  job  is  more  important  than 
ever,  as  significant  changes  are  occurring  in  the  public  and  private  mental  health  sector,  such  as  the 
growth  of  managed  care  organizations.   We  urge  an  appropriation  of  $30  million  for  this  program. 

As  discussed  above,  individuals  with  affective  disorders  frequently  have  co-occurring  drug  or 
alcohol  abuse  problems  requiring  treatment.   Effective  treatments  for  substance  abuse  disorders  are 
available,  and  studies  show  that  we  save  $7  for  every  $1  invested  in  treatments.    Federal  funding  is 
needed  to  help  reduce  the  prevalence  and  impact  of  these  disorders,  and  to  help  spread  the 
development  of  up-to-date  treatment  methods.   Pressure  on  the  publicly-funded  substance  abuse 
system,  which  serves  individuals  with  the  most  chronic  and  complex  health  problems,  will  continue 
to  increase  with  new  federal  and  state  reforms. 

Center  for  Substance  Abuse  Treatment:    National  DMDA  recommends  the  appropriation  $2  billion 
for  the  Center  for  Substance  Abuse  Treatment  in  FY  1996,  including  funding  for  both  the  Substance 
Abuse  Block  Grant  and  the  treatment  grant  programs.   The  Substance  Abuse  Block  Grant  program 
accounts  for  over  one-third  of  public  funding  for  prevention  and  treatment  services  nationwide. 

Center  for  Substance  Abuse  Prevention:   National  DMDA  recommends  the  appropriation  of  $289 
million  in  FY  19%  for  the  Center  for  Substance  Abuse  Prevention.   We  believe  that  successful 
substance  abuse  prevention  strategies  must  be  an  integral  part  of  our  society's  efforts  to  fight  the 
scourge  of  drugs. 

In  summary,  much  progress  has  been  made  during  the  last  few  years  on  our  understanding  of 
the  brain  and  how  it  works,  and  on  the  etiology  of  mental  disorders  and  their  diagnosis  and 
treatment.   We  cannot  allow  this  progress  to  be  derailed.   Mental  disorders,  including 
depressive  disorders,  are  far  too  prevalent,  far  too  damaging,  and  far  too  costly  to  falter  at 
this  crucial  juncture. 
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Geisinger. 


DR.  STUART  HEYDT,  PRESIDENT  AND  CEO 
GEISINGER  HEALTH  SYSTEM 
DANVILLE,  PENNSYLVANIA 

TESTIMONY  FOR  THE 

LABOR,  HHS  APPROPRIATIONS  SUBCOMMITTEE 

HOUSE  APPROPRIATIONS  COMMITTEE 

U.S.  HOUSE  OF  REPRESENTATIVES 

APRIL  7,  1995 


Mr.  Chairman  and  Members  of  the  Subcommittee,  it  is  my  privilege  to  present  written 
testimony  for  inclusion  into  the  hearing  record  on  behalf  of  the  Geisinger  Health  System  in 
Danville,  Pennsylvania. 

I  would  like  to  thank  the  Committee  for  including  language  in  last  year's  legislation 
under  the  Health  Care  Financing  Administration's  Research  and  Demonstrations  Program 
recognizing  Geisinger's  rural  telemedicine/telecommunications  network.   Earlier  this  year,  the 
Geisinger  Health  System  submitted  an  application  to  HCFA  for  a  telemedicine  grant  to  develop 
a  PC-Based  Networked  Quality  Improvement  System  to  study  and  make  consistent  managed 
health  care  services  and  procedures  used  by  providers  in  rural,  underserved  areas.   We  look 
forward  to  HCFA's  favorable  consideration  of  this  application  and  to  partnering  with  the  federal 
government  to  develop  a  comprehensive  model  telemedicine/telecommunications  network  to 
improve  the  quality,  accessibility  and  efficiency  of  integrated  health  care  services  in  rural 
communities. 

Allow  me  to  further  describe  the  Geisinger  Health  System's  efforts  to  form  a 
public/private  partnership  to  support  the  development  of  a  comprehensive  rural 
telemedicine/telecommunications  network. 


Geisinger's  Rural  Telemediclne/Telecommunications  Network 

The  Geisinger  Health  System  is  the  largest  rural  health  network  in  the  nation.   Geisinger 
is  presently  developing  and  building  one  of  the  largest  telemedicine/telecommunications 
networks  in  the  United  States  -  within  the  31  counties  of  the  Commonwealth  of  Pennsylvania 
that  Geisinger  serves.   This  network  will  result  in  a  model  system  of  telemedicine  -  the 
communication  of  all  forms  of  medical  data  amongst  patients,  doctors,  nurses,  EMS  technicians 
and  vehicles,  and  hospitals,  thereby  allowing  access  to  quality  health  care  in  virtually  every 

Charitable  organizations  that  solicit  contributions  are  required  by  tile  Commonwealth  of 

Pennsylvania  to  provide  the  following  statement:  "A  copy  of  the  official  registration  and  -   ■  .  Foundation 

financial  information  may  be  obtained  from  the  Pennsylvania  Department  of  State  by  n       «i     wmw^ 

calling  toll  tree,  within  Pennsylvania.  1-800-732-0999  Registration  does  not  imply  en-  Danville,  PA  17822 

(717)  271-6461 
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rural  corner  of  the  Commonwealth  that  Geisinger  covers.    Key  uses  of  the 
telecommunications/telemedicine  network  will  include,  but  are  not  limited  to,  geriatric  nutrition 
research  and  education;  rural  highway  trauma  response  and  treatment;  physician  recruitment  and 
continued  education;  and  numerous  other  clinical  and  administrative  functions  that  will  improve 
the  access  to  and  delivery  of  health  care  services  in  rural  areas. 

Primary  among  barriers  in  delivering  quality  health  care  services  in  rural  and  isolated 
areas  is  the  inability  to  efficiently  transmit  medical  information  between  health  care  providers, 
particularly  among  rural  practitioners  and  referral  centers.   This  impedes  the  delivery  of 
coordinated  care  and  adds  significantly  to  costs  to  patients.   We  believe  that  a 
telemedicine/telecommunications  system  can  address  the  barriers  that,  directly  and  indirectly, 
reduce  efficiency  in  the  delivery  of  health  care  in  a  rural  setting. 

As  envisioned,  our  rural  telecommunications/telemedicine  network  will  have  several 
areas  of  emphasis: 

•  Exploring  new  models  for  delivering  care  in  rural,  underdeveloped  areas  by 
demonstrating  how  the  existence  of  this  information  infrastructure  can  lead  to 
fundamental,  cost-efficient  changes  in  the  practice  of  medicine,  changes  that  would  not 
be  available  without  the  tools  provided  by  high  speed  telecommunications. 

•  Reducing  the  isolation  Qf  physicians  and  patients  in  rural  areas  and  expanding 
opportunities  for  local  communities  to  have  interactive  communication  capabilities  that 
can  be  used  for  numerous  activities  including  ongoing  education  programs. 

•  Improving  and  stabilizing  the  impact  of  health  care  reform  on  the  medical  work-force  in 
small,  rural  and  underdeveloped  communities  by  upgrading  and  converting  existing 
medical  facilities  to  ensure  their  continued  and  efficient  operation  without  significant  job 


Geisinger's  Advances  in  Geriatric  Nutrition 

The  development  of  Geisinger' s  telecom munications/telemedicine  network  will  be  a  vital 
component  of  the  Geriatric  Nutrition  Research  Alliance.   This  alliance  is  a  collaboration 
between  Geisinger's  Department  of  Gastroenterology  and  Nutrition  and  Penn  State  University's 
Department  of  Nutrition.   The  aim  of  the  Geriatric  Nutrition  Research  Alliance  is  to  educate 
health  professionals  and  Pennsylvania's  elderly  about  nutrition.   Their  research  has  revealed 
widespread  malnutrition  among  the  elderly  people  in  rural  central  and  northeastern 
Pennsylvania.   The  Alliance  shows  potential  for  becoming  a  national  model  for  other  geriatric 
nutrition  programs. 

A  fundamental  component  of  the  Geriatric  Nutrition  Research  Alliance  is  the 
development  of  educational  strategies  aimed  at  delivering  nutrition  information  and  research 
findings  to  physicians,  faculty,  students  and  allied  health  professionals  as  well  as  elderly  patients 
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and  populations  at  large.   Information  dissemination  and  nutrition  education  outreach  programs 
constitute  a  crucial  goal  of  the  Geriatric  Nutrition  Research  Alliance  —  preparing  students, 
health  educators,  patients,  and  physicians  to  promote  and  enhance  the  quality  of  life  for  older 
persons  through  proper  nutrition  awareness,  training,  and  expertise. 

Our  network  will  include  a  two-way  interactive  videoconferencing  system  to  enhance 
nutrition  education  outreach  activities  by  allowing  physicians,  faculty,  students,  and  elderly 
patients  to  communicate  face-to-face  without  the  cost  and  delay  of  travel. 
Telemedicine/telecommunications  activities  for  the  Alliance  will  eventually  include: 

1 .  Remote  nutrition  education  outreach  programs  for  free-living  and  hospitalized  elderly 
patients; 

2.  Continuing  medical  education  programs  in  assessment  of  malnutrition  and  nutrition 
intervention  in  elderly  patients  for  allied  health  professionals; 

3.  Nutrition  education  for  students  and  faculty,  including  the  transmission  of  courses, 
lectures,  seminars,  and  medical  grand  rounds. 

The  Geriatric  Nutrition  Research  Alliance  is  currently  establishing  ties  with  other  rural 
health  care  organizations  ~  including  SEDA-COG,  our  1 1  county  regional  development  agency, 
the  Pennsylvania  Office  of  Rural  Health,  the  Pennsylvania  Department  of  Aging,  and  the 
Pennsylvania  Department  of  Health  —  to  foster  the  development  of  a  regional  consortium 
focused  on  geriatric  nutrition  concerns.   Thus,  the  foundation  is  in  place  for  a  collaboration  that 
will  culminate  in  a  regional  screening  network  to  promote  nutritional  assessment  and  care  of  the 
rural  elderly  that  coincides  with  health  care  reform. 


Geisinger  Designs  A  Model  Rural  Trauma  Care  Response  Network 

Rural  accident  deaths  in  motorized  vehicles  outnumber  urban  accident  deaths  in  vehicles 
by  almost  two  to  one  (according  to  the  National  Safety  Council).   The  majority  of  Geisinger' s 
1,300  annual  trauma  cases  are  highway  related.   Statistics  from  the  Pennsylvania  Department  of 
Health's  State  Health  Data  Center  show  motor  vehicle  crash  deaths  in  Geisinger' s  service  area 
are  well  above  national  and  state  averages.   Accidents  occurring  in  rural  and  isolated  areas 
delay  diagnosis  and  treatment,  thereby  increasing  both  the  severity  of  illness  and  mortality. 
Thus,  many  patients  die  from  lack  of  timely  response  and/or  delayed  treatment  by  emergency 
services,  particularly  in  rural  and  remote  locations. 

To  address  this  need,  the  Geisinger  Health  System  is  working  with  federal,  state  and 
local  officials  to  develop  a  model  trauma  care  response  network  using  telecommunications  and 
telemedicine  technology  to  provide  faster  response  and  more  efficient  health  care  treatment 
critical  to  the  survival  and  recovery  of  patients  injured  in  accidents  on  the  highways  and  roads 
of  Pennsylvania.   Utilizing  the  most  modern  technology,  Geisinger  will  link  several  of  its  55 
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clinic  sites,  its  two  Life  Flight  helicopters  and  strategically  located  emergency  response  vehicles 
with  the  Level  I  Trauma  Center  at  the  Geisinger  Medical  Center  in  Danville. 

This  linkage  will  allow  EMS  technicians  on  the  scene  of  accidents  to  have  immediate 
contact  with  specialists  for  consultation,  thereby  expediting  the  transmittal  of  critical  information 
and  the  start  of  life-saving  treatment  at  the  scene.  Geisinger's  trauma  response  network  will 
ensure  early  stabilization  and  continued  monitoring  of  patients  to  increase  dramatically  the  rate 
of  survival  and  recovery  of  Pennsylvania's  accident  victims.  Geisinger,  in  cooperation  with 
state  and  local  entities,  will  provide  a  model  program  that  is  both  innovative  and  effective  in 
assisting  other  rural  regions  throughout  the  country  in  improving  rural  trauma  response  and 
treatment. 


Geisinger  Health  System:   The  Nation's  Largest  Rural  Health  System 

The  Geisinger  Medical  Center,  founded  in  1915,  is  a  577-bed  facility  in  Danville, 
Pennsylvania  that  has  become  the  hub  of  the  nation's  largest  rural  health  care  system.   Today, 
the  Geisinger  system  is  a  multi-institutional  network  serving  31  rural  counties  and  2.3  million 
people  in  central,  northcentral  and  northeastern  Pennsylvania.   In  addition  to  Geisinger  Medical 
Center,  which  serves  as  the  region's  tertiary  referral  and  Level  I  Trauma  Center,  the  system 
includes  a  230-bed  regional  hospital  and  cancer  center  in  Wilkes-Barre,  and  45  physician 
practice  clinics  in  38  communities  in  rural  and  isolated  areas.    Geisinger  also  has  the  largest 
rural  HMO  in  the  country,  the  profitable  161,000  member  Geisinger  Health  Plan.   Last 
December  Geisinger  opened  its  doors  to  the  Janet  Weis  Children's  Hospital,  the  nation's  first 
free-standing  children's  hospital  in  a  rural  area.    This  facility  is  part  of  our  continuing  effort  to 
meet  the  needs  of  children  in  northeastern  and  central  Pennsylvania  and  to  provide  high  quality, 
affordable  health  care  services  in  a  rural,  managed  care  environment. 

As  one  of  the  dozen  major  clinics  in  the  country  and  one  of  only  four  rural  referral 
tertiary  care  centers  of  500  or  more  beds,  the  Geisinger  system  embodies  many  of  those  major 
characteristics  sought  by  Congress  and  the  Clinton  Administration  on  health  care  reform. 
Geisinger  has  been  continually  cited  as  a  prototype  for  health  care  reform,  including  the 
following  national  endorsements: 

•  In  a  recent  study  of  the  top-rated  medical  facilities  in  the  U.S.  and  Canada,  the 
Geisinger  health  care  system  was  cited  as  one  the  Best  Hospitals  in  America  and  among 
the  elite  when  it  comes  to  rural  health  care. 

•  Department  of  Health  and  Human  Services'  Assistant  Secretary  of  Health  Dr.  Philip 
Lee,  Pennsylvania  Senator  Specter,  Congressmen  Bud  Shuster,  Paul  Kanjorski  and  other 
legislators  have  endorsed  Geisinger's  group  practice/ managed  care  concepts  as  a  national 
model  for  health  care  reform. 

•  The  New  York  Times  featured  Geisinger's  network  of  530  salaried  physicians  as  an 
innovative  and  cost-effective  managed  health  care  system. 
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Arnold  Relman,  M.D.,  former  editor  of  The  New  England  Journal  of  Medicine,  refers 
to  the  Geisinger  system  with  its  HMO  as  the  harbinger  of  what  is  going  to  happen  in 
health  care  all  over  the  country. 

The  National  Committee  for  Quality  Health  Care  offers  the  Geisinger  approach  as  one  of 
several  national  models  for  reforming  American  health  care. 


Request  for  Federal  Investment 

Since  the  Geisinger  system  is  a  nationally-recognized  model  for  an  integrated  system,  a 
concept  that  is  rapidly  gaining  favor  throughout  the  country,  a  successfully  implemented 
telecommunications  system  here  can  become  a  prototype  that  sets  standards  for  other  providers 
in  medically  underserved,  rural  areas.    Geisinger  is  already  experienced  in  developing 
collaborative  relationships  both  within  its  own  diverse  and  widely  dispersed  network  as  well  as 
with  non-Geisinger  providers  in  the  service  region. 

Central  to  Geisinger  Health  System's  development  of  a  telemedicine/telecommunications 
network  is  our  commitment  to  providing  quality  health  care  services  for  the  rural  communities 
which  comprise  our  managed  care  system.   Indeed,  health  care,  particularly  in  rural  areas,  is  an 
indicator  not  only  of  economic  development  but  of  quality  of  life.   We  at  Geisinger  are 
committed  to  providing  our  rural  communities  with  better  access  to  quality  health  care  services 
that  will  improve  the  overall  strength  of  the  region.    Geisinger  Health  System  has  already 
invested  more  than  $3  million  in  the  initial  pieces  of  hardware  and  software  to  begin  putting  this 
system-wide  network  in  place. 

Geisinger  Health  System  is  aware  of  the  support  that  the  Labor,  HHS,  and  Education 
Appropriations  Subcommittee  has  given  in  the  past  to  developing  model 
telemedicine/telecommunications  networks.   Therefore,  on  behalf  of  the  Geisinger  Health 
System,  I  respectfully  request  that  you  include  $2  million  through  the  FY  1996  Labor,  HHS 
Appropriations  bill  to  directly  support  a  model  rural  telemedicine/telecommunications  network 
under  Geisinger's  integrated  health  care  system.   This  network  holds  tremendous  promise  of 
becoming  a  prototype  for  other  managed  care  providers  in  medically  underserved  rural  areas 
that  are  exploring  the  applications  of  information  technologies. 

Thank  you  very  much,  Mr.  Chairman,  for  the  opportunity  to  submit  this  testimony  on 
behalf  of  the  Geisinger  Health  System  and  for  considering  our  request  for  direct  federal 
investment  in  this  model  rural  telemedicine/telecommunications  network. 


1527 


STATEMENT  OF  THE 

NATIONAL  ASSOCIATION  OF  REGULATORY  UTILITY  COMMISSIONERS 

1102  INTERSTATE  COMMERCE  COMMISSION  BUILDING 

WASHINGTON,  D.C.  20044 

(202)  898-2206 


BEFORE  THE 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HHS,  EDUCATION  AND  RELATED  AGENCDZS 


ON  FISCAL  YEAR  1996  APPROPRIATIONS  FOR  THE 
LOW-INCOME  HOME  ENERGY  ASSISTANCE  PROGRAM 


APRH,  7, 1995 


1528 


Mr.  Chairmen  and  Members  of  the  Subcommittee: 

The  National  Association  of  Regulatory  Utility  Commissioners  (NARUC)  appreciates 
the  opportunity  to  present  this  statement  for  the  record  in  support  of  funding  for  the  Low- 
Income  Home  Energy  Assistance  Program  (LIHEAP)  for  fiscal  year  1996. 

The  NARUC,  which  represents  the  State  regulatory  agencies  responsible  for  regulating 
the  rates  and  services  of  electric  and  gas  utilities  throughout  the  United  States,  has  been  a 
long-standing  supporter  of  LIHEAP.    NARUC  also  wishes  to  express  its  concerns  about  the 
provision  contained  in  the  House-passed  version  of  the  fiscal  year  1995  rescissions  bill  which 
eliminated  the  FY  1996  funding  for  LIHEAP.   NARUC  is  pleased  that  this  provisions  was 
stricken  in  the  Senate-passed  version  of  this  legislation,  and  respectfully  urges  the 
subcommittee  to  support  this  change  and  the  FY  1996  funding  level  previously  approved  for 
LIHEAP  last  year.   Eliminating  funding  for  LIHEAP  would  have  a  devastating  impact  on 
many  States  in  terms  of  both  the  hardship  that  could  result  for  individual  families  and  the 
potential  for  increasing  the  already  disproportionate  energy  burden  for  all  residential 
households,  including  those  very  same  individual  low-income  families. 

LIHEAP  is  a  program  designed  to  address  the  specific  need  of  low-income  families  of 
meeting  their  monthly  energy  expenses.   LIHEAP  helps  maintain  a  vital  utility  service.    Many 
of  the  families  who  receive  LIHEAP  benefits  are  the  working  poor.  These  people  are  living 
on  the  edge  of  poverty  who  need  this  assistance  to  avoid  falling  deeper  into  debt  and, 
possibly,  being  forced  out  of  their  homes.  The  LIHEAP  statute  also  permits  States  to  use  a 
percentage  of  the  LIHEAP  allotment  toward  making  low-income  homes  more  energy 
efficient.   This  is  something  that  truly  sets  this  program  apart  from  other  benefit  programs. 

State  utility  regulators  see  the  impact  of  LIHEAP  not  only  in  real  economic  terms,  but 
in  human  terms  as  well.  There  have  been  instances  where  shutoffs  have  had  tragic 
consequences.   Many  who  have  lost  utility  service  have  often  resorted  to  using  space  heating 
devices,  some  of  which  have  caught  fire  and  destroyed  homes  and  lives.   Shutoff  moratoria, 
which  exist  in  many  States  (see  attached  listing),  can  help  prevent  more  tragedies  from 
occurring,  but  they  likely  only  postpone  termination,  and  they  are  not  a  substitute  for 
assistance.   LIHEAP  represents  a  stepping  stone  to  self-sufficiency,  helping  low-income 
households  better  cope  with  their  energy  burden  by  making  utility  service  more  affordable. 

It  is  often  argued  that  States  and  utilities  are  not  doing  enough  are  relying  on  the 
Federal  government  to  provide  assistance  that  is  needed.   This  is  simply  not  true.   According 
to  data  from  the  Department  of  Health  and  Human  Services  and  the  LIHEAP  Clearinghouse, 
$216  million  in  State  funds  were  claimed  and  accepted  as  leveraged  resources  for  LIHEAP  in 
FY  1992.   In  addition,  many  utilities  provide  discounts,  credits  and  weatherization  for 
LIHEAP-eligible  households.   Unfortunately,  State  leveraged  and  utility  dollars  are  not 
enough  to  cover  the  huge  gap  that  exists  between  what  is  needed  to  provide  assistance  to 
eligible  LIHEAP  recipients  and  current  Federal  currencies  have  been  appropriated  for 
LIHEAP. 
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Furthermore,  many  States  have  used  LMEAP  as  a  cornerstone  of  a  strategy  that  seeks 
to  partner  utility,  customer  and  Federal  funds  to  lower  both  usage  and  costs,  thereby  reducing 
the  gap  between  energy  costs  and  ability  to  pay,  and  avoiding  costly,  wasteful  and 
unnecessary  utility  expenses  that  only  serve  to  drive  up  rates.   Without  Federal  assistance 
from  LIHEAP,  the  ability  to  maintain  stable  utility  rates  may  suffer.    Uncollectible  accounts, 
which  are  often  the  result  of  ratepayers'  inability  to  meet  their  utility  payments,  are  likely  to 
rise.   The  result  is  that  all  utility  customers,  including  those  who  are  least  able  to  afford  it, 
will  see  their  rates  increase  to  make  up  more  this  deficiency. 

In  addition,  proposals  to  cut  LIHEAP  are  completely  inconsistent  with  Congress'  and 
the  Federal  government's  other  policies  of  bringing  more  competition  to  electric  and  gas 
utility  markets.   Congress,  in  enacting  the  Energy  Policy  Act  of  1992,  allowed  more 
competitors  to  enter  the  electricity  utility  business.   At  the  same  time,  the  Federal  Energy 
Regulatory  Commissions's  (FERC)  gas  industry  restructuring  rule,  Order  636,  has  unbundled 
services  to  local  distribution  gas  companies,  forcing  these  companies  to  compete  for  gas 
supplies  at  competitive  prices.   The  result  of  these  policies  has  been  that  traditional  electric 
and  gas  utilities  find  themselves  in  a  much  more  competitive  environment,  with  the  threat  of 
losing  out  to  competitors  if  they  do  not  reduce  their  costs  of  service.   The  very  recent 
proposed  rulemaking  by  the  FERC  takes  this  trend  a  step  further  by  proposing  to  further  open 
access  to  electric  utility  companies'  transmission  grids  to  competitors  to  induce  greater 
competition. 

State  commissions  are  doing  all  they  can  to  keep  electric  and  gas  utilities  competitive 
by  eliminating  supports  embedded  in  rates  and  allowing  these  utilities  to  offer  incentive  rates 
to  keep  their  large  customers.   While  these  efforts  are  under  way,  it  makes  no  sense  for  the 
Federal  government  to  reduce  their  protection  to  the  customers  who  are  most  vulnerable  to 
some  of  the  negative  effects  of  competition.   In  particular,  I  am  referring  to  low-income 
captive  ratepayers. 

In  conclusion,  the  NARUC  is  supportive  of  the  Administrations'  and  the  Congress' 
efforts  to  reduce  the  budget  deficit.  We  know  that  difficult  budget  choices  will  have  to  be 
made.   In  fact,  LIHEAPs  funding  already  has  been  cut  by  40  percent  since  fiscal  year  1985, 
which  means  it  is  reaching  fewer  and  fewer  people.  The  unfortunate  fact  in  that  LIHEAP 
dollars  reach  a  little  more  than  one-quarter  of  all  those  households  nationwide  who  are 
eligible,  and  the  elimination  of  the  program  would  mean  that  up  to  6  million  households,  or 
15  million  Americans,  could  be  left  without  any  energy  assistance  next  winter.   Therefore, 
cutting  the  funds  for  LIHEAP,  a  program  that  is  consistent  and  complimentary  to  the  other 
policy  goals  of  promoting  competition  in  energy  markets  and  helping  the  working  poor  stave 
off  total  dependence  on  government  assistance,  is  not  the  answer  to  our  nation's  budget  woes. 
The  NARUC  therefore  respectfully  urges  the  subcommittee  to  reject  proposals  to  eliminate 
funding  for  LIHEAP  and  support  the  $1,319  billion  funding  level  previously  approved  by  the 
Congress  last  year. 

The  NARUC  appreciates  being  given  the  opportunity  to  present  its  views  regarding 
funding  for  LIHEAP. 
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Resolution  Regarding  Federal  Funding  of 
the  Low  Income  Home  Energy  Assistance  Program 

WHEREAS,  The  Executive  Committee  of  the  National  Association  of  Regulatory 
Utility  Commissioners  (NARUC)  convened  at  its  Winter  Meeting  in  Washington,  D.C.  on 
March  4, 1994  adopted  a  Resolution  calling  for  all  commissions  to  actively  support  funding 
of  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  with  no  less  than 
$1.8  Billion  (as  proposed  by  the  Administration)  for  the  July  1, 1994-June  30, 1995  program 
year;  and 

WHEREAS,  NARUC,  convened  at  its  Annual  Convention  in  New  York  City,  in 
November,  1993,  adopted  a  Resolution  recommending  that  the  Administration  propose  and 
the  Congress  adopt  a  LIHEAP  budget  of  at  least  $1.8  billion  for  fiscal  year  1995  and  reject 
any  proposal  for  yet  more  LIHEAP  funding  reductions;  and 

WHEREAS,  The  103rd  Congress  approved  a  fiscal  year  1995  appropriation  of 
$1,319  billion  for  LIHEAP  and  a  forward  funding  of  the  same  amount  for  fiscal  year  1996; 
and 

WHEREAS,  LIHEAP  has  already  absorbed  a  substantia]  cut  in  funding  as  part  of 
deficit  reduction  efforts  in  that  the  $2.1  billion  fiscal  year  1985  program  has  been  cut  by 
one-third;  and 

WHEREAS,  The  U.S.  House  of  Representatives  Committee  on  Appropriations  is 
considering  H.R.  845,  legislation  which  proposes  to  rescind  the  entire  fiscal  year  1996 
appropriation  of  $1,319  billion  for  LIHEAP;  and 

WHEREAS,  Low  income  families,  the  elderly  and  many  working  poor  Americans  face 
a  continuing  energy  crisis  with  energy  burdens  that  exceed  15%  of  their  household  income; 
and 

WHEREAS,  The  federal  LIHEAP  funds  significantly  ease  the  home  energy 
affordability  crisis  faced  by  millions  of  Americans;  and 

WHEREAS,  The  LIHEAP  program  is  an  important  part  of  a  two-part  energy 
assistance  strategy  designed  by  States  to  provide  energy  assistance  payments  to  low  income 
households  while  promoting  energy  efficiency  in  these  households;  and 

WHEREAS,  LIHEAP  provides  built-in  flexibility  in  Federal-State  partnerships  as  a 
means  of  reducing  the  size  of  federal  government,  and  is  the  foundation  for  many  programs 
authorized  by  State  Public  Utility  Commissions  and  many  gas  and  electric  companies  and 
service  organizations  which  assist  low  income  customers: 
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*  to  meet  their  bill  payment  obligations  through  cash  grants,  arrearage 
forgiveness,  and  reduction  of  bills  to  more  affordable  levels; 

*  to  weatherize  home  and  reduce  usage; 

*  to  repair  defective  heating  equipment; 

*  to  prevent  service  terminations  in  winter  as  well  as  during  heat 
emergencies;  and 

WHEREAS,  Many  low  income  Americans  do  not  have  sufficient  income  to  pay  for 
the  basic  necessities  of  life  and  are  experiencing  a  crisis  in  paying  home  energy  bills,  thereby 
contributing  to  a  health  and  safety  crisis  which  is  a  national,  not  a  local  crisis;  and 

WHEREAS,  Further  reductions  in  or  the  total  elimination  of  funding  for  LIHEAP 
will  threaten  the  continuation  of  a  number  of  State  initiatives  that  have  relied  on  LIHEAP 
to  be  the  foundation  for  providing  a  modest  amount  of  energy  security  for  low  income 
Americans;  now,  therefore,  be  it 

RESOLVED,  That  the  Executive  Committee  of  the  National  Association  of 
Regulatory  Utility  Commissioners  convened  at  its  1995  Winter  Committee  Meetings  in 
Washington,  D.C.,  urges  Congress  to  reject  any  cuts  in  or  rescissions  to  LIHEAP  funding, 
and  to  adopt  a  LIHEAP  budget  as  requested  by  the  Administration  for  fiscal  years  1996  and 
1997. 

Sponsored  by  the  Committees  on  Energy  Conservation  and  Finance  and  Technology 
Adopted  March  1,  1995 


1532 


STATEMENT  OF  THE 

LEUKEMIA  SOCIETY  OF  AMERICA,  INC. 

SUBMITTED  TO  THE 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR, 

HEALTH  AND  HUMAN  SERVICES,  EDUCATION 

AND  RELATED  AGENCIES 

April  7,  1995 


The  Leukemia  Society  of  America,  Inc.  appreciates  the 
opportunity  to  comment  on  fiscal  year  1996  appropriations  for  the 
National  Cancer  Institute  (NCI) .   The  Leukemia  Society  of  America 
is  a  voluntary,  not-for-profit  health  agency  representing  the 
health  care  and  medical  research  interests  of  more  than  93,000 
patients  with  leukemia,  lymphoma,  multiple  myeloma,  and  Hodgkin's 
disease.   Our  mission  is  to  cure  leukemia  and  its  related  cancers 
and  improve  the  quality  of  life  of  patients  and  their  families. 

During  its  45-year  history,  the  Leukemia  Society  of 
America  has  observed  that  steady  and  aggressive  investment  in 
biomedical  research  has  led  to  tremendous  progress  in  the  fight 
against  leukemia.   Survival  rates  for  acute  lymphocytic  leukemia 
(ALL),  the  most  common  form  of  childhood  leukemia,  have  improved 
dramatically  from  just  4  percent  in  1960  to  more  than  73  percent 
today;  the  survival  rates  for  Hodgkin's  disease  have  improved 
from  40  percent  in  1960  to  76  percent  today.   And  therapies  for 
leukemia  have  benefited  patients  with  other  types  of  cancer.   For 
example,  chemotherapy  and  bone  marrow  transplantation  were  first 
established  as  treatments  for  leukemia,  but  have  now  become 
accepted  therapies  for  patients  with  other  cancers. 

Additional  advances  in  treatment  are  imminent.   A 
monoclonal  antibody  has  been  developed  that  successfully  attacks 
and  kills  leukemia  cells  in  mice  without  harming  normal  tissue. 
This  "smart  bomb"  will  be  used  in  clinical  trials  in  humans 
beginning  this  summer.   Stem  cell  transplantation,  a  relatively 
new  therapy,  uses  special  "parent"  cells  isolated  from  the  blood 
stream  to  regenerate  a  healthy  population  of  blood  cells.   After 
receiving  high-dose  chemotherapy  to  destroy  cancerous  cells,  stem 
cells  are  injected  into  the  blood.   This  therapy  may  prove  to  be 
superior  to  autologous  bone  marrow  transplantation. 

Through  its  57  chapters  and  branch  offices  in  33  states 
and  the  District  of  Columbia,  the  Leukemia  Society  of  America 
raises  funds  for  research.   Over  its  45-year  history,  the 
Leukemia  Society  of  America  has  raised  more  than  $90  million  to 
support  the  work  of  numerous  researchers.   The  Society  is 
particularly  proud  of  its  new  translational  research  program. 
This  program,  aimed  at  bringing  the  advances  of  the  laboratory  to 
the  patient's  bedside,  is  being  administered  in  cooperation  with 
NCI. 
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The  Leukemia  Society  of  America  remains  dedicated  to 
raising  funds  to  support  research,  patient  aid,  public  and 
professional  education  and  community  service.   The  Society 
believes,  however,  that  a  strong  federal  financial  commitment  to 
biomedical  research  is  necessary  to  sustain  and  build  on  past 
research  progress.   The  Leukemia  Society  of  America  recognizes 
that  Congress  is  facing  severe  federal  budget  pressures  and 
recommends  that  funding  for  the  National  Institutes  of  Health 
(NIH)  be  increased  by  6%  in  FY  96. 

This  level  of  increase  is  slightly  greater  than  that 
recommended  in  the  President's  FY  96  budget  and  does  little  more 
than  sustain  the  current  biomedical  research  effort.   However, 
greater  increases  may  not  be  feasible  in  the  current  fiscal 
environment.   This  modest  increase  is  important  not  only  for 
people  with  leukemia  and  other  life-threatening  diseases,  but 
also  for  the  continued  ability  of  the  United  States  to  lead  the 
world  in  biomedical  research.   The  U.S.  biomedical  research 
effort  produces  jobs  and  contributes  significantly  to  the 
nation's  well-being,  and  any  reduction  in  federal  research 
funding  will  have  an  adverse  economic  effect. 

In  addition  to  providing  an  increase  in  funding  for 
NIH,  the  Subcommittee  must  resist  efforts  to  reduce  or 
arbitrarily  cap  the  reimbursement  for  indirect  costs,  or 
overhead.   Some  have  suggested  that  indirect  cost  payments  can  be 
reduced  substantially  without  affecting  the  biomedical  research 
infrastructure,  but  "indirect  costs"  are  in  fact  real  research 
costs  that  must  be  reimbursed. 

It  is  the  Leukemia  Society's  position  that  NCI  funding 
should  not  be  targeted  for  any  specific  disease  entity.   As  has 
been  demonstrated  by  the  advances  in  leukemia  treatment  that  have 
later  been  found  to  be  effective  in  treating  other  cancers,  it  is 
not  always  obvious  from  whose  research  advances  are  most  likely 
to  come. 

Federal  funds  should  be  awarded,  as  they  have 
traditionally  been,  through  a  competitive  process  of  peer  review, 
and  should  not  be  "earmarked"  for  a  specific  area  of  research. 
In  a  time  of  limited  financial  resources,  targeting  of  research 
funds  not  only  unnecessarily  restricts  the  flexibility  of  NIH  to 
fund  the  best  research  opportunities  but  may  actually  disrupt 
ongoing  research  in  a  manner  that  is  inefficient  and  wasteful. 

We  also  believe  there  must  be  a  balance  between  basic 
and  applied  research  efforts  at  NIH  and  we  support  the 
recommendation  of  the  National  Cancer  Advisory  Board  report, 
"Cancer  at  a  Crossroads,"  that  such  a  balance  be  maintained. 
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There  has  recently  been  a  great  deal  of  discussion,  especially  in 
AIDS  research,  about  the  appropriate  distribution  of  federal 
funding  between  basic  and  applied  research.   Some  have  suggested 
that  the  federal  effort  should  concentrate  almost  entirely  on 
basic  research,  and  applied  research  should  be  left  to  the 
private  sector. 

The  Leukemia  Society  of  America  acknowledges  the 
important  role  of  the  NIH  in  funding  basic  research,  but  we 
oppose  a  dramatic  shift  of  funding  away  from  clinical  research. 
The  clinical  research  infrastructure  that  has  been  developed  at 
NCI  has  been  critical  to  many  of  the  advances  in  the  treatment  of 
cancer,  and  progress  will  slow  if  that  infrastructure  is 
dismantled.   As  the  Society  has  indicated  by  its  support  of  a 
translational  research  effort,  the  most  important  thing  to  the 
patient  is  bringing  research  from  the  laboratory  to  the  bedside. 
Clinical  research  is  often  quite  expensive,  but  it  is  critical 
that  we  continue  to  translate  what  we  learn  in  the  lab  into 
better  treatments  for  patients. 

In  striving  to  accomplish  our  mission,  the  Leukemia 
Society  of  America  has  set  a  goal  of  "Cure  2000."   This  aim 
reflects  our  optimism  that  real  progress  can  be  made  in  the  fight 
against  leukemia  if  the  federal  government  takes  a  leadership 
role  with  strong  private  partners  and  commits  its  resources  to 
both  basic  and  translational  research. 

In  summary,  the  Leukemia  Society  of  America  requests  a 
6%  increase  in  NIH  funding  in  FY  96  and  opposes  arbitrary 
reductions  in  payments  for  indirect  costs.   The  Society  also 
urges  a  balance  between  basic  and  clinical  research. 
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NATIONAL  ASSOCIATION  OF  SOCIAL  WORKERS 

TESTIMONY  SUBMITTED  FOR  THE  RECORD 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  HEALTH  &  HUMAN 

SERVICES,  EDUCATION,  &  RELATED  AGENCIES 


The  National  Association  of  Social  Workers  (NASW)  is  the  oldest  and  largest  organization  of 
professional  social  workers  in  the  world.  Its  155,000  members  practice  in  settings  that  include 
family  service  agencies,  mental  health  facilities,  schools,  hospitals,  industry,  and  the  justice 
system.  We,  as  social  workers,  are  uniquely  positioned  to  understand  the  conditions  that  define 
the  lives  of  people  in  poverty,  and  the  effects  of  government  intervention  on  the  well-being  of 
low-income  families. 

On  behalf  of  NASW  we  submit  this  testimony  for  the  record  to  the  House  Appropriations 
Subcommittee  on  Health  &  Human  Services,  Education  &  Related  Agencies  in  the  areas  of  Child 
Welfare  Services  Programs  (Title  IV-E  and  IV-B)  and  Public  Health  Service  Act  (Title  VII). 

NASW  respectfully  requests  that  the  Subcommittee  fund  these  programs  at  the  fiscal  year  1995 
appropriation  funding  levels  (inflated  to  reflect  the  fiscal  year  1996  CPI  index): 

•  Child  Welfare  Training:  $4.4  million 

•  Health  Careers  Opportunity  Program  -  $27,574  million 

•  Geriatric  Education  Centers  -  $6368  million 

•  Rural  Health  Interdisciplinary  Training  Grants  -  $4,116  million 

•  AIDS  Training  Centers  -  $16.84  million 


CHILD  WELFARE  TRAINING  PROGRAMS 

Schools  of  social  work  are  key  providers  of  child  welfare  training  under  Title  IV  of  the  Social 
Security  Act.  Many  schools  of  social  work  receive  Title  IV-E  funds  to  deliver  training  and 
research  services  to  public  agencies  (i.e.  State  Department  of  Human  Resources).  Training  is 
given  to  staff  in  foster  care,  adoption  assistance,  and  independent  living  programs.  Agencies  use 
Title  IV-E  funds  to  provide  their  workers  with  stipends  to  attend  schools  of  social  work  for 
further  education  and  training. 

Section  426,  Title  IV-B,  discretionary  grants  are  awarded  to  public  and  private  non-profit 
institutions  of  higher  learning  to  develop  and  improve  education/training  programs  and  resources 
for  child  welfare  service  providers.  These  grants  are  used  to  upgrade  the  skills  and  qualifications 
of  child  welfare  workers  through  their  participation,  full-time  or  part-time,  in  training  programs 
focused  specifically  on  child  welfare  services.  Guidelines  for  the  program  vary  from  year  to  year, 
depending  on  the  Children's  Bureau's  analysis  of  needs.  Recently,  schools  have  been  asked  to 
develop  curricula  to  address  specific  problems,  such  as  working  with  court  ordered  clients  and 
family  centered  practice.  These  stipends  are  for  both  Bachelor  of  Social  Work  (BSW)  and  Master 
of  Social  (MSW)  students. 


89-504    0—95- 


1536 


At  this  time  of  limited  resources  and  great  need,  it  is  important  that  children  and  families  have 
trained  workers  to  help  them  address  their  needs  and  gain  independence.  The  Child  Welfare 
Training  programs  offer  workers  invaluable  tools  that  public  agencies  cannot  afford  to  lose. 

TITLE  VH  PUBLIC  HEALTH  SERVICE  ACT  HEALTH  PROFESSIONS  TRAINING 
PROGRAMS 

In  many  underserved  communities  health  providers  must  address  the  broad  range  of  health 
problems,  including  AIDS/HTV,  teenage  pregnancy,  alcohol  and  substance  abuse,  suicide,  mental 
disorders,  and  spousal  and  child  abuse.  In  these  communities,  social  workers  play  a  vital  role 
in  providing  essential  mental  health  services  and  as  part  of  interdisciplinary  primary  care  teams. 
Additionally,  social  worker  services  have  shown  to  both  reduce  medical  utilization  and  are  cost- 
effective. 

Title  VH  Public  Health  Service  Act  health  professions  training  programs  are  a  source  of  funding 
for  graduate  social  work  training,  in-service  training  and  continuing  education,  and  recruitment, 
particularly  for  minority  and  disadvantaged  students  and  faculty.  The  National  Association  of 
Social  Workers  believes  that  the  federal  government  has  a  responsibility  to  promote  and  support 
the  training  of  highly  qualified  health  professionals,  including  social  workers.  This  is  particularly 
crucial  in  underserved  areas  where  there  are  serious  shortages  of  trained  mental  health 
professionals.  With  the  planned  cutbacks  in  many  federal  social  programs,  including  health 
professions  training  programs,  the  continued  funding  of  the  Title  VII  programs  becomes  even 
more  imperative  as  a  source  of  support  to  encourage  and  train  more  social  workers  who  are 
minority  and  disadvantaged  and  committed  to  working  in  underserved  communities. 

In  order  to  continue  these  vital  programs  as  a  source  of  support  for  health  professions  training, 
including  graduate  social  work  training  programs,  NASW  urges  that  the  Appropriations 
subcommittee  appropriate  funding  levels  for  the  Health  Careers  Opportunity  Program,  Geriatric 
Education  Centers,  Rural  Health  Interdisciplinary  Training  Grants,  and  AIDS  Training  Centers 
at  the  fiscal  year  1995  appropriation  levels  inflated  using  the  Consumer  Price  Index  for  fiscal 
year  1996. 

Thank  you  for  your  consideration. 

April  5,  1995 
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Society  of  Critical  ( iare  Medicine 

Testimony  of  the  Society  of  Critical  Care  Medicine 

To  the  House  of  Representatives 

Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and  Related  Agencies 

on  Fiscal  Year  1996  Appropriations  for  the  Trauma  Systems  Planning  Program 

April  7,  1995 


Founded  in  1970  by  physicians  from  the  fields  of  anesthesiology,  internal  medicine,  pediatrics 
and  surgery,  the  Society  of  Critical  Care  Medicine  (SCCM)  is  the  only  professional 
organization  devoted  exclusively  to  the  multidisciplinary,  multiprofessional  care  of  the 
critically  ill  and  injured.  The  more  than  8,500  members  of  SCCM  —  the  physicians,  nurses, 
respiratory  therapists,  pharmacologists  and  pharmacists,  scientists,  researchers,  bioengineers, 
critical  care  industry  executives  and  other  allied  health  professionals  involved  in  the  care  of 
the  critically  ill  and  injured  worldwide  —  blend  highly  specialized  knowledge,  skill  and 
expertise  into  a  coordinated  effort  to  achieve  the  best  possible  outcomes  for  the  4  to  6  million 
Americans  who  become  critically  ill  or  injured  each  year.  As  SCCM  celebrates  its  25th 
anniversary,  its  members  remain  dedicated  to  excellence  in  patient  care,  education,  research 
and  advocacy. 

As  the  critical  care  professionals  who  care  for  critically  ill  and  injured  patients  every  day,  the 
members  of  the  Society  of  Critical  Care  Medicine  are  cognizant  of  Congressional  efforts  to 
reduce  the  national  deficit.  However,  we  feel  strongly  that  the  projects  funded  by  the  Trauma 
Systems  Planning  Program  —  projects  that  will  result  in  the  significant  saving  of  lives  and 
dollars  —  must  continue  to  be  a  national  priority.  For  this  reason,  SCCM  urges  Congress  to 
provide  full  funding  of  this  program  at  $4.8  million  for  fiscal  year  1996.  If  the  $4.8  million 
budgeted  for  this  program  prevents  the  unnecessary  disability  of  even  a  handful  of  Americans, 
it  will  have  reimbursed  the  nation  by  saving  scarce  health  care  resources,  preventing  lost 
productivity  and  keeping  families  intact. 

In  1990  and  1991,  the  Society  of  Critical  Care  Medicine  advocated  for  passage  of  the  Trauma 
Care  Systems  Planning  and  Development  Act.  Funded  by  Congress  in  1992,  the  Act  currently 
helps  41  states  to  organize  resources  to  address  this  public  health  issue.  Grants  provided 
under  the  Act  enable  states  to  develop  demonstration  projects  to  improve  trauma  care  and 
emergency  medical  services  in  rural  areas,  as  well  as  to  improve  statewide  access  to  911 
emergency  systems.  Recent  action  by  House  and  Senate  committees  have  earmarked  drastic 
funding  reductions  which,  if  implemented,  will  reduce  this  program's  budget  for  FY  1995 
from  $4.8  million  to  $0.4  million  —  reductions  which  will  severely  curtail  work  in  progress 
and  deter  future  efforts. 

Critical  care  is  a  continuum  of  care  that  begins  when  the  patient  first  receives  medical 
treatment  by  paramedics  and  emergency  personnel.  Treatment  en  route  to  the  hospital  and 
care  in  the  emergency  room  are  the  next  important  steps  of  this  continuum.  Once  the  patient 
is  stabilized,  he  or  she  is  transferred  to  the  intensive  care  unit  where  around-the-clock  care  is 
provided  by  a  team  of  highly  trained  physicians,  nurses  and  allied  health  professionals.  If 
trauma  victims  are  to  be  given  an  optimal  chance  of  survival,  each  step  in  this  continuum 
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must  be  intact  and  stand  ready  to  be  activated  at  a  moment's  notice.  The  funding  designated 
by  the  federal  trauma  care  planning  program  significantly  contributes  to  the  successful 
functioning  of  this  continuum  by  developing  trauma  care  systems  based  on  national  practice 
parameters  and  policies  related  to  triage,  transport  and  transfer  of  severely  injured  patients. 
As  many  as  25,000  lives  could  be  saved  each  year  if  patients  were  quickly  triaged  and 
transported  to  trauma  centers  prepared  to  care  for  their  particular  injury1. 

As  the  third  leading  cause  of  death,  injury  accounts  for  one  out  of  every  14  deaths  in  the 
United  States,  claiming  150,000  lives  each  year.  Moreover,  injuries  due  to  firearms,  violent 
injury,  assault  and  suicide  are  on  the  rise2.  Motor  vehicle  accidents  are  a  leading  killer, 
responsible  for  more  than  40,000  deaths  in  19923.  Sadly,  one  the  most  vulnerable  segments  of 
society  —  our  children  —  continue  to  be  victimized  by  traumatic  injury  caused  by  motor 
vehicle  accidents,  drownings,  fires,  burns  and  falls.  Trauma  is  the  number  one  killer  of 
children,  resulting  in  more  than  10,000  deaths  each  year  in  children  under  14  years  of  age. 
Nearly  four-fifths  of  all  deaths  for  people  between  the  ages  of  15  and  24  years  are  caused  by 
trauma4  including  trauma  associated  with  random  violence;  the  lifetime  costs  associated  with 
these  injuries  totals  $39.1  billion5.  Children  are  also  more  likely  than  adults  to  be  victims  of 
violent  crime  and  require  care  in  a  trauma  center  for  their  injuries6. 

Studies  document  the  success  of  established  trauma  care  systems.  In  Orange  County, 
California,  implementation  of  such  a  system  resulted  in  preventable  trauma  deaths 
dramatically  declining  from  34  percent  to  15  percent7.  In  San  Diego,  California,  trauma  death 
rates  were  reduced  by  55  percent  following  implementation  of  a  trauma  care  system8.  In 
Washington,  D.C.,  trauma  deaths  fell  by  50  percent  in  the  five  years  following 
implementation  of  a  trauma  care  system9.  In  1982,  the  preventable  death  rate  in  Dade  County, 
Florida  was  21.1  percent;  after  a  trauma  care  system  was  implemented  in  1985,  the 
preventable  death  rate  for  Dade  County  fell  to  9  percent10.  Programs  which  reduce  trauma 
mortality  and  morbidity  enable  victims  of  injury  to  return  to  society  and  lead  full,  meaningful 
and  productive  lives. 

Establishment  of  a  national  trauma  care  system  is  beneficial  to  the  health  of  all  Americans 
and  to  the  health  of  the  nation's  economy.  An  article  in  the  February  1995  issue  of  The 
Archives  of  Surgery11  reported  that  extending  trauma  care  systems  nationwide  could  reduce 
annual  medical  care  payments  by  $3.2  billion.  If  productivity  losses  due  to  premature  death 
were  included  ($7.1  billion),  the  total  national  savings  of  such  a  system  could  total  $10.3 
billion  or  5.9%  of  national  injury  costs.  However,  estimates  show  that  less  than  25  percent  of 
the  entire  geographic  area  of  the  United  States  are  currently  served  by  trauma  care  systems12. 
To  provide  this  lifesaving  and  economic  care,  trauma  systems  must  be  operational  in  all 
communities  nationwide.  Through  the  continued  efforts  of  the  Trauma  Systems  Planning 
Program,  such  a  worthwhile  goal  can  be  achieved. 
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Saving  the  lives  of  trauma  victims  is  vitally  dependent  on  early  intervention  and  rapid 
transport  to  a  designated  trauma  care  center.  In  an  editorial  in  the  February  1,  1995  issue  of 
the  Journal  of  the  American  Medical  Association",  leading  trauma  physician  Donald  Trunkey, 
MD  stated  "  .  .  .there  is  a  positive  relationship  between  federal  funding  of  start-up  costs  and 
the  development  of  trauma  systems.  When  federal  support  wanes,  state  system  development 
falters,  which  is  clearly  not  in  the  best  interest  of  the  community.  Thus,  the  challenge  to 
Congress  is  to  maintain  a  modest  but  steady  influx  of  start-up  dollars  for  regional  health  care 
systems  whether  for  trauma  or  for  other  high-risk  disease  entities.  .  .Federal  funding  for  start- 
up costs  should  be  maintained  and  will  reap  handsome  dividends.  Regardless  of  the  outcome 
of  health  system  reform,  it  is  imperative  to  maintain  and  improve  the  quality  of  trauma  care 
as  costs  are  reduced." 

Projects  supported  by  the  Trauma  Systems  Planning  Program  encourage  the  optimal  delivery 
of  patient  care.   These  lifesaving  projects  must  remain  a  national  priority.  The  members  of  the 
Society  of  Critical  Care  Medicine  strongly  urge  members  of  the  House  Subcommittee  on 
Labor,  Health  and  Human  Services,  Education  and  Related  Agencies  to  continue  to  provide 
full  funding  of  this  vital  program  at  $4.8  million  in  fiscal  year  1996.  The  Society  of  Critical 
Care  Medicine  appreciates  the  opportunity  to  present  this  written  testimony.  If  members  of 
the  Committee  have  further  questions  concerning  the  integral  role  of  the  Trauma  Systems 
Planning  Program  has  played  in  improving  the  delivery  of  quality  trauma  care  services  and 
saving  lives,  please  contact  Lisa  Parks,  SCCM  Director  of  Public  Affairs  at  714/282-6032. 
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America's  university-based  research  is  the  envy  of  the  world  and  provides  the  U.S.  with 
important  competitive  advantages.  It  is  the  foundation  of  our  high-tech  industry,  produces  the 
scientific  discoveries  that  lead  to  new  products,  new  materials,  wonder  drugs,  breakthroughs  in 
public  health,  and  many  other  innovations.  These  critically  important  programs  are  supported 
largely  by  the  federal  government  through  peer  reviewed  investigator  initiated  research 
programs,  such  as  those  sponsored  by  the  National  Institutes  of  Health  (NIH).  As  the 
Committee  deliberates  the  programs  and  priorities  of  the  programs  within  its  jurisdiction, 
Hopkins  urges  the  Committee  to  specifically  consider  the  long  term  contributions  of  science  and 
technology  programs,  including  medical  research,  which  will  position  the  country  to  compete 
in  the  global  marketplace. 


In  support  of  medical  research  and  development  sponsored  by  the  NIH,  the  government 
pays  both  direct  (research  grants)  and  research  support  costs  (indirect  costs)  of  doing  research. 
Indirect  costs  are  real  costs  of  research  and  include  costs  associated  with  the  administration  of 
research,  plant  operations  and  facilities. 

Both  direct  and  indirect  costs  are  necessary  expenses  associated  with  the  conduct  of 
research.  Administrative  and  facilities  costs  are  expenditures  which  have  been  made  by  the 
universities  which  the  federal  government  has  already  agreed  to  reimburse  through  regulatory 
guidelines  and  formal  agreements  entered  into  with  universities. 

The  administration  and  management  of  indirect  cost  reimbursement  policies  is  a  complex 
process  regulated  by  the  Office  of  Management  and  Budget  (OMB)  and  implemented  by  the 
cognizant  agencies.  This  process  has  been  established  due  to  the  far-reaching  financial  impact 
of  alterations  in  this  policy  and  is  based  on  the  recognition  that  arbitrary  or  temporary  actions 
undermine  the  financial  stability  of  the  country's  research  capabilities  and  are  detrimental  to 
technology  development. 

Regulatory  Actions 

In  1982,  the  Federal  government  made  a  commitment,  through  revisions  in  Circular  A- 
21,  to  reimburse  interest  expense  and  other  costs  of  buildings  and  equipment  used  on 
government  research  projects  to  provide  incentives  for  the  large  financial  risks  associated  with 
creating  a  research  infrastructure.  It  is  in  the  facilities  component  where  the  greatest  variability 
exists  as  a  result  of  changes  in  indirect  cost  reimbursement  policies  made  during  the  Reagan 
Administration.  Indirect  cost  rates  are  typically  higher  at  private  institutions  which  do  not 
receive  State  financing  of  facilities. 

In  1991  and  1993,  the  Office  of  Management  and  Budget  eliminated  several  allowable 
costs  and  capped  administrative  costs  at  26%  at  all  universities.  These  changes  produce  an 
estimated  annualized  savings  of  at  least  $1 10  million.  Eleven  additional  changes  were  proposed 
by  the  Office  and  Management  and  Budget  Friday,  January  27,  1995,  and  six  other  changes 
were  recommended  for  further  study.  These  changes  will  address  the  disparity  in  facilities  rates 
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and  enable  a  planned  and  controlled  approach  to  amortization  of  debt  and  depreciation  of 
facilities. 


Arbitrary  Proposals 

In  spite  of  the  fact  that  reimbursement  of  universities  administrative  costs  are  capped 
based  upon  OMB  regulation,  there  have  been  a  variety  of  legislative  and  administrative  proposals 
to  create  "savings"  in  indirect  costs,  including  an  across  the  board  cap  on  the  facilities 
component,  an  across  the  board  percentage  reduction  or  freeze  on  total  indirect  cost  recovery. 
The  impact  of  this  approach  to  federal  budget  savings  is  to  cripple  the  very  institutions  that  have 
invested  in  the  facilities  and  that  produce  some  of  America's  most  significant  research  and 
contribute  to  the  nation's  competitiveness.  This  approach  is  directly  contradictory  to  the 
Nation's  overall  direction  with  respect  to  economic  growth. 

Implementing  an  arbitrary  reduction  in  indirect  cost  recovery,  either  through  a  cap,  pause 
or  across  the  board  reduction  would: 

*  cripple  financially  some  of  the  nation's  leading  research  institutions. 

*  stop  new  investment  in  research  facilities. 

*  jeopardize  the  capacity  of  institutions  to  maintain  their  research  facilities. 

*  lead  to  massive  financial  disruption  resulting  from  inadequate  funds  to  meet  fixed 
financial  obligations. 

*  closure  of  departments  and  research  programs  in  institutions  throughout  the  country. 

*  leave  million  of  dollars  of  actual  expenditures  at  many  institutions  unreimbursed,  despite 
regulatory  guidelines  and  formal  agreements  with  the  government  on  the  basis  of  which 
these  expenditures  were  incurred. 

*  disadvantage  many  universities  which  have  built  facilities  and  obtained  bond  ratings  based 
upon  a  long  standing  commitment  from  the  federal  government  to  reimburse  at  specific 
indirect  cost  rates.  In  essence,  many  universities  would  be  unable  to  meet  the  "mortgage 
payment"  to  bond  holders  if  this  cap  were  put  into  effect. 

*  impair  the  ability  of  research  universities  to  comply  with  federally-imposed  regulations 
related  to  use  of  human  subjects, such  as  the  use  of  animals  in  research  and  disposal  of 
research  wastes. 

*  decimate  graduate  education  programs,  which  are  closely  linked  with  the  conduct  of 
research. 

*  reduce  emphasis  in  research  programs  in  associated  industries  that  depend  on  university- 
based  research. 

Institutions  with  major  research  activity,  new  facilities,  and  therefore  relatively  high  total 
indirect  cost  rates  resulting  from  their  capital  investment,  would  be  most  affected.  The  very 
institutions  that  responded  to  explicit  federal  policy  in  1982  that  encourage  university  investment 
in  research  facilities,  and  now  bear  new  fixed  costs,  would  be  the  one  denied  reimbursement. 
Many  will  be  severely  damaged  financially  and  irreparably  impaired  in  their  ability  to  perform 
cutting-edge  federal  research  in  the  future. 
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It  will  be  virtually  impossible  to  rebuilt  research  institutions  after  the  imposition  arbitrary 
reductions  in  research  support  costs  in  the  name  of  "federal  budget  deficit"  targets.  As  the 
deficit  is  addressed,  it  is  essential  that  the  "seed  corn"  of  our  education  and  research  capabilities, 
that  we  are  counting  on  to  maintain  the  country's  international  preeminence  in  the  21st  Century, 
not  be  eroded. 

New  Initiatives  to  Improve  the  Cost  Reimbursement  System 

As  previously  stated,  on  Friday,  January  27,  1995,  the  OMB  announced  11  proposals  to 
make  further  improvement  in  Circular  A-21.  These  changes  respond  to  concerns  expressed  by 
the  House  Appropriations  Subcommittee  regarding  the  variation  in  indirect  cost  rates,  and  the 
need  for  greater  participation  by  the  government  in  the  determination  of  costs  to  be  reimbursed 
by  the  government. 

It  is  vital  to  the  research  enterprise  that  these  changes  be  considered  and  adopted  rather 
than  imposing  an  arbitrary  across-the-board  cut  or  cap  which  will  significantly  affect  a 
university's  ability  to  meet  its  existing,  fixed  obligations  and  create  a  disincentive  for  universities 
to  continue  to  invest  in  research  facilities  and  equipment.   Thank  you. 


1545 

LEGAL 


ACTION 


236  Mass.  Ave.  NE,  Suite  505 .  Washington.  DC  20002  .  (202)  544-5478  .  FAX:  544-5712 


Testimony 

Submitted  to  the 

House  Appropriations  Subcommittee  on 

Labor,  Health  and  Human  Services, 

Education  and  Related  Agencies 

March  29,  1995 

Submitted  By 

Alabama  Alcohol  and  Drug  Abuse  Association 

Arizona  Association  of  Behavioral  Health  Programs 

California  Association  of  Alcoholic  Recovery  Homes 

California  Association  of  Alcohol  &  Drug  Program  Executives,  Inc. 

California  Organization  of  Methadone  Providers 

California  Therapeutic  Communities,  Inc. 

County  Alcohol  and  Drug  Program  Administrators  Association  of  California 

D.C.  Coalition  of  Substance  Abuse  Treatment  Providers 

Florida  Alcohol  and  Drug  Abuse  Association 

Georgia  Association  for  the  Prevention  and  Treatment  of  Substance  Abuse 

Hawaii  Substance  Abuse  Coalition 

Illinois  Alcoholism  and  Drug  Dependence  Association 

Iowa  Substance  Abuse  Program  Directors'  Association 

Legal  Action  Center 

Maine  Association  of  Substance  Abuse  Programs 

Massachusetts  Alcoholism  and  Drug  Abuse  Association 

Minnesota  Chemical  Dependency  Association 

Chemical  Dependency  Programs  of  Montana 

Nebraska  Association  of  Substance  Abuse  Directors 

Nevada  Association  of  State  Drug  Abuse  Programs 

New  Hampshire  Association  of  Chemical  Dependency  Service  Providers 

New  Jersey  Association  for  the  Prevention  and  Treatment  of  Substance  Abuse 

New  York  State  Association  of  Substance  Abuse  Programs 

North  Carolina  Association  of  Alcohol  and  Drug  Service  Administrators 

Association  of  Ohio  Substance  Abuse  Programs 

Ohio  Council  of  Community  Mental  Health  and  Recovery  Organizations 

Drug  and  Alcohol  Service  Providers  Organization  of  Pennsylvania 

Drug  and  Alcohol  Treatment  Association  of  Rhode  Island 

Tennessee  Alcohol  &  Drug  Association 

Association  of  Substance  Abuse  Service  Providers  of  Texas 

Vermont  Association  of  Alcohol  and  Drug  Abuse  Programs 

Washington  Association  on  Alcoholism  and  Addictions  Programs 

Wisconsin  Association  on  Alcohol  &  Other  Drug  Abuse 


153  Waverly  Place  .  New  York,  NY  10014  .  (212)  243-1313  .  FAX  (212)  675-0288 


1546 


Thank  you  for  the  opportunity  to  submit  testimony  on  FY  1996  appropriations  for  drug  and 
alcohol  treatment  and  prevention  programs  within  the  Department  of  Health  and  Human  Services 
and  specifically  those  funded  through  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA)  and  the  Department  of  Education's  Safe  and  Drug  Free  Schools  and 
Communities  Program. 

This  testimony  is  submitted  by  the  Legal  Action  Center,  a  not-for-profit  law  and  public  policy 
office  that  specializes  in  drug,  alcohol,  AIDS  and  criminal  justice  issues,  and  the  National 
Coalition  of  State  Alcohol  and  Drug  Treatment  and  Prevention  Associations,  a  coalition  of  32 
state  treatment  and  prevention  associations  from  around  the  country.  These  associations 
represent  the  individuals  on  the  front  lines  of  treatment  and  prevention  activities  who,  on  a  daily 
basis,  confront  the  dramatic  need  to  bolster  existing  services  to  meet  the  complex  needs  of 
individuals  and  families  with  drug  and  alcohol  problems. 

The  SAMHSA  programs  are  scheduled  for  reauthorization  this  year.  It  is  clear  that  the 
appropriations  process  will  be  completed  before  reauthorization.  The  Administration  has 
proposed  consolidating  the  prevention  and  treatment  demonstration  programs  and  eventually 
moving  them  into  the  Substance  Abuse  Block  Grant.  The  authorizing  committees  in  Congress 
are  also  seriously  considering  consolidation  of  these  programs.  We  urge  the  Subcommittee  to 
appropriate  the  funds  necessary  to  carry  out  these  critical  prevention  and  treatment  activities 
regardless  of  how  the  programs  are  ultimately  organized. 

I.    Overview  of  the  Problem  and  Cost  Savings  of  Prevention  and  Treatment 

Prevention  and  treatment  produce  immediate  cost-savings  to  the  taxpayer.  Alcohol  and  drug 
problems  are  among  our  nation's  most  serious  and  costly  health  issues.  Untreated  drug  and 
alcohol  problems  cost  at  least  $166  billion,  or  $700  for  each  American,  annually,  in  health  care, 
criminal  justice,  social  and  lost  productivity  costs.  At  the  same  time,  we  know  that  treatment 
and  prevention  are  effective  and  critical  in  preventing  AIDS,  alcohol  and  drug  related  birth 
defects  and  other  serious  health  problems  and  reducing  domestic  violence,  homelessness,  and 
crime.  In  fact,  studies  conclude  that  we  save  $7  for  every  $1  we  invest  in  treatment,  and 
much  of  this  savings  is  immediate. 

Alcohol  and  drug  prevention  and  treatment  are  essential  components  of  our  nation's  effort  to 
control  soaring  health  care  costs,  reduce  crime  and  help  families  move  off  welfare  and  into  the 
workplace.  None  of  our  public  policies  on  health,  crime  or  social  welfare  will  work  unless  the 
drug  and  alcohol  component  of  these  problems  is  addressed  and  support  provided  for  a  full 
continuum  of  effective  prevention,  intervention  and  treatment  services. 

Numerous  studies  have  established  that  different  types  of  prevention  and  treatment  are  cost- 
effective  in  reducing  drug  and  alcohol  use  and  increasing  an  individual's  chances  of  leading  a 
drug-free,  crime-free  and  more  productive  life. 
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For  example: 

A.  Prevention  Reduces  Alcohol  and  Drug  Use  By  Young  People 

•  A  1994  Cornell  University  study  of  6,000  students  found  that  the  odds  of  drinking 
or  using  marijuana  were  40%  lower  among  kids  who  participated  in  a  prevention 
program  during  7th,  8th  and  9th  grades  than  those  who  did  not. 

B.  Treatment  Reduces  Other  Costly  Health  Care  Expenditures 

•  On  average,  untreated  alcoholics  incur  general  health  care  costs  that  are  at  least 
100%  higher  than  those  of  nonalcoholics.  After  treatment  of  the  addiction, 
reduction  in  days  lost  to  illness,  sickness  claims  and  hospitalizations  drops  by 
about  50%. 

•  Before  treatment,  family  members  of  alcohol  and  drug  dependent  people  use 
health  services  at  a  significantly  higher  rate  than  individuals  in  families  without 
drug  or  alcohol  dependent  members.  One  study  found  that  the  decline  in  health 
care  utilization  by  the  family  after  treatment  of  the  alcoholic  or  drug  addict  was 
just  over  50%. 

C.  Treatment  Reduces  Crime  and  Criminal  Justice  Costs 

•  Virtually  all  economic  measures  show  that  the  burden  of  crime  and  other 
economic  consequences  of  drug  abuse  are  lower  after  treatment  than  before. 
Costs  of  drug  abuse  to  law  abiding  citizens  fall  by  about  20%,  costs  to  victims 
decline  by  about  30%,  criminal  justice  costs  fall  about  24%  and  the  costs  of  theft 
fall  about  11%. 

•  The  CALDATA  study,  a  comprehensive  treatment  follow-up  study  of 
approximately  3,000  individuals,  found  that  criminal  activity  declined  by  66% 
following  treatment,  and  that  each  day  of  treatment  paid  for  itself  on  the  day  the 
treatment  was  delivered,  primarily  through  the  avoidance  of  crime. 

D.  Treatment  Enables  People  to  Work  and  Care  for  Their  Families 

•  In  Minnesota,  the  full-time  employment  rate  among  treatment  clients  in  the  public 
system  increased  by  18.1  percent  in  the  six  months  after  treatment  compared  to 
six  months  before  treatment. 

•  In  California,  treatment  had  a  positive  effect  on  employment,  and  demonstrated 
that  even  the  most  impaired  individuals  could  enter  the  workforce  if  they 
participated  in  treatment  and  rehabilitation. 
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Although  treatment  and  prevention  are  wise  investments,  the  nation  has  been  using  most  of  its 
resources  to  pay  for  the  consequences  of  drug  and  alcohol  problems  through  increased  medical 
care,  crime  and  welfare.  A  1990  Institute  of  Medicine  (IOM)  report,  Treating  Drug  Problems, 
concluded  that  there  were  dramatic  shortages  in  treatment  throughout  the  country,  particularly 
for  women  with  children,  adolescents  and  individuals  in  the  criminal  justice  system.  The  IOM 
outlined  three  strategy  options  for  filling  in  the  gaps,  ranging  from  an  annual  operating  increase 
over  FY  1989  funding  of  $2.2  billion,  plus  a  $1  billion  one-time  investment  to  an  increase  of 
$1  billion  with  an  additional  $0.5  billion  one-time  investment. 

While  we  realize  it  will  take  time  to  build  an  adequate  service  system  to  prevent  and  treat 
alcohol  and  drug  problems,  we  urge  Congress  to  invest  in  these  programs.  They  save  lives  and 
communities.  As  a  recent  RAND  study  concluded,  treatment  is  seven  times  more  cost  effective 
than  the  most  effective  supply-side  strategy  in  reducing  cocaine  use. 


H.   FY  1996  Appropriations  Recommendations 


A.  Substance  Abuse  Block  Grant 

We  recommend  $1,794,107,000  for  the  Substance  Abuse  Block  Grant,  an  increase  of  $500 
million  over  FY  1995.  We  oppose  the  Senate's  recommendation  to  cut  $13.4  million  of  FY 
1995  funds  from  the  Substance  Abuse  Block  Grant.  These  funds  are  critical  to  welfare 
reform,  crime  reduction  and  health  care  cost  containment.  Many  people  seek  treatment  but 
cannot  gain  admission  to  over  crowded  publicly  funded  services.  The  Substance  Abuse  Block 
Grant  is  the  primary  source  of  federal  funding  for  alcohol  and  drug  treatment  and  prevention 
services  across  the  country.  It  accounts  for  over  1/3  of  public  funding  for  prevention  and 
treatment  services  nationwide.  In  many  states,  the  Substance  Abuse  Block  Grant  is  the 
foundation  for  the  treatment  and  prevention  infrastructure.  Without  these  funds,  state  service 
delivery  systems  would  simply  fall  apart. 

Demands  on  the  publicly  funded  system  will  continue  to  increase  with  new  federal  and  state 
reforms.  The  publicly  funded  treatment  system  serves  individuals  with  the  most  chronic  and 
complex  health  problems.  Individuals  entering  treatment  have  a  multitude  of  serious  health  and 
mental  health  problems,  such  as  tuberculosis,  AIDS  and  depression,  that  make  substance  abuse 
treatment  more  expensive  and  complicated.  Treating  these  individuals  requires  trained  and 
experienced  staff  and  strong  working  relationships  with  other  health  and  social  service  programs. 

In  addition,  the  publicly  funded  treatment  system  is  the  safety  net  provider  for  privately  insured 
individuals  who  have  little  or  no  coverage  for  addictions  treatment  and  Medicaid  beneficiaries 
who  have  limited  coverage  through  Medicaid  managed  care  plans. 

This  funding  increase  is  necessary  to  begin  to  meet  the  current  demand  for  services,  some  of 
which  results  from  recent  and  proposed  legislative  changes  affecting  welfare  and  SSI  recipients. 
Currently,  there  are  over  100,000  individuals  on  waiting  lists  to  get  into  alcoholism  and  drug 
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addictions  treatment.  There  are  an  estimated  226,300  women  on  AFDC  who  will  need  treatment 
before  they  can  successfully  move  off  of  welfare  and  another  122,587  individuals  in  the  SSI  and 
SSDI  programs  who  are  required  to  be  in  treatment  as  a  condition  of  receiving  their  benefits. 


B.  Center  for  Substance  Abuse  Treatment  (CSAT)/Treatment  Grants 

We  urge  the  Subcommittee  to  provide  $250  million,  an  increase  of  $25.5  million  over  FY 
1995  funding,  for  the  Center  for  Substance  Abuse  Treatment  (CSAT)/Treatment  Grants. 
CSAT  funds  critical  and  innovative  demonstration  programs  throughout  the  country  that  provide 
comprehensive  services  for  a  number  of  populations  including  pregnant  women  and  their 
children,  individuals  in  the  criminal  justice  system  and  individuals  at  risk  for  contracting  HIV 
disease.  These  demonstrations  are  essential  for  developing  new  and  innovative  treatment 
approaches,  linking  drug  and  alcohol  treatment  with  other  health  and  social  services  and 
improving  our  knowledge  about  what  works  in  treating  individuals  and  families. 

This  funding  increase  would  restore  the  $20  million  that  was  cut  from  CSAT  Treatment 
Programs  in  FY  1995  and  provide  a  modest  increase  for  CSAT  grant  programs. 

C.  Center  for  Substance  Abuse  Prevention  (CSAP)/Prevention  Grants 

We  urge  the  Subcommittee  to  provide  $289  million,  an  increase  of  about  $50  million  over 
FY  1995  funding,  for  the  Center  for  Substance  Abuse  Prevention  (CSAP).  CSAP  is  the  lead 
federal  agency  for  alcohol  and  drug  prevention.  CSAP  supports  the  development  and  evaluation 
of  comprehensive  prevention  programs  and  strategies,  which  include  individual,  community  wide 
and  workplace  focused  approaches.  CSAP  also  supports  extensive  public  education,  knowledge 
dissemination  and  training  efforts  to  prevent  drug  and  alcohol  problems. 

This  funding  increase  and  commitment  to  prevention  is  needed  now  more  than  ever.  The  most 
recent  High  School  Senior  Survey  showed  an  increase  in  the  use  of  drugs  and  alcohol  by  youth, 
while  fewer  perceived  the  use  of  illicit  drugs  to  be  harmful.  This  additional  funding  will  help 
to  counter  the  alarming  increase  in  the  use  of  marijuana,  cocaine,  crack,  LSD,  stimulants  and 
inhalants  among  8th,  10th  and  12th  graders.  It  will  also  support  prevention  programs  for  young 
people  in  high  risk  environments  including  public  housing,  juvenile  detention,  runaway  and 
homeless  shelters  and  neighborhoods  with  high  levels  of  drug  trafficking. 

D.  Department  of  Education  —  Safe  and  Drug  Free  Schools  and  Communities  Program 

We  recommend  $532  million  for  the  Safe  and  Drug  Free  Schools  and  Communities  Act,  a 
$50  million  increase  over  FY  1995.  Effective  education  and  outcome  focused  prevention  efforts 
will  reduce  the  use  of  alcohol  and  drugs,  just  as  they  have  cut  tobacco  use.  Research  indicates 
that  teaching  children  practical  strategies  to  resist  drug  use  ~  social  influence  and  life  skills 
training  -  are  effective  prevention  tools,  particularly  if  reinforced  by  family  and  community 
involvement.    Student  Assistance  Programs  (SAP's)  and  other  school-based  early  intervention 
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counseling  programs  are  also  extremely  effective  in  assisting  high-risk  youth  who  come  from 
families  with  alcohol  and  drug  problems  or  are  using  drugs  and  alcohol  themselves,  especially 
when  such  services  are  provided  within  a  comprehensive  community  based  program. 

We  oppose  the  House's  action  to  rescind  all  funding  for  the  Safe  and  Drug  Free  Schools 
and  Communities  Program  and  the  Senate's  recommendation  to  eliminate  $100  million  from 
this  program.  We  do,  however,  encourage  that  this  program  be  closely  monitored  to  ensure 
that  resources  are  not  spent  on  activities  that  have  not  been  evaluated  or  have  proven  ineffective 
in  reducing  drug  and  alcohol  use. 


National  leadership  on  drug  and  alcohol  treatment  and  prevention  is  needed  now  more  than  ever 
to  respond  to  increased  drug  and  alcohol  use  and  the  nation's  need  to  reduce  public  expenditures 
for  health  care,  welfare,  and  crime.  These  efforts  will  fail  without  a  comprehensive  strategy  to 
prevent  and  treat  drug  and  alcohol  problems.  We  cannot  afford  to  cut  back  on  our  nation's 
commitment  to  tackling  these  significant  public  health  problems.  We  urge  you  to  provide  the 
needed  funding  for  these  critical  services. 
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Twenty  years  ago,  our  lives  changed  forever.  Our  beautiful  daughter,  one  year  old,  began 
to  lose  skills  and  fade  away  from  us.  Within  the  next  year,  she  would  be  given  several  labels 
which  never  quite  fit.  She  had  been  a  bright  and  bouncy  infant,  alert  and  happy,  our  dream  come 
true.  The  following  years  would  see  our  dreams  for  her  ended,  and  the  nightmare  of  not  knowing 
what  was  wrong  just  beginning.  We  lived  for  nearly  a  decade  with  unknowns  before  the 
diagnosis  of  RETT  SYNDROME  was  given.  It  was  a  relief  to  finally  know  what  was  wrong,  but 
a  devastating  blow  to  realize  that  there  was  so  little  knowledge  about  this  little  known  disorder. 
RETT  SYNDROME  is  a  severe  and  crippling  disorder  beginning  in  childhood,  and  only 
recently  recognized  in  the  American  medical  community.  The  disorder  affects  only  litde  girls, 
who  show  early  normal  development  until  from  6-18  months  of  life.  Following  early  normal 
progress,  infant  girls  experience  a  cessation  of  development  or  regression  of  skills  which  leads 
to  severe  mental  and  physical  handicaps  by  the  age  of  three  years.  Other  characteristics  of  the 
syndrome  include  curvature  of  the  spine  and  epileptic  seizures,  which  can  be  severe.  There  is  no 
known  cause,  treatment  or  cure  for  Rett  syndrome. 

I  appeal  to  you  today  as  Founder  and  President  of  the  International  Rett  Syndrome 
Association,  a  national  support  and  advocacy  organization  for  those  whose  lives  are  touched  by 
Rett  syndrome.  I  remain  very  grateful  for  the  ongoing  and  vigorous  support  given  by  the 
Subcommittee  on  Health  and  Human  Services,  and  particularly  for  the  continued  passionate 
support  of  Congressmen  Steny  Hoyer,  who  has  watched  Rett  syndrome  gradually  cripple  and 
confine  his  young  friend,  Kristi  Smith,  and  Congressman  Sonny  Callahan,  who  has  joined  the 
crusade  to  advocate  on  behalf  of  all  of  our  precious  girls. 

It  is  hard  to  imagine  the  impact  of  such  a  severe  disorder.  As  Mr.  Hoyer  can  tell  you, 
Kristi  walked  and  talked  when  expected  and  seemed  to  be  normal  for  her  age.  Today  she  is  23 
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years  old  and  lives  in  a  long-term  nursing  facility,  unable  to  walk  or  talk,  fed  by  a  tube  into  her 
stomach.  She  has  had  a  number  of  surgeries  to  correct  spinal  and  joint  deformities  and  takes 
medication  for  seizures.  Kristi  captures  the  hearts  of  those  who  come  to  know  her  with  her 
winning  smile  and  fighting  spirit.  We  all  would  have  wished  a  different  outcome  for  this  little 
girl,  who  came  into  this  world  so  full  of  life  and  with  so  much  potential.  Her  mother  and  father, 
who  is  a  pediatrician,  felt  enormous  frustration  at  not  knowing  how  to  stop  the  insidious  loss  of 
skills  and  declining  health  of  their  precious  little  girl.  Sadly,  every  day  there  are  more  girls  with 
Rett  syndrome  and  every  day  more  families  find  their  lives  changed  forever. 

Funding  through  the  National  Institutes  of  Health  has  provided  for  research  which  has 
greatly  increased  our  knowledge  and  understanding  of  this  little  known  disorder  for  the  last  six 
years.  However,  we  have  some  way  to  go  until  we  have  found  the  answers  to  the  puzzle  of  Rett 
syndrome.  The  clinical  research  centers  at  Baylor  College  of  Medicine  and  The  Kennedy  Krieger 
Institute  have  provided  for  collection  of  data  from  a  large  number  of  cases,  which  has  established 
the  natural  history  of  Rett  syndrome.  Genetic  studies  have  ruled  out  a  large  portion  of  the  X 
chromosome  thought  to  be  responsible  for  this  condition,  thus  narrowing  the  search.  Postmortem 
studies  have  yielded  information  about  the  nature  of  neurochemical  and  neuropathological 
abnormalities  in  Rett  syndrome  which  provide  important  clues  to  understanding.  We  are  now 
sitting  on  the  edge  of  discovery  as  vital  strides  have  been  recently  made.  Nine  abnormal  proteins 
have  been  found  to  occur  in  the  blood  of  girls  with  Rett  syndrome,  which  may  be  the  biological 
marker  we  have  been  seeking,  and  which  may  pave  the  way  for  increased  knowledge  of  the 
cause,  treatment  and  cure.  Pathological  studies  have  revealed  serious  conduction  abnormalities 
in  the  hearts  of  girls  with  Rett  sydndrome,  which  could  account  for  the  sudden  unexplained  death 
which  is  often  seen.  Other  studies  of  postmortem  brain  tissue  have  yielded  valuable  information 
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about  the  development  of  the  brain  in  Rett  syndrome,  additional  information  which  could  provide 
vital  answers  to  our  vital  questions.  Each  of  these  discoveries  brings  us  closer  to 
intervention  strategies  which  will  prolong  and  improve  life  for  the  girt  with  Rett  syndrome. 

In  these  last  years,  studies  have  enabled  us  to  begin  the  exploratory  and  descriptive  stages 
of  Rett  syndrome.  We  now  know  that  contrary  to  earlier  reports,  Rett  syndrome  does  not 
represent  a  degenerative  disease,  but  a  developmental  disorder  that  is  sporadic  in  nature.  This 
information  comes  from  tedious  studies  on  postmortem  tissues.  We  now  know  that  once  the 
regression  period  is  over,  there  is  no  further  deterioration  of  cognition  or  mental  status.  For 
families,  this  is  a  rainbow  of  hope,  knowing  that  their  girls  can  continue  to  learn  in  spite  of  their 
severe  physical  handicaps.  For  the  girls,  it  means  a  better  chance  for  educational  programs  that 
are  stimulating  and  challenging.  Therapeutic  interventions,  which  may  have  seemed  senseless 
when  Rett  syndrome  appeared  to  be  degenerative,  can  now  be  explored.  Girls  can  be  exposed  to 
alternative  means  of  communication  and  education  to  maximize  their  capabilities,  where  in  the 
past  they  may  have  languished  without.  We  now  know  that  girls  with  Rett  syndrome  are  trapped 
within  a  body  that  will  not  allow  them  to  communicate  or  function  as  they  should,  and  that  they 
are  capable  of  far  more  insight  and  understanding  that  we  ever  thought  possible.  With  this 
improved  prognosis,  families  will  be  more  encouraged  to  keep  their  children  at  home  with  an 
improved  quality  of  life. 

Now  on  the  threshold  of  much  greater  understanding,  we  must  continue  the  research  that 
has  begun.  If  we  quit  tomorrow,  it  will  be  as  if  we  never  started.  Last  week  alone,  we  were 
contacted  by  two  families,  both  with  two  year  old  and  nine  month  old  daughters,  two  girls  in 
each  family  who  share  the  diagnosis.  You  can  imagine  the  agony  of  knowing  that  one  child  will 
have  Rett  syndrome.  Try  to  imagine  the  horror  of  knowing  that  both  daughters  are  afflicted. 
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We  come  closer  each  and  every  day  to  finding  the  answers  that  will  put  an  end  to  Rett  syndrome. 
Research  on  Rett  syndrome  must  continue  until  we  have  found  the  cause,  treatment  and  cure.  To 
stop  short  of  this  goal  would  be  to  give  up  on  the  thousands  of  girls  who  need  us  to  speak  for 
them  and  need  to  us  to  be  their  arms  and  legs.  Just  imagine  what  it  must  be  like  to  lose  the 
ability  to  talk,  and  then  to  walk,  with  no  way  to  understand  what  has  happened  or  why.  Just 
imagine  what  it  is  like  for  families  who  must  live  with  lost  dreams,  struggling  every  day  with 
a  disease  that  cripples  and  hurts,  with  no  way  to  stop  it  and  no  way  to  make  it  better. 

The  International  Rett  Syndrome  Association  supports  increased  funding  for  all 
neurological  disorders,  especially  during  this  Decade  of  the  Brain.  We  stand  to  learn  a  lot  from 
all  brain  research.  In  addition,  research  in  Rett  syndrome  will  help  not  only  girls  with  the 
disorder,  but  other  children  who  suffer  from  similar  conditions,  such  as  autism.  Post  mortem 
studies  have  yielded  fascinating  similarities  in  specific  areas  of  the  brain  between  autism  and  Ren 
syndrome.  In  fact,  the  knowledge  gained  from  the  study  of  Rett  syndrome  can  be  applied  to  all 
developmental  disorders  in  which  there  is  developmental  arrest.  Additionally,  research  into  the 
hypothesis  that  Rett  syndrome  is  an  infantile  form  of  Alzheimer's  or  Parkinson's  Disease  due  to 
similar  changes  in  the  brain  may  allow  us  to  alter  the  disease  process  in  other  disorders. 

Progress  has  moved  swiftly  forward  at  both  centers  in  spite  of  drastic  budget  cuts.  We 
know  that  funds  are  limited  and  are  most  grateful  for  prior  appropriations.  We  hope  that  the 
Subcommittee  will  see  the  need  to  designate  $2.5  million  to  keep  these  vital  programs  operating 
to  continue  studies  which  will  make  a  difference  in  so  many  lives. 

We  will  continue  to  do  our  part.  By  the  end  of  this  year,  the  International  Rett  Syndrome 
will  have  awarded  over  $300,000  in  biomedical  research  grants  for  promising  studies.  This  fund 
is  endowed  by  families  and  friends  throughout  the  country  who  contribute  in  small  amounts  that 
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add  up,  and  through  local  grassroots  fundraising  efforts  from  garage  sales  to  gala  events.  These 
funds  are  used  to  enable  pilot  projects  that  may  then  attract  major  foundation  or  NIH  funding. 
We  are  able  to  fund  only  half  of  the  proposals  which  are  submitted,  and  it  is  critical  for 
reseachers  to  have  funding  that  will  permit  their  studies.  The  IRSA  has  sponsored  several 
scientific  meetings,  bringing  together  the  foremost  authorities  in  the  world  to  study  this  unique 
disorder. 

As  the  major  finding  in  mental  retardation  of  the  80's,  Rett  syndrome  could  account  for 
a  significant  number  of  females  with  a  diagnosis  of  profound  mental  retardation.  There  are  an 
estimated  10,000  girls  and  women  in  the  U.S.  with  Rett  syndrome,  crossing  all  ethnic  groups  and 
all  social  strata.  Each  of  their  families  is  waiting  for  answers  to  their  long-held  questions  about 
what  went  wrong  with  their  precious  baby  daughters  who  began  life  with  so  much  promise. 

Now  closer  than  ever  to  making  a  major  breakthrough  that  will  eradicate  Rett  syndrome, 
we  hope  that  funds  will  be  set  aside  to  keep  the  momentum  going  and  keep  interest  high  in 
solving  the  cruel  puzzle.  The  answers  will  come,  given  enough  determination  and  funding.  We 
promise  to  keep  the  determination  and  beseech  you  to  keep  up  the  funding.  The  lives  of  my 
daughter  and  countless  others  like  her  will  be  forever  better  because  you  cared  enough  to  make 
a  difference,  and  that  is  no  small  accomplishment.  Now  we  want  to  move  from  better  to  ALL 
better. 

We  are  forever  grateful  for  your  prior  commitment.  We  know  that  our  leaders  in  Congress 
must  be  financially  responsible  in  light  of  our  massive  budget  deficit.  Thousands  for  short-term 
research  is  more  practical  than  millions  for  institutional  care.  We  support  the  recommendations 
of  the  Friends  of  NICHD  and  the  National  Research  Committee  for  NINDS  funding.  Your  help 
is  our  hope.  Please  make  Rett  syndrome  a  priority. 

-5- 
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DR.  PHILIP  ECKMAN.  THE  DULUTH  CLINIC 
DULUTH,  MINNESOTA 

TESTIMONY  BEFORE  THE  LABOR.  HHS.  EDUCATION  SUBCOMMITTEE 

HOUSE  APPROPRIATIONS  COMMITTEE 

U.S.  HOUSE  OF  REPRESENTATIVES 

APRIL  7.  1995 

Enhanced  Telecommunications  Infrastructure: 

An  Essential  Component  in  Meeting 

the  Health  Care  Needs  of  Rural  America 


Mr.  Chairman  and  distinguished  Members  of  the  Subcommittee,  I  am  pleased  to 
submit  testimony  for  the  record  on  behalf  of  the  Duluth  Clinic  in  Duluth,  Minnesota.    I 
would  like  to  take  this  opportunity  to  describe  the  importance  of  the  Lake  Superior 
Rural  Health  Information  Network  for  the  states  of  Minnesota,  Wisconsin  and  Michigan 
as  we  pursue  a  federal  partnership  with  the  Department  of  Health  and  Human 
Services.   I  hope  you  will  give  every  consideration  to  this  worthwhile  initiative. 


INTRODUCTION 

Confronted  by  tighter  resources  and  an  increasingly  competitive  market,  health 
care  providers  today  are  seeking  alternative  ways  to  administer  care.   Under  such 
conditions,  providers  are  being  forced  to  reevaluate  the  costs  and  method  of  delivering 
care.   Physicians  and  patients  in  isolated,  medically  underserved  areas  face  additional 
challenges.   Rural  health  care  providers,  in  particular,  encounter  multiple  geographic 
and  communication  constraints  in  the  delivery  of  health  care. 

Moreover,  the  combined  impact  of  an  aging  and  shrinking  population  base, 
along  with  sharp  reductions  in  the  number  of  physicians  and  hospitals  available  to 
service  that  base,  has  left  remaining  providers  and  facilities  with  no  option  but  to  do 
more  with  less.   In  some  cases,  this  might  entail  a  primary  care  physician  expanding 
the  area  he/she  services.  In  other  cases,  it  might  mean  that  the  patient  must  travel 
great  distances  to  receive  specialized  services  in  a  regional  hospital  center.   But  in 
both  instances,  it  entails  greater  sacrifice  on  the  part  of  both  patient  and  provider. 

Thus,  many  health  care  providers  are  looking  ahead  and  exploring  new  ways  to 
provide  services  and  products  more  economically.   The  acceleration  of  information 
technologies  in  the  medical  field  has  opened  many  new  possibilities  for  stand-alone 
and  isolated  practitioners.    High-speed  communication  networks  are  now  being 
employed  and  tested  in  the  medical  field  for  a  variety  of  applications,  clinical  as  well 
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as  administrative.    No  longer  are  physicians  and  patients  in  isolated  regions  forced  to 
accept  less  care  than  in  more  medically  equipped  areas. 

The  need  to  address  the  inefficiencies  created  by  the  physical  limitations 
common  in  rural  health  care  practices  has  driven  these  providers  to  seek  out  advanced 
telecommunications  technologies.    An  example  of  such  a  technology  is  the  Integrated 
Switch  Digital  Network  (ISDN),  the  backbone  of  many  of  the  more  advanced 
telecommunication  systems  in  the  United  States.  With  the  capacity  which  an  ISDN 
provides,  rural  clinics,  hospitals  and  providers  can  introduce  health  information  system 
hardware  and  software  to  service  a  broader  geographic  region  without  sacrificing 
quality  of  care. 


DULUTH  CLINIC:   A  REGIONAL  RURAL  HEALTH  RESOURCE 

The  Duluth  Clinic  has  a  long  and  distinguished  history  in  the  Western  Lake 
Superior  Region.    Established  in  1915  as  a  small  group  practice,  the  Duluth  Clinic  has 
evolved  into  an  integrated  regional  health  care  system  serving  over  1 ,700  patients 
daily  in  more  than  20  communities  throughout  Minnesota,  Wisconsin  and  Michigan. 
Today,  the  Duluth  Clinic  is  the  third  largest  multispecialty  group  practice  in  Minnesota 
and  the  largest  north  of  Minneapolis-St.  Paul.    In  addition  to  these  Clinic-affiliated 
sites,  the  Duluth  Clinic  maintains  strong  alliances  with  numerous  health  care  providers 
throughout  the  Western  Lake  Superior  Region. 

Since  its  founding,  the  Duluth  Clinic  has  upheld  a  tradition  of  medical  excellence 
coupled  with  a  strong  commitment  to  meeting  the  health  care  needs  of  this  extremely 
rural  region.    Even  as  the  Clinic  faced  new  challenges  and  growth  in  its  history,  its 
medical  professionals  never  lost  their  dedication  to  placing  the  patient  first  and 
providing  patients  easy  access  to  a  regional  network  of  physicians,  clinics  and 
hospitals.    Primary  care  and  family  practice  specialists  are  located  at  all  neighborhood 
medical  centers  and  member  clinics  for  ready  access.   Patients  who  otherwise  would 
have  to  travel  great  distances  can  often  receive  the  care  they  need  in  their  hometown. 


Despite  the  challenges  of  servicing  a  large  geographic  area,  the  Duluth  Clinic 
has  been  a  visible  presence  for  families  throughout  the  region.    Clinic  specialists  spend 
1 ,400  physician  days  in  the  region  visiting  area  health  care  providers  and  individual 
practitioners  to  offer  their  expertise  in  the  diagnosis  and  treatment  of  patients  needing 
additional  medical  expertise.   Committed  to  medical  excellence,  the  Duluth  Clinic's 
highly  skilled  medical  professionals  have  adopted  a  team  approach  to  delivering 
quality,  efficient  health  care  to  the  entire  region.   This  spirit  of  close  cooperation  with 
area  physicians  makes  the  Duluth  Clinic  an  ideal  setting  to  implement  a  model  regional 
multistate  health  information  network  that  other  rural  health  providers  can  study  and 
replicate. 
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DULUTH  CLINIC:   A  DEMOGRAPHIC  PROFILE 

The  importance  of  an  enhanced  telecommunications  infrastructure  in  advancing 
rural  health  care  needs  is  best  demonstrated  by  the  extremely  challenging 
demographics  of  the  Duluth  Clinic's  service  area.  Servicing  portions  of  Minnesota, 
Wisconsin  and  Michigan  and  over  35,000  square  miles,  the  Duluth  Clinic's  vast  and 
exceptionally  remote  geographic  region  exemplifies  how  the  introduction  of  new 
technology  will  expand  the  availability  and  accessibility  of  medical  care  to  the  rural 
communities  serviced  by  Duluth  Clinic. 

The  vastness  and  rural  character  of  the  region  severely  limits  access  to  quality 
health  care  services  for  Duluth  Clinic's  patients  throughout  northern  Minnesota, 
Wisconsin  and  Michigan.   Numerous  studies  and  various  health  care  experts  have 
documented  the  unique  characteristics  of  rural  areas,  including  geographical  barriers, 
which  isolate  medical  personnel  from  their  colleagues  and  major  resource  centers  and 
make  it  difficult  to  recruit  and  retain  doctors  and  other  health  professionals.   Moreover, 
to  access  many  of  Duluth  Clinic's  specialists,  patients  must  make  the  extremely  long 
trip  to  the  main  facility  in  Duluth. 

The  Duluth  Clinic's  service  area  throughout  northern  Minnesota,  Wisconsin  and 
Michigan  averages  27  persons  per  square  mile,  a  startling  contrast  to  parts  of  New 
York  City  for  example,  which  contains  over  50,000  persons  per  square  mile.   The 
remoteness  of  the  region  and  the  lack  of  public  transportation  systems  makes  the 
pursuit  of  primary  and  specialized  care  difficult  for  Duluth  Clinic  patients  who  may 
require  the  services  of  Duluth  Clinic's  main  facility.     Further,  physical  barriers  to 
access  may  be  outweighed  by  financial  barriers  as  lower  incomes  and  a  less  stable 
economy  in  rural  areas  present  additional  challenges  to  sustaining  quality  health  care 
institutions  like  Duluth  Clinic. 


THE  LAKE  SUPERIOR  RURAL  HEALTH  INFORMATION  NETWORK 

In  an  effort  to  adapt  to  the  sweeping  changes  in  the  health  care  market,  the 
Duluth  Clinic  is  developing  the  Lake  Superior  Rural  Health  Information  Network,  a 
regional  health  information  network  designed  to  improve  the  communication  and 
transmission  of  medical  information  between  all  clinic  sites.  The  Duluth  Clinic  enjoys 
strong  support  for  this  initiative  from  a  variety  of  public  and  private  sector  interests, 
including  local  and  state  government  endorsement.   One  of  the  Clinic's  primary  goals 
of  deploying  information  technologies  in  the  health  care  domain  is  to  manage  health 
care  resources  more  effectively.    The  Duluth  Clinic  is  prepared  to  demonstrate  that 
telecommunications  systems  are  a  viable  solution  to  the  inequities  in  health  care 
services  among  rural,  underserved  areas. 

The  Lake  Superior  Rural  Health  Information  Network  will  provide  open 
connectivity  for  systems  and  users  and  minimize  inefficient  or  redundant  allocation  of 
health  information  networking  resources.  This  network  will  also  provide  numerous 
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long-term  benefits,  such  as  reduce  physician  isolation  and  access  to  continuing 
medical  training/education;  ensure  faster  response  time  to  medical  situations  and 
service  requests;  deploy  medical  and  administrative  staff  and  utilize  health  care 
resources  more  effectively;  reduce  costly  duplication  and  unnecessary  travel 
expenditures  associated  with  physician/patient  consultations  in  a  large  multistate 
region. 

The  Lake  Superior  Rural  Health  Information  Network  will  be  implemented  in  two 
phases.   In  Phase  I,  medium  capacity  network  connections  will  be  installed  at  the 
Duluth  Clinic  and  its'  Neighborhood  Centers  (Lakeside,  West,  Hermantown,  Superior 
East  and  Superior  South)  and  Regional  Centers  (International  Falls,  Hibbing,  Ashland, 
Spooner,  Ely  and  Deer  River).   Low  capacity  network  connections  will  be  installed  at 
the  Primary  Care  Centers  (Floodwood,  Babbitt,  Tower,  Chisholm,  Remer,  Washburn, 
Iron  River,  Hayward  and  Solon  Springs)  and  at  the  Regional  Hospitals  (Superior 
Memorial  Hospital,  Falls  Memorial  Hospital,  Ely  Bloomenson  Community  Hospital, 
Mesabi  Regional  Medical  Center,  Community  Memorial  Hospital,  Hayward  Area 
Memorial  Hospital,  Spooner  Community  Memorial  Hospital  and  Grandview  Hospital). 

The  capital  costs  associated  with  Phase  I  will  total  $5.53  million  over  two 
years,  with  annual  recurring  operating  costs  of  $1,321  million. 

Dial-in  remote  access  will  be  provided  at  nine  additional  Outreach  Consultation 
Sites,  two  Federally  Qualified  Health  Centers  and  at  the  Native  American  Tribal  Health 
Facility  at  the  Lac  Courte  Orielles  Health  Center. 

For  Phase  II,  additional  capacity  will  be  required  to  allow  for  the  introduction  of 
teleradiology,  medical  imaging  and  interactive  clinical  services  within  the  Duluth  Clinic 
system.   To  facilitate  this  expansion,  it  is  proposed  that  the  network  connections  of 
virtually  every  facility  be  upgraded  by  one  level.   For  example,  the  Main  Campus,  the 
Neighborhood  Centers  and  the  Regional  Centers  would  be  modified  by  the  installation 
of  high-speed  access  configuration.   The  Primary  Care  Centers  and  the  Regional 
Hospitals  would  be  upgraded  from  low  to  medium,  and  the  other  facilities,  centers  and 
sites  would  be  updated  from  low  to  high  speed  dial. 

The  capital  costs  of  Phase  II,  which  would  be  implemented  immediately  upon 
completion  of  Phase  I,  are  estimated  to  be  $1,812  million,  with  annual  recurring 
operating  costs  of  $1,048  million. 


REQUEST  FOR  FEDERAL  ASSISTANCE 

In  support  of  this  initiative,  Duluth  Clinic  seeks  funding  of  $3  million  from  the 
Department  of  Health  and  Human  Services  in  FY'  1996.  While  the  federal  assistance 
sought  for  this  initiative  is  not  insignificant,  it  is  hard  to  imagine  an  upgrade  of  the 
telecommunications  infrastructure  for  a  health  care  system  linking  43  facilities  spread 
out  over  a  35,000  square  miles  costing  less  than  $214.28  per  square  mile.    In  return 


1561 


for  this  federal  commitment,  the  Lake  Superior  Rural  Health  Information  Network  will 
shoulder  the  burden  of  annual  costs  estimated  to  approach  $2.5  million. 

The  Duluth  Clinic's  large  rural  service  area  expands  across  three  states  and 
would  provide  an  ideal  setting  to  conduct  a  national  health  information  network 
demonstration.    Duluth  Clinic  is  prepared  to  demonstrate  that  telecommunications 
systems  are  a  viable  solution  to  the  inequities  in  health  care  services  among  rural, 
underserved  areas.   One  of  the  Duluth  Clinic's  primary  goals  of  deploying  information 
technologies  in  the  health  care  domain  is  to  manage  health  care  resources  more 
effectively.   For  this  reason,  the  Duluth  Clinic  is  designing  an  health  information 
network  that  will  provide  quality,  efficient  health  care  to  a  multistate  rural  and 
medically  underserved  area. 

Thus,  a  federal  role  in  deploying  and  sustaining  these  communications 
technologies  remains  indispensable.    The  United  States  cannot  afford  to  abandon  its 
investment  in  medical  information  technologies  for  fear  of  relinquishing  its 
preeminence  in  health  care.   Federal  investment  in  the  Lake  Superior  Rural  Health  Care 
Network  is  critically  important  to  the  entire  tri-state  region.   This  initiative  will  serve  as 
a  national  model  for  other  multistate  systems  seeking  to  link  clinic  sites  over  a 
geographically  expansive  area. 

The  Duluth  Clinic  has  committed  significant  institutional  resources  to  the 
development  of  this  initiative.   A  variety  of  public  and  private  entities  throughout 
Minnesota,  Wisconsin,  Michigan  and  other  states  have  also  leveraged  support  for  this 
network.   Yet,  state  and  private  supporters  cannot  fully  underwrite  an  initiative  that  is 
national  in  scope.   The  Duluth  Clinic  has  received  significant  intrastate  endorsement 
for  the  Lake  Superior  Rural  Health  Care  Network,  most  notably  from  other  health  care 
providers  in  the  tri-state  region  interested  in  accessing  the  network.   The  Duluth  Clinic 
has  developed  strong  professional  ties  to  patients  and  physicians  independent  of  the 
clinic  system  who  would  naturally  benefit  from  a  rural  hearth  information  network. 
The  Clinic  is  willing  to  incorporate  such  physicians  and  providers  into  the  network. 

The  Lake  Superior  Rural  Health  Information  Network  is  a  cost  effective  and 
measured  response  to  the  changes  taking  place  in  the  health  care  marketplace.  With 
the  improvements  in  telecommunications  capacity  made  possible  by  the  network, 
there  is  hope  for  rural  health  care  providers  and  their  patients  in  rural  communities. 

Thank  you  for  your  consideration  of  this  request. 
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STATEMENT  OF  THE 

NATIONAL  COALITION  FOR  CANCER  SURVIVORSHIP 

SUBMITTED  TO  THE 

HOUSE  COMMITTEE  ON  APPROPRIATIONS, 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION,  AND  RELATED  AGENCIES 

APRIL  7,  1995 


The  National  Coalition  for  Cancer  Survivorship  (NCCS) 
is  pleased  to  have  the  opportunity  to  submit  comments  to  the 
Subcommittee  regarding  funding  for  the  National  institutes  of 
Health  (NIH)  and  National  Cancer  Institute  (NCI).   NCCS  is  a 
nonprofit  consumer  organization  whose  mission  is  to  advocate  on 
behalf  of  people  with  all  types  of  cancer.   NCCS  is  the  largest 
national  umbrella  organization  representing  the  interests  of 
hundreds  of  grassroots  cancer  support  and  advocacy  groups,  most 
of  the  country's  leading  cancer  treatment  institutions,  and  many 
of  the  more  than  eight  million  individuals  living  in  the  United 
States  with  a  diagnosis  of  cancer. 

Increased  Research  Funding 

NCCS  strongly  believes  that  increased  funding  for  NIH 
and  NCI  is  necessary  to  fulfill  the  promise  of  cancer  research. 
Cancer  research  has  contributed  to  the  dramatic  improvement  in 
survival  rates  for  children  with  leukemia  —  from  4  percent  in 
1960  to  73  percent  in  1995.   Recently,  research  has  also  helped 
to  reduce  the  mortality  rate  from  breast  cancer  in  American 


Practically  every  day  we  learn  of  new  discoveries  in 
cancer  research,  including  recent  rapid  advances  in  our 
understanding  of  the  genetics  of  cancer.   Only  by  providing  a 
healthy  NIH  budget  can  Congress  ensure  that  such  research 
advances  result  in  improved  care  for  individuals  with  cancer. 

NCCS  fears  that  recent  proposals  to  cut  funding  for 
biomedical  research  would  threaten  our  ability  to  continue  to 
benefit  from  progress  in  cancer  research.   Congress  must  avoid 
taking  such  a  clear  step  backwards,  and  instead  should  adopt  a 
reasonable  increase  in  the  research  funding  budget. 

Well-balanced  Funding  for  Basic  and  Clinical  Research 

We  must  build  upon  NCI's  strong  basic  research  base  as 
well  as  its  solid  infrastructure  for  clinical  research,  including 
the  national  network  of  Cancer  Centers,  Clinical  Cooperative 
Groups,  and  the  Community  Clinical  Oncology  Program.   The  budget 
for  NIH  and  NCI  must  include  appropriate  funding  for  basic, 
translational  and  clinical  research.   The  recent  report  of  the 
congressionally  mandated  Subcommittee  on  the  Evaluation  of  the 
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National  Cancer  Program  acknowledged  the  need  for  this  balance 
and  recommended  enhancing  the  federal  government's  efforts  in 
translational  and  clinical  research.   A  balanced  research  agenda 
will  guarantee  that  advances  made  in  the  laboratory  are 
translated  into  better  patient  care. 

As  part  of  the  effort  to  achieve  the  appropriate 
balance  between  basic  and  clinical  research,  a  patient-oriented 
research  study  section  should  be  established.   A  clinical 
research  study  section  has  been  widely  recommended  in  the  past. 
In  1993,  the  National  Cancer  Advisory  Board  (NCAB)  Clinical 
Investigations  Task  Force  called  for  a  new  NIH  Division  of 
Research  Grants  (DRG)  clinical  research  review  committee.   Along 
with  a  bipartisan  group  of  Senators,  Senators  Connie  Mack  and 
Daniel  Inouye  wrote  to  NIH  in  1994  requesting  the  establishment 
of  a  clinical  cancer  review  group. 

The  Subcommittee  on  the  Evaluation  of  the  National 
Cancer  Program  (SENCAP)  also  called  for  the  creation  of  an  NIH 
Clinical  Research  Initial  Review  Group  (IRG) .   In  addition, 
SENCAP  suggested  changing  the  composition  of  existing  IRGs  "to 
enable  translational  research  to  compete  on  equal  footing  with 
basic  science  research." 

These  recommendations  were  echoed  recently  by  NIH's 
Clinical  Research  Study  Group,  which  was  appointed  by  NIH 
Director  Harold  Varmus.   Finding  that  patient-oriented  research 
is  at  a  disadvantage  compared  to  laboratory-oriented  research, 
the  group  recommended  that  certain  actions  be  taken  to  ensure 
that  1)  the  workload  of  relevant  study  sections  includes  at  least 
50  percent  clinical  applications;  2)  clearly  defined  criteria  for 
clinical  grant  review  are  developed;  and  3)  criteria  for 
appropriate  reviewers  are  established.   These  recommendations 
were  endorsed  by  the  NCAB  in  January  1995. 

All  of  these  recommendations  acknowledge  the  historic 
disadvantage  patient-oriented  research  grants  have  experienced  in 
comparison  to  grants  for  basic  laboratory  science.   In  order  to 
guarantee  improved  care  for  individuals  with  cancer,  Congress 
must  urge  NIH  to  follow  through  with  these  recommendations  and 
create  a  clinical  cancer  research  study  section. 

Survivorship  Research 

NCCS  is  troubled  by  reports  that  in  an  effort  to 
contain  costs,  Congress  may  reduce  funding  for  behavioral 
research.   We  believe  that  behavioral  research  must  be  an 
integral  part  of  the  nation's  research  agenda.   Research  is 
needed  not  only  regarding  the  prevention  and  treatment  of  cancer, 
but  of  the  needs  and  concerns  of  people  with  cancer  following 
their  diagnosis.   In  particular,  there  should  be  increased  study 
of  behavioral  interventions  and  treatments  that  may  enhance  the 
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efficacy  of  traditional  cancer  therapies.   Such  studies  should  be 
incorporated  into  more  of  our  clinical  research. 

Behavioral  research  is  not  an  unnecessary  frill. 
Rather,  it  can  lead  to  significant  improvements  in  survival  rates 
as  well  as  quality  of  life  for  individuals  with  cancer  or  other 
serious  diseases.   Research  has  already  shown  that  women  with 
metastatic  breast  cancer  who  participated  in  support  groups  lived 
an  average  of  eighteen  months  longer  than  those  not  in  support 
groups.   Through  increased  survivorship  and  behavioral  research, 
we  can  help  provide  people  with  cancer  with  a  better  quality  of 
life  and  enhanced  life  expectancy. 


NIH  and  NCI  have  helped  to  provide  Americans  with 
cancer  with  the  world's  best  medical  care.   The  nation's 
investment  in  basic  and  clinical  research  continue  to  result  in 
longer  and  more  productive  lives  for  Americans.   We  cannot  afford 
to  cut  back  on  this  investment  now.   The  future  benefits  of 
disease  control  and  prevention  are  well  worth  the  relatively 
small  cost  of  continuing  our  research  efforts. 
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President  of  the  Council  of  Community  Blood  Centers 

on  FY  1996  Funding  for  Transfusion  Medicine  and  Biomedical  Research 

Submitted  to  the  House  Labor,  HHS  and  Education  Appropriations  Subcommittee 

The  Council  of  Community  Blood  Centers,  or  CCBC,  is  a  national  association  of  independent 
community  blood  centers.  CCBC  is  dedicated  to  maintaining  the  safety  and  adequacy  of  the 
nation's  blood  supply.  Our  64  regional  blood  programs  collect  approximately  40  percent  of 
the  nation's  volunteer  donor  blood  supply.  Many  of  our  blood  centers  also  are  actively 
engaged  in  both  basic  and  applied  research  in  transfusion  medicine.  For  example,  many  CCBC 
blood  centers  are  on  the  leading  edge  of  stem  cell  and  related  research  therapies  that  promise 
to  improve  the  success  of  bone  marrow  transplants  and  cancer  therapy. 

The  demand  for  blood's  lifesaving  properties  is  increasing  and  will  continue  to  grow.  Bone 
marrow  and  other  solid-organ  transplants  would  be  impossible  without  the  availability  of  blood 
therapy  support.  Many  of  the  major  advances  in  cancer  therapy  in  the  last  twenty  years 
clearly  would  not  have  occurred  without  the  availability  of  blood  components. 

Safe,  effective  and  reliable  blood  transfusions  are  critical  to  continued  advances  in  medical 
care  and,  as  we  know,  are  demanded  by  our  citizens.  CCBC  appreciates  the  Subcommittee's 
previous  active  support  of  transfusion  medicine  initiatives  through  funding  of  the  National 
Heart,  Lung  and  Blood  Institute  (NHLBI)  of  the  National  Institutes  of  Health  (NIH)  and  its 
projects  in  the  congressional  appropriations  process.  To  continue  to  improve  the  therapeutic 
and  lifesaving  effects  of  transfusion  medicine,  however,  we  advocate  increased  support  for 
NHLBI  research  initiatives  in  the  areas  of  donor  motivation,  placental  blood,  platelet  storage, 
and  microbial  inactivation.  These  priorities  also  are  supported  by  the  two  other  national 
volunteer  blood  organizations— the  American  Association  of  Blood  Banks  and  the  American 
Red  Cross. 

DONOR  MOTIVATION 

Despite  little  growth  in  the  demand  for  blood  components,  blood  shortages  are  becoming 
chronic  nationwide.  A  shrinking  eligible  donor  base  due  to  more  stringent  screening  criteria, 
as  well  as  an  increasing  reluctance  on  the  part  of  the  public  to  give  blood  for  a  variety  of 
reasons,  are  believed  to  be  the  major  factors  behind  this  change.  Implementation  of 
sophisticated  marketing  techniques  (such  as  telerecruiting,  market  segmentation  and 
professional  advertising)  have  helped  stem,  but  have  not  reversed,  the  trend  toward  increasing 
Mood  shortages.  Interestingly,  the  US  is  not  unique  in  this  trend,  as  European  countries  now 
report  the  same  difficulties  in  maintaining  blood  supplies. 

High  level  behavioral  and  market  research  is  desperately  needed  for  developing  techniques  and 
strategies  to  ensure  that  chronic  shortages  do  not  result  in  increased  morbidity  or  mortality 
for  patients  whose  therapy  requires  blood  transfusion..  Such  research  should  include  a  study 
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of  the  benefit  of  incentives  (including  the  issue  of  nonreplacement  fees)  versus  a  reliance  on 
community  and  social  responsibility.  CCBC  encourages  the  NHLBI  and  Congress  to  assign  this 
initiative  a  high  priority. 

PLACENTAL  BLOOD 

Early  studies  have  demonstrated  that  human  placental  blood  may  be  used  as  an  alternative 
to  bone  marrow  in  the  provision  of  transplantable  progenitor  cells  for  hematopoietic 
reconstitution.  This  approach  has  the  potential  of  improving  transplant  services  to  minority 
and  emerging  majority  populations. 

CCBC  is  pleased  that  the  NHLBI  is  considering  the  funding  of  a  small  umbilical  cord  blood 
network,  to  consist  of  a  coordinating  center  with  two  to  four  collection  centers  and  eight  to 
ten  transplant  centers.  These  coordinating  activities  will  enable  a  rapid  exploration  of  the 
clinical  utility  of  unrelated  placental  blood  stem  cell  transplantation  for  adults  and  children  with 
various  hematological  diseases.  The  increased  availability  of  cord  cells  through  the  network 
will  also  facilitate  research  into  the  differences  between  progenitor  cells  from  different  sources 
and  their  associated  immunological  consequences  when  transplanted.  Some  of  these  more 
basic  studies  will  be  supported  by  an  NHLBI  request  for  applications  that  has  recently  been 
released.  We  hope  that  Congress  and  the  NHLBI  will  continue  to  support  research  in  this 
important  area. 

PLATELET  STORAGE  AND  BACTERIAL  CONTAMINATION 

CCBC  appreciates  the  Subcommittee's  previous  support  of  basic  research  into  the  changes 
that  occur  in  blood  and  blood  components  during  storage.  Thanks  to  that  research  and  other 
studies  sponsored  by  the  NHLBI,  we  now  know  how  long  blood  components  may  be  stored 
without  losing  their  therapeutic  effectiveness. 

As  the  need  for  platelets  to  treat  oncology,  organ  transplant,  and  trauma  patients  has  grown, 
the  demand  has  been  met  by  an  expansion  of  platelet  pheresis  (the  removal  of  multiple  units 
of  platelets  from  a  single  donor).  However,  maintaining  adequate  supplies  of  platelets  is  made 
difficult  by  the  component's  five-day  dating  period.  Not  only  do  platelets  rapidly  lose  their 
biological  activity  during  storage  (for  reasons  still  unclear),  but  the  component  also  is  stored 
at  temperatures  that  facilitate  the  proliferation  of  bacteria,  with  potentially  catastrophic  effect. 

CCBC  supports  the  NHLBI's  plan  to  fund  research  activities  in  this  area,  including  investigator- 
initiated  studies  on  the  basic  biology  of  platelets  and  the  changes  that  comprise  the  platelet 
storage  lesion.  Such  studies,  which  would  build  on  the  outcomes  of  a  recent  NHLBI- 
cosponsored  symposium  on  the  platelet  storage  lesion,  could  be  expected  to  result  in 
improved  function  of  stored  platelets  and  reduced  component  losses  through  outdating. 

CCBC  also  encourages  NHLBI  and  Congress  to  support  a  workshop  on  bacterial  contamination 
of  blood  components,  including  platelets.  An  Institute-sponsored  workshop  would  provide  a 
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forum  for  reviewing  available  information  and  recommending  studies  on  reducing  the  risk  of 
transfusion-associated  bacterial  sepsis.  This  area  was  targeted  as  one  of  the  highest  priorities 
for  research  to  improve  transfusion  safety  by  the  expert  panel  at  the  recent  NHLBI-sponsored 
Consensus  Development  Conference  on  Infectious  Disease  Testing  for  Blood  Transfusions. 

Continued  federal  funding  to  study  the  effects  of  storage  on  blood  and  blood  components  will 
yield  more  effective  components  and  allow  more  efficient  use  of  the  nation's  blood  resources. 
While  many  advances  already  have  been  made  in  improving  blood  component  storage,  CCBC 
supports  additional  research  funding  in  this  area  to  help  contain  health-care  costs  and  maintain 
an  adequate  blood  supply  for  patients  in  need  of  transfusions. 

MICROBIAL  INACTIVATIQN 

The  blood  supply  today  has  never  been  safer.  This  is  largely  due  to  rigorous  screening  of 
donors  during  the  interview  process  for  risk  factors  associated  with  transmissible  diseases, 
and  thorough  testing  for  seven  infectious  disease  markers.  These  robust  procedures  also  help 
to  screen  out  potential  new  transmissible  bloodborne  diseases.  However,  because  no  one  can 
assert  that  the  blood  supply  is  perfectly  safe,  we  therefore  must  continue  to  pursue  research 
that  allows  the  best  use  of  technologies  capable  of  improving  blood  safety  and  preempting 
potential  new  threats  to  the  blood  supply. 

The  inability  to  achieve  a  zero  risk  blood  supply,  coupled  with  fears  that,  like  HIV,  emerging 
microbes  might  contaminate  the  blood  supply  without  detection,  have  spirited  considerable 
commercial  and  academic  research  into  virus/microbe  inactivation  that  might  practically  be 
applied  to  cellular  blood  components.  A  recent  commercial  conference  confirmed  that  a 
variety  of  techniques  are  possible,  but  an  objective  appraisal  of  the  operational,  therapeutic 
and  regulatory  feasibility  of  any  of  these  techniques  has  not  yet  been  performed. 

As  the  NHLBI  has  twice  sponsored  major  research  initiatives  in  this  area,  CCBC  believes  it  is 
now  time  to  examine  the  state-of-the-art  to  determine  what  is  needed  to  make  the  most 
promising  approaches  a  reality.  We  suggest  that  the  NHLBI  sponsor  a  workshop  or  consensus 
development  conference  to  determine  what  the  next  steps  must  be. 

CCBC  advocates  continued  congressional  support  for  research  efforts  aimed  at  combating  viral 
and  bacterial  contamination  of  blood,  and  commends  NHLBI  for  ongoing  initiatives  in  this  area. 

ADDITIONAL  NATIONAL  FUNDING  FOR  HEALTH  RESEARCH 

Medical  research  holds  the  promise  both  of  reducing  medical  costs  and  improving  the  quality 
of  care.  A  continued  national  commitment  to  medical  research  not  only  will  maintain 
American  preeminence  in  cutting-edge  biomedical  science,  but  also  can  improve  disability  and 
disease  prevention,  diagnosis  and  treatment. 

CCBC  is  aware  of  the  pressures  on  the  fiscal  year  1996  budget  in  response  to  deficit 
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reduction  mandates  and  goals.  In  response  to  those  pressures,  some  lawmakers  may  propose 
reducing  funding  to  the  Institutes  of  the  NIH.  However,  CCBC  believes  that  funding  of  the 
important  biomedical  research  described  in  this  testimony  should  be  categorized  as  a  long- 
term  investment  in  the  future  health  of  all  Americans. 

CONCLUSION 

In  conclusion,  donor  motivation,  placental  blood,  platelet  storage,  and  microbial  inactivation 
initiatives  at  NIH  help  address  both  the  short-and  long-term  goals  for  maximizing  safe  blood 
transfusions  for  the  millions  of  Americans  who  depend  on  the  lifesaving  properties  of  this 
mode  of  therapy.  Patients,  and  the  blood  centers  that  serve  them,  will  benefit  from  the 
implementation  of  these  ongoing  national  research  priorities. 

We  respectfully  ask  that  in  its  deliberations  over  appropriations  for  fiscal  year  1996,  the 
Subcommittee  consider  and  address  the  pressing  needs  of  transfusion  medicine  and  the 
continued  efforts  of  the  National  Heart,  Lung  and  Blood  Institute. 
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BiTOgPgCTIQH 

Mr.  Chairman  and  Member!  of  the  Subcommittee,  the  Navajo  Nation  appreciate*  the  opportunity  to  preaent  the  Navajo 
Nation's  views  and  recommendations  regarding  Fiscal  Year  (FY)  1996  Appropriations  for  the  Departments  of  Labor,  Health  and 
Human  Services,  and  Education  and  related  agencies.  This  statement  highlights  several  of  the  Navajo  Nation's  priorities  for  FY  "96 
appropriations. 

At  the  outset,  congratulations  to  the  new  Chairman,  Mr.  John  Porter.  Also,  thank  you  to  the  late  William  Natcher,  and  Neil 
Smith  as  well  as  other  Subcommittee  Members  for  their  attention  to  the  Navajo  Nation's  needs  in  the  past  years.  We  look  forward 
to  continuing  our  good  working  relationship  with  the  Subcommittee. 

Toward  that  end,  the  Navajo  Nation  takes  very  seriously  the  efforts  here  in  Washington  to  'reinvent*  the  responsiveness  of 
the  Federal  government  to  the  needs  of  all  Americans.  Indeed,  the  Hale-Attcity  Administration  is  working  to  reinvent  the  Navajo 
Nation  government  through  "local  empowerment*  Based  on  traditional  Navajo  teaching,  local  empowerment  would  return  to  the  1 10 
local  chapters,  or  units  of  local  Navajo  government,  the  authority  to  identify  the  problems,  solutions,  and  priorities  of  their  own 
communities.  Successful  implementation  of  this  initiative  requires  creativity  and  adequate  resources,  and  our  funding  requests, 
therefore,  reflect  the  local  empowerment  priorities  of  our  administration. 

THE  NAVAJO  NATWN 

Spanning  Arizona,  New  Mexico  and  Utah,  the  Navajo  Nation  encompasses  17.5  million  acres  one-third  of  all  Indian  lands 
in  the  lower  48  states  -  Connecticut,  Delaware,  Maryland,  Massachusetts,  Rhode  Island.  Unlike  those  states,  however,  the  Navajo 
Nation  is  home  to  the  poorest  of  America's  rural  poor  and  while  the  average  unemployment  in  America  today  is  5%,  the 
unemployment  rate  in  the  Navajo  Nation  averages  38%  to  50%,  depending  on  the  season.  Over  56%  of  the  Navajo  people  live 
in  poverty.  Per  capita  income  averages  $4,106,  less  than  1/3  of  that  in  the  surrounding  states.  Only  a  very  few  Navajos  enjoy  certain 
"luxuries*  that  are  taken  for  granted  elsewhere  in  the  United  States  -  77%  of  Navajo  homes  lack  plumbing,  72%  lack  kitchen 
facilities,  and  76%  lack  telephone  service.  Though  the  Navajo  Nation  is  slightly  larger  than  West  Virginia,  our  2,000  miles  of  paved 
roads  compares  to  barely  1 1%  of  West  Virginia's  18,000  miles.  Until  recently,  we  had  just  three  hanking  facilities  within  our  entire 
28,500  square  mile  area. 

Ironically,  Mr.  Chairman,  the  Navajo  Nation  is  perceived  as  one  of  the  more  prosperous  of  Indian  tribes.  Tragically,  these 
types  of  living  conditions  are  mirrored  at  hundreds  of  other  Indian  reservations  throughout  the  United  States,  with  the  nationwide 
Indian  reservation  unemployment  rate  averaging  56%.  As  Navajo  Nation  recently  explained  in  a  statement  to  the  House  Ways  and 
Means  Committee: 

[T]he  economic  deprivation  characteristic  of  Indian  reservations  and  their  inhabitants  is  unique  within  United  States 
borders,  and  should  be  viewed  -  with  considerable  alarm  and  discomfort  -  as  an  embarrassment  to  all  Americans. 

If  you  are  bom  an  Indian,  and  you  desire  to  remain  on  your  reservation  to  live  with  your  family  and  contribute  to 
your  community,  you  have  less  than  a  50%  chance  of  finding  employment  This  is  a  shameful,  counterproductive 
set  of  circumstances  that  must  be  recognized  immediately,  addressed  expeditiously,  and  resolved  before  the  turn  of 
the  20th  century  for  the  people  who  have  inhabited  this  land  for  centuries  past 

Accordingly,  Mr.  Chairman,  our  testimony  focuses  on  several  of  the  Navajo  Nation's  specific  requests  for  FY  "96  funding 
for  critically-needed  projects.  But  in  a  larger  sense,  the  Navajo  Nation  respectfully  urges  the  Appropriations  Committee  to  'reinvent' 
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In  other  words,  why  not  creatively  reinvent  this  Committee's  approach  by  i 
and  programs  from  those  beneficiaries  that  have  long  since  realized  the  purposes  that  those  federal  programs  were  designed  to  achieve, 
so  mat  those  scarce  resources  can  be  aggressively  targeted  and  invested  in  areas,  like  the  Navajo  Nation,  where  thev  are  really  needed. 
Resolving  our  infrastructure  shortfalls,  through  such  redirection  of  federal  resources,  is  perhaps  the  key  component  necessary  to 
enhance  tribal  leaders'  efforts  to  develop  self-sustaining  reservation  economies  consistent  with  self-determination  and  self -governance. 

NAVAJO  NATION'S  FY  1996  APPROPRIATION  REQUEST 

The  Navajo  Nation  requests  funding  for  the  following  high  priority  programs.  There  are  additional  programs  and  projects  which  the 
Navajo  Nation  would  like  to  discuss  with  the  Subcommittee;  however,  today,  we  are  merely  presenting  highlights  of  our  overall 
requests.   They  are  as  follows: 

DEPARTMENT  OF  LABOR 

Job  Training  Partnership  Act  (JTPA) 
Job  Training  Partnership  Act  (JTPA)  services  are  provided  to  the  Navajo  Nation  via  three  states  which  span  the  Nation's  territory: 
Arizona,  New  Mexico  and  Utah.  Two  of  these  states,  Arizona  and  New  Mexico  currently  have  Navajo  Tribe  Service  Delivery  Areas 
(SDAs)  which  serve  the  Navajo  population  exclusively.  Each  maintains  separate  Private  Industry  Councils  and  responds  to  two 
different  State  Administrative  Entities.  Utah  reaches  its  Navajo  population  (considerably  smaller  relative  to  Arizona  and  New  Mexico) 
through  an  existing,  but  not  exclusively  Navajo  area,  SDA  Each  of  the  three  states  reports  to  separate  U.S.  Department  of  Labor 
(DOL)  regions.  Such  a  structure  is  a  great  hinderance  to  the  Navajo  Nation  in  terms  of  efficiency,  effectiveness  and  mmrimiim  use 
of  available  resources. 

The  Navajo  Nation  requests  the  multi-funded  program  to  be  referred  to  and  addressed  as  a  state  and  funded  directly  from  the  U.S. 
DOL.  A  New  Mexico,  Utah  and  Arizona  Tri-State  Memorandum  of  Understanding  can  be  established  in  which  Navajo  Nation  will 
be  recognized  as  one  state  providing  JTPA  services.  Currently  the  Navajo  Nation  workforce  is  overwhelmed  with  excessive  paperwork 
to  address  needs  of  the  grantors  and  not  specifically  the  needs  of  the  program  participants.  We  recommend  the  establishment  of  a 
Task  Force  at  the  Federal  and  State  level  and  have  this  task  force  jointly  work  with  the  Navajo  Nation  to  address  the  feasibility  of 
creating  a  single  service  delivery  area.  As  a  result,  the  Navajo  Nation  becomes  more  accountable,  effective  and  productive  in  its 
delivery  of  JTPA  services  with  less  grantor  paperwork  requirements. 

Section  401  Title  1V-A  and  Title  1I-B 
It  is  the  purpose  of  this  Act  to  establish  programs  to  prepare  youth  and  adults  facing  serious  barriers  to  employment  for  participation 
in  the  labor  force  by  providing  job  training  and  other  services  that  will  result  in  increased  employment  and  earnings,  increased 
educational  and  occupational  skills,  and  decreased  welfare  dependency,  thereby  improving  the  quality  of  the  work  force  and  enhancing 
the  productivity  and  competitiveness  of  the  Nation.  The  sum  of  $10,110,377  is  being  requested  which  will  serve  1,925  economically 
disadvantaged  youth  and  adults  with  basic  education  skills,  pre -employment/work  maturity  skills,  job  specific  skills  and  other  related 
services  that  will  result  in  increased  employment  and  earning  increases.  The  sum  of  $3,468,240  is  being  requested  to  serve  2,938 
Navajo  youth  under  Title  I  IB  This  program  provides  basic  education  skills,  pre-employment,  work  maturity  skills,  job  specs  fio  skills 
in  addition  to  wages  and  work  experience.  The  Navajo  Nation  population  count  has  increased  (18)  eighteen  fold  in  the  last  127  years. 
According  to  1990  census  data  the  median  age  for  the  Navajo  population  is  18.7  indicating  the  Navajo  Nation  is  a  young  Nation 
with  a  current  growth  rate  estimated  at  2.7% 

Impact  of  Rescissions  of  H.  R.  1 158 
The  Navajo  Nation  strongly  opposes  the  elimination  of  Title  1I-B  and  Section  401  Title  IV-A  and  B,  as  proposed  in  H.R.  1 158.  The 
implications  of  this  proposed  budget  cut  are  to  eliminate  present  and  future  summer  youth  programs  under  the  JTPA.  Programs  under 
JTPA  serve  over  3,300  Navajo  participants  out  of  a  total  Navajo  youth  population  of  32,000.  Nationally,  130  Indian  JTPA  summer 
programs  will  be  eliminated  and  over  1 1,000  Indian,  Native  Alaskan  and  Hawaiian  Native  youth  residing  on  Federally  and  State 
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Veterans  Employment  sad  Training  Pr.jr.ia 
The  Navajo  Nation  requests  UlKyOti  fcf  program  ooets  from  the  DOL.  as  authorized  by  P.L.  102-367,  to  r«vuk  to  the  Department 
of  Navajo  Veteran*  Affairs  (D V A)  funding  to  admrnisrnr  and  implement  an  on-the-job  and  classroom  training  program  for  Navajo 
veteran*  The  requested  amount  include*  $74349  to  employ  three  (3)  staff  member*  and  $244,279  for  training  coat*.  Given  the  high 
Navajo  veteran  unemployment  rate  of  40%,  program*  of  thia  nature  are  in  great  demand.  In  fact,  according  to  recent  atatiatio*,  an 
average  of  175  veteran*  inquire  monthly  of  employment  and  training  aervice*  in  each  of  the  five  (5)  agencie*  on  the  Navajo 
Reservation,  totalling  873  monthly  inquiries  Many  Navajo  veteran*  are  willing  and  eager  to  participate  in  training  programs,  but  moat 
are  financially  unable  to  afford  the  costs  of  tuition,  tools  and  necessary  supplies.  The  majority  of  unemployed  veterans  are  survivors 
from  the  Vietnam  Bra  or  have  recently  been  discharged  due  to  the  recent  defense  budget  outs.  Navajo  veterans  need  «««i-**rr«  in 
job  training  and  locating  suitable  employment.   The  goals  and  establishment  of  this  proposed  program  will  meet  these  needs. 

DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

The  Navajo  Nation's  Division  of  Health  and  Division  of  Sooial  Services  actively  assists  its  residents  through  social  aervice 


Lew  Income  Heme  Energy  Assistance  Program 
The  Navajo  Nation  requests  $13*0,128  for  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP).    The  funding  would 
continue  to  provide  home  heating  assistance  for  1^00  Navajo  families  energy  crisis  intervention  services  for  approximately  200 
Navajo  families,  weatherization  assistance  to  approximately  500  Navajo  families.  Continued  funding  will  provide  access  and  services 
to  basic  amenities  that  other  Americans  enjoy. 

Sulprock  Hospital  Renovation 
The  Navajo  Nation  requests  $6,000,000  for  renovation  of  the  former  Shiprock  hospital.  The  refurbished  facility  will  serve  si  a 
substance  and  drug  abuse  treatment  facility  for  adults.  Currently,  the  Navajo  Nation  lacks  residential,  in-patient  and  out-patient, 
treatment  centers.  The  proposed  facility  would  alleviate  an  overwhelming  caseload  experienced  by  Navajo  Behavioral  Health  Services' 
outpatient  treatment  on  substance  abuse.  Moreover,  the  proposed  facility  will  compliment  the  Indian  Health  Services'  efforts  to  raise 
the  current  health  level  of  Indian  people. 

Navajo  Nation  Child  Mental  Health  Service 

Additionally ,  the  Navajo  Nation  supports  $3,32M76  for  the  Navajo  Nation  Child  Mental  Health  Service  Initiative  to  reestablish  the 
K"E  -  the  core  of  Navajo  tradition  -  as  the  locus  for  mental  health  service  delivery.  The  funding  will  expand  and  strengthen  limited 
services  available  on  the  reservation  by  the  extension  of  the  therapeutic  infrastructure  with  immediate  response  crisis  teams,  home 
visitor  programs,  and  parenting  education.  The  K'E  system  operate  as  s  'family  preservation*  system  to  use  the  strengths  of  the 
Navajo  extended  family  and  clan  organization  to  support  children  in  crisis. 

Head  Start 
The  Navajo  Nation  requests  $17,590,216  for  the  construction  of  53  new  Head  Start  facilities  throughout  the  Navajo  Nation.  The 
Navajo  Nation  Department  of  Head  Start  is  currently  serving  3,838  preschool  aged  children  throughout  the  Navajo  Nation's  five 
Agencies  (Political  Sub-Divisions  akin  to  a  large  county  in  size)  and  two  satellite  communities  (2  Navajo  Nation  communities  that 
are  not  connected  physically  to  one  of  its  five  agencies).  Of  the  3,838  children  enrolled  in  Head  Start,  approximately  500  are 
participating  in  the  Home  Based  program  option  It  must  br  noted  that  the  choice  of  this  program  option  is  not  preferred.  However, 
so  that  their  children  are  given  the  opportunity  to  participate  in  Head  Start  these  parents  have  reluctantly  chosen  the  Home  based 
program  option.  The  deciding  factor,  unfortunately  is  the  lack  of  Head  Start  facilities  throughout  the  Navajo  Nation 

Native  American  Languages  Act 

The  Native  American  Languages  Act  is  very  important  to  the  Navajo  Nation  in  passing  to  the  younger  generation,  the  traditional 
culture  and  language.  The  Navajo  Nation  is  requesting  $125,000.  It  is  the  policy  of  the  Navajo  Nation  to  work  towards  the 
acceptance  of  the  Navajo  language  in  all  areas  of  contemporary  Navajo  life,  and  the  prohibition  of  the  Navajo  language  in  none. 
Throughout  these  goals,  we  write  that  Navajo  will  be  "a"  language  of  communication,  not  'the*  language.  The  intent  of  this  policy 
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i  Navajo  i 

DEPARTMENT  OF  EDUCATION 

The  Sovereignty  of  the  Navajo  Nation  ia  inherent  in  our  people.  The  federal  government  hai  ongoing  moral  and  legal 
obligation  to  the  aovereign  Navajo  Nation  and  the  people,  arising  from  trust  responsibilities  and  treaty  obligations  which  must  be 
fulfilled.  Current  trends  within  the  federal  government  present  themselves  as  themes  which  impact  on  Navajo  sovereignty  by  shifting 
of  responsibilities  of  federal  to  state  governmental  units  and  shrinking  government  budgets  and  HiminiAing  resources.  The  federal 
government's  responsibility  to  the  Navajo  people  must  be  appropriately  funded.  The  chronic  underfunding  and  non-funding  of  federal 
education  programs  designed  for  the  provisions  of  educational  facilities  and  services  to  Navajos  will  negatively  impact  the  Navajo 
Nation.  Therefore  the  Navajo  Nation  requests  that  the  subcommittee  supports  full  funding  levels  for  all  Indian  education  programs. 


Aid 

The  Navajo  Nation  strongly  opposes  the  Senate  proposal  and  House  passed  version  to  rescind  FY  1995  funding  and  program 
elimination.  Currently,  Impact  Aid  monies  are  allocated  to  educate  students  as  follows:  80  percent  for  students  residing  on  Indian 
reservations  and  our  nation's  military  dependent  students,  10  percent  for  students  in  low  rent  housing  projects,  S  percent  for  federally 
connected  children  of  special  education  needs.  Federal  Impact  Aid  affects  basic  educational  services  for  more  than  200  Navajo  schools 
and  more  than  35,000  children  from  preschool  through  high  school,  and  should  be  adequately  funded.  That  "adequate"  funding  should 
be  determined  by  a  panel  of  experts  on  educational  funding  which  is  not  less  that  the  average  cost  across  the  nation.  Once  a  base 
amount  is  established  for  an  adequate  cost  to  educate  Indian  students,  it  should  be  tied  to  the  consumer  price  index  and  adjusted 
annually  for  inflation,  just  as  Social  Security. 

In  recent  years,  appropriations  and  political  support  for  Impact  Aid  have  eroded  as  the  Administration  and  Congress  have  squeezed 
the  scope  of  the  program's  beneficial  impact  In  spite  of  its  reauthorization  last  year  as  Title  VIII  of  P.L.  103-382,  Congress  cut  $70 
million  from  this  program  for  FY  1995  and  the  Clinton  Administration  has  proposed  cutting  another  $109  million  from  the  Program 
for  FY  1996.  As  a  part  of  the  Republican's  alternative  budget  last  year,  it  was  proposed  to  abolish  impact  Aid  altogether  over  the 
next  five  years.  Navajo  Nation  respectively  requests  that  all  FY  ^5  funds  be  restored  immediately  and  no  further  cuts  be  made. 
Funding  for  Federal  Impact  Aid  should  be  defined  as  a  federal  entitlement  program  such  as  Social  Security  which  is  protected  from 
the  laws  that  decrease  the  federal  deficit 

Crownpolnl  Institute  of  Technology  (CIT) 

The  Navajo  Nation  respectfully  requests  st  s  minimum  $3,000,000  for  CIT's  operational  costs  and  supports  overall  funding  of  the 
vocational  education  fund  at  $4,000,000.  CIT  is  a  non-profit  institute  that  offers  ten  vocational  programs  for  the  current  academic 
year  and  plans  to  offer  thirteen  programs  for  next  year,  as  well  as,  the  Adult  Basic  Education  and  a  continuing  Education  Program. 
As  the  only  vocational  institute  serving  the  largest  Indian  nation,  CIT  demonstrates  success  with  a  graduation  rate  of  85  percent  and 
a  92  percent  job  placement  rate.  Graduates  earn  between  $15,000 -$17,000  annually  in  entry-level  positions.  However,  the  amount 
of  full  time  equivalents  students  has  increased  from  221  in  1991  to  600  in  1995,  resulting  in  as  the  numbers  of  students  increases  but, 
the  number  of  funding  per  student  decreases. 

OTHER  REQUESTS 

V.S.  Mine  Safety  and  Health  Administration  (MSHA) 
The  Navajo  Nation  requests  $30,000  for  the  Navajo  Nation  Mine  Safety  Program.  This  program  provides  health  and  safety  training 
to  Navajo  miners  so  that  they  will  be  able  to  recognize  potential  hazards  in  their  work  place.  The  Navajo  Nation  Mine  Safety 
Program  provides  training  materials  in  the  Navajo  language  and  works  closely  with  union  representatives,  mine  management,  and 
MSHA  for  reducing/eliminating  mine-related  accidents.  Additionally,  these  monies  will  be  used  for  conducting  safety  inspections 
of  coal  mine  and  sand  and  gravel  operations. 

CONCLUSION 

The  Navajo  Nation  thanks  Chairman  Porter  and  the  Members  of  the  Subcommittee  for  their  leadership  and  support  of  Indian  programs. 
Detailed  justification  sheets  on  these  and  additional  projects  will  be  provided  to  the  Subcommittee  staff. 
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Dartmouth-Hitchcock  Medical  Center 


One  Medical  Center  Drive 

Lebanon,  New  Hampshire  03756-0001 

603-660-5000    fax  603-660-S208 

TESTIMONY  SUBMITTED  TO 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION  SUBCOMMITTEE 

ON  APPROPRIATIONS 

U.S.  HOUSE  OF  REPRESENTATIVES 

JAMES  W.  VARNUM,  PRESIDENT 

DARTMOUTH-HITCHCOCK  MEDICAL  CENTER 

LEBANON,  NH 

APRIL  7,  1995 

Thank  you  for  the  opportunity  to  submit  mis  testimony  to  the  House  Labor,  Health 
and  Human  Services,  and  Education  Subcommittee  on  Appropriations  regarding  the  efforts  of 
Dartmouth-Hitchcock  Medical  Center  and  the  C.  Everett  Koop  Institute  at  Dartmouth  to 
establish  "The  Northern  New  England  Network  for  Rural  Health  Care  Delivery, 
Education,  Research,  and  Training."    We  believe  that  this  is  a  model  telemedicine 
network,  through  the  use  of  advanced  tekecommunications  applications,  that  can  be 
replicated  in  similar  rural-based  institutions  across  the  country. 

America's  health  care  system  is  on  the  brink  of  significant  reform  in  response  to 
widespread  concern  for  the  millions  of  uninsured  families  and  individuals,  rising  costs,  and 
such  other  current  problems  as  the  shortage  of  adequate  primary  care  services.  The  major 
task  and  central  responsibility  of  the  next  generation  of  health  care  providers  will  be  to 
implement  a  new  system  of  health  care  delivery  that  is  cost-effective,  universally  accessible, 
and  meets  high  standards  of  quality  in  primary  care,  prevention,  medical  education,  the 
appropriate  use  of  new  technologies,  and  is  available  to  all  residents  in  local  communities. 

The  need  for  fundamental  reform  of  the  health  care  delivery  system  is  most  clearly 
evident  in  rural  America.   Historically,  rural  communities  have  had  an  exceptionally  difficult 
time  providing  health  care  to  their  residents.   For  example,  health  care  policy  experts  have 
documented  the  unique  characteristics  (e.g. ,  geographic  barriers  of  distance)  which  isolate 
medical  personnel  from  their  colleagues  and  major  resource  centers,  and  make  it  difficult  to 
recruit  and  retain  doctors  and  other  health  professionals.   Lower  incomes  and  less  stable 
economies  in  rural  areas  also  present  difficult  challenges  to  sustaining  health  care  institutions. 

Dartmouth-Hitchcock  Medical  Center  is  seeking  a  public-private  partnership  to 
develop  and  implement  the  Northern  New  England  Network  as  an  integral  part  of  the  C. 
Everett  Koop  Institute  at  Dartmouth  to  vastly  improve  access,  quality,  education  and  training 
opportunities,  and  efficiency  of  rural  health  care  delivery  systems.   The  Network  will  be 
housed  in  the  Institute,  to  serve  as  part  of  a  comprehensive  effort  to  re-create  a  rural  health 
care  delivery  system  in  Northern  New  England  that  is  seamless,  interactive,  patient-centered 
and  accountable. 


Dartmouth  Medical  School  -  The  Hitchcock  Clinic  -  Mary  Hitchcock  Memorial  Hospital  -  Veterans  Affaire  Hospital 
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A  RURAL  HEALTH  CARE  NETWORK  FOR  NORTHERN  NEW  ENGLAND 

To  meet  this  challenge,  the  Dartmouth-Hitchcock  Medical  Center  (D-HMC)  is 
prepared  to  play  a  national  and  regional  leadership  role  through  the  development  of  an 
innovative  proposal  geared  to  the  reform  of  rural  health  delivery.   With  far-reaching 
programs  and  services,  the  D-HMC  system  provides  a  comprehensive  network  of  care  with 
local  providers  in  communities  located  across  New  Hampshire  and  Vermont  as  well  as  parts 
of  Maine  and  Massachusetts,  and  into  the  Upper  Connecticut  River  Valley  region. 

The  "Northern  New  England  Network  for  Rural  Health  Care  Delivery,  Education, 
Research  and  Training"  will  seek  to  improve  and  enhance  health  care  delivery  to  residents 
and  physicians  in  rural  communities  throughout  northern  New  England  including  Maine, 
New  Hampshire,  Vermont,  and  Massachusetts.    Building  upon  the  foundation  of  the 
innovative  health  care  delivery  systems  currently  operating  at  D-HMC  and  the  "vision"  of  the 
Koop  Institute  to  focus  medical  education  and  practice  on  individual,  family,  and  community 
needs,  this  demonstration  network  will  facilitate  the  following  objectives: 

•  Establish  a  coordinated,  interactive  system  of  health  care  delivery  to  Northern 
New  England; 

•  Institute  new  communication  and  information  infrastructure  systems  as  the 
foundation  for  the  regional  health  care  system; 

•  Test  new  methods  for  health  care  delivery  across  the  region; 

•  Improve  medical  education  of  primary  care  physicians  and  other  primary  care 
medical  professionals  (i.e.;  nurse  practioners  and  physician  assistants) 
throughout  the  service  area;  and, 

•  Enhance  the  quality  of  life  for  rural  physicians,  making  medical  practice  more 
exciting,  rewarding,  and  fulfilling. 

The  Network  will  produce  a  standardized  method  to  effectively  address  the  health 
care  needs  in  rural  communities  across  the  Northern  New  England  region.   Network 
participants  will  directly  benefit  from  the  availability  of  comprehensive  medical  services 
including  diagnostic,  therapeutic,  management  and  educational  support  components.   The 
proposed  Network  will  connect  Dartmouth-Hitchcock  Medical  Center  to  over  300  primary 
care  physicians  within  the  Dartmouth  COOP,  46  outreach  clinics,  14  full-time  community 
practice  clinics,  29  sub-specialty  groups,  and  numerous  other  entities  that  are  outgrowths  of 
DHMC.   This  regional  network  will  allow  interaction  between  health  professionals  who 
otherwise  might  not  be  able  to  share  time  and  information. 


CRITICAL  HEALTH  CARE  NEEDS  OF  RURAL  COMMUNITIES 

New  models  of  health  are  critical  to  rural  populations  and  are  essential  to  the  success 
of  any  universally  accepted  outcomes  of  health  care  reform  —  improved  patient  access  and 
higher  quality  health  care  at  lower  costs.   Available  resources  such  as  technology, 
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communication,  specialists  services  and  facilities  must  be  effectively  utilized  to  produce 
economically  sound  and  value-driven  health  systems  for  rural  communities.   The  inability  to 
efficiently  transmit  medical  information  between  health  care  providers,  particularly  among 
rural  practioners  and  referral  centers  remains  a  primary  barrier  to  cost-efficient  health  care. 
Developing  a  communications  system  that  provides  clinical,  research,  education,  and  training 
applications  greatly  enhances  the  delivery  of  efficient  health  care  services  to  rural 
communities. 

Health  care  services  involve  gathering,  sharing,  analyzing,  and  disseminating 
information  in  a  timely  manner.    Effective  communication  networks  between  primary  care 
physicians  and  specialists  can  greatly  reduce  miscommunication  and  diagnosis,  treatment 
delays,  and  costly  procedures  and  exams,  as  well  as  inefficient  use  of  patient/physician  time, 
patient  dissatisfaction,  and  lower  quality  of  care.    Improved  methods  of  rural  health  care 
delivery  will  also  facilitate  medical  education  and  training  of  health  care  personnel.    A  health 
care  communications  network  can  increase  efficiency  in  rural  health  care  delivery  by 
providing  adequate  and  timely  referral  information,  accessible  medical  records  and  patient 
information  retrieval,  and  prompt  information  feedback  from  secondary  or  tertiary  providers 
to  primary  care  providers.    Improved  efficiency  of  current  clinical  practices  through  an 
affordable,  transportable  regional  health  care  network  increases  the  effectiveness  of  rural 
health  providers  to  serve  the  needs  of  rural  residents. 

Continual  improvement  of  rural  health  care  can  be  achieved  and  evaluated  by  the 
development  of  patient-based  quality  measurement  systems.  These  systems  can  provide 
direct  measures  of  successes  and  strengths,  as  well  as  areas  to  improve  upon,  to  produce 
desired  health  outcomes  and  research  data  that  is  cost-effective  and  value-added. 


QUALITY  PRIMARY  HEALTH  CARE  IN  RURAL  NEW  ENGLAND 

Interactive  medicine  enhances  the  expertise  of  local  physicians  enabling  them  to 
handle  increasingly  more  complex  and  sophisticated  health  care  problems.   The  sharing  of 
information  among  physicians  and  other  health  professionals  in  isolated  communities  provides 
technology  and  medical  expertise  to  be  spread  throughout  the  entire  Northern  New  England 
region,  ensuring  that  the  latest  advances  in  diagnosis  and  treatment  are  made  available  to 
everyone  in  rural  communities.   The  Network  will  provide  increased  support  to  existing 
clinical  research  programs  including  those  in  community-based  specialty  clinics;  community 
practice  clinics;  Dartmouth  Primary  Care  Cooperative  Information  Project  (COOP);  and, 
Shared  Decision-Making  Programs  or  health  outcomes  research. 

The  Dartmouth  Primary  Care  Cooperative  Information  Project  (COOP)  provides  a 
glimpse  of  the  wide  range  of  people  and  medical  personnel  that  can  benefit  from  the 
Network.   With  300  primary  care  practices  throughout  Northern  New  England  that 
participate  in  the  COOP,  this  network  of  primary  care  providers,  including  physicians, 
physician  assistants  and  nurse  clinicians,  volunteers  its  time  and  patient  data  to  clinics.   The 
COOP  was  established  by  the  Department  of  Community  and  Family  Medicine  at  Dartmouth 
Medical  School  and  aims  to  improve  the  delivery  of  primary  care  services  through  research 
and  education. 
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The  Network  will  not  only  provide  for  increased  continuity  of  patient  care,  but  an 
improved,  integrated  health  care  system  for  Northern  New  England.   Combining  existing 
clinical  and  research  resources,  with  cutting-edge  communications  applications  such  as 
"virtual  reality"  and  interactive  video  technology,  the  Northern  New  England  Network  will 
serve  as  a  distinct  model  for  shaping  national  telecommunications  policy  and  health  care 
reform  in  rural  America. 

COST-EFFECTIVE  MEDICINE  PQR  RVRAL  COMMUNITIES 

Recent  research  has  found  that  telemedicine  networks  provide  substantial  cost-savings 
to  rural  and  urban  health  care  communities  by  providing  quality  health  care  in  the  rural 
setting  and  reducing  visits  to  more  costly  urban  centers.   The  Northern  New  England 
Network  will  allow  patients  to  be  treated  in  their  own  community,  rather  than  be  transferred 
to  a  regional  hospital,  where  their  physicians  are  able  to  provide  continuity  of  care.   In  cases 
where  patient  transfer  is  necessary,  the  Network  will  allow  a  physician  to  receive  continual 
updates  drawing  upon  the  resources  of  DHMC. 

The  Network  will  be  able  to  generate  increased  revenue  into  Northern  New  England 
by  facilitating  the  more  rapid  repatriation  of  rural  residents  discharged  from  remote  tertiary 
care  centers.    Providers  in  tertiary  care  center  who  can  follow-up  their  rural  patients'  care 
through  the  Network  might  be  able  to  discharge  them  sooner  and  maintain  continuing 
involvement  with  the  local  community  provider.   The  Network  will  further  cut  costs  by 
facilitating  patient  care  and  treatment  at  earlier  stages  of  their  disease  process,  as  well  as 
transmitting  disease  prevention  educational  programs  to  the  community.   The  Network  can 
also  potentially  reduce  long-term  costs  by  decreasing  hospitalization  stays  and  increasing 
productivity.   Furthermore,  bridging  the  distance  barrier  to  medical  care  and  specialty 
programs  electronically  will  save  the  costs  of  transporting  medical  personnel  and  equipment. 

D-HMC  has  been  active  in  developing  health  outcomes  research,  patient-based 
measurement  systems,  and  cost-effectiveness  analysis  of  its  services  to  rural  communities  in 
Northern  New  England.   The  Northern  New  England  Network  will  further  enhance  our 
capabilities  in  such  innovative  cost-effectiveness  analysis  which  requires  precise  specifications 
of  the  inputs  and  outcomes  of  quality,  patient  needs,  communication,  etc.  Cost-effectiveness 
and  health  savings  research  are  critical  to  the  success  of  telemedicine  and  the  various  social 
benefits  that  can  be  realized  from  utilizing  such  innovative  technology. 


LEADERS  IN  RURAL  HEALTH  CARE  AND  MEDICAL  EDUCATION 

Dartmouth-Hitchcock  Medical  Center  (D-HMC),  located  in  Lebanon,  NH,  is  one  of 
the  few  academic  medical  centers  in  the  nation  which  serves  a  largely  rural  area.    As  the 
largest  medical  facility  in  northern  New  England,  D-HMC  has  been  a  leader  in  many  areas 
of  medicine  including  The  Norris  Cotton  Cancer  Center,  one  of  only  28  Comprehensive 
Cancer  Centers  in  the  U.S.  as  designated  by  the  National  Cancer  Institute;  The  Center  for 
Evaluative  Clinical  Sciences,  a  national  leader  in  research,  is  one  of  the  first  four  assessment 
teams  to  be  funded  by  the  national  Patient  Outcomes  Assessment  Research  Program  of  the 
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Agency  for  Health  Policy  and  Research;  and  the  Veterans  Affairs  Hospital,  the  government's 
designated  center  for  research  on  posttraumatic  stress  disorder  and  medical  ethics. 

The  C.  Everett  Koop  Institute  at  Dartmouth,  also  located  in  Lebanon,  NH  is 
dedicated  to  ensuring  that  there  are  a  sufficient  number  of  well-trained,  humanistic,  and 
caring  physicians.   Under  the  direction  of  former  surgeon  general  C.  Everett  Koop,  M.D., 
the  goal  and  mission  of  the  Institute  is  to  reshape  medical  education  through  changes  in 
curriculum  and  training  programs,  in  order  to  create  a  more  humane  and  patient-centered 
system  of  care.   The  Institute  hopes  to  promote  a  student's  pre-med  training  during  the 
college  years,  the  medical  school  years  and  residency  period,  and  perhaps,  most 
significantly,  throughout  the  subsequent  years  of  a  physicians' s  medical  practice. 

A  NATIONAL  MODEL  FQR  RURAL  HEALTH  CARE  REFQRM 

The  "Northern  New  England  Network  for  Rural  Health  Care  Delivery,  Research, 
Training  and  Education"  exemplifies  how  the  introduction  of  new  technology  can  expand 
the  availability  and  accessibility  of  medical  care  to  rural  communities  throughout  Northern 
New  England.   The  people  of  northern  New  England  can  become  healthier  and  the  overall 
burden  on  our  rural  health  care  system  can  be  significantly  diminished. 

Together,  D-HMC  and  the  Dr.  C.  Everett  Koop  have  undertaken  this  innovative 
effort  to  develop  the  Northern  New  England  Network  that  will  be  housed  in  a  new  building 
on  the  medical  campus  of  the  Dartmouth-Hitchcock  Medical  Center,  in  Lebanon,  NH,  which 
will  essentially  be  the  C.  Everett  Koop  Institute.   D-HMC  and  Dr.  Koop  are  seeking  a 
federal  partnership  in  FY  96  for  the  establishment  of  the  C.  Everett  Koop  Institute  which  will 
house  the  head-end  of  the  technology  for  the  Northern  New  England  Network.   A  total  of 
$20  million  is  requested  in  FY  96  and  97. 

We  have  already  invested  substantial  resources  of  our  own  to  begin  to  move  ahead  on 
this  effort  by  expanding  rural  outreach  services  and  medical  education  programs,  engaging  in 
partnership  projects  with  neighboring  hospitals  and  medical  facilities  to  do  an  inventory  of 
current  information  resources,  and  developing  pioneering  medical  procedures  utilizing 
"virtual  reality"  concepts  to  greatly  impact  medical  care  and  health  care  delivery  to  Northern 
New  England,  while  simultaneously  generating  economic  growth  for  the  region.   The 
Network  truly  represents  a  national  demonstration  of  health  care  for  the  future,  representing 
one  of  the  most  far-reaching,  and  forward-looking  efforts  to  improve  health  education  and 
delivery  for  rural  America. 
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STATEMENT  OF  DOUGLAS  HENLEY,  M.D. 


Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the 
opportunity  to  provide  testimony  about  an  important  social  and  medical 
problem  among  the  elderly  ~  malnutrition.  I  would  like  to  respectfully 
request  that  the  committee  reiterate  its  strong  support  of  research  on 
nutrition  and  the  elderly  in  order  to  move  us  closer  to  preventing  costly 
nutrition-related  problems  among  our  nation's  oldest  citizens. 

Background;  The  Nutrition  Screening  Initiative 

The  American  Academy  of  Family  Physicians  is  a  founding  partner,  with 
The  American  Dietetic  Association  and  the  National  Council  on  the  Aging, 
of  the  Nutrition  Screening  Initiative.  Our  three  organizations  are  joined  by 
a  broad,  multidisciplinary  coalition  of  27  medical,  social,  and  aging 
organizations  focusing  on  the  nutrition  and  health  of  older  Americans.  Our 
goal  is  to  establish  routine  nutrition  screening  and  intervention  to  reduce  the 
rate  of  malnutrition  among  the  elderly  and  all  segments  of  society. 

Prevalence  of  Malnutrition  Among  the  Elderly 

Over  the  past  decade,  it  has  become  increasingly  clear  that  inadequate 
nutritional  intake  and  malnutrition  is  a  problem  for  many  older  Americans. 
Using  widely  accepted  criteria,  a  substantial  proportion  of  older  Americans 
have  dietary  intakes  or  diseases  that  place  them  at  high  risk  of  malnutrition. 
Recent  studies  document  that  many  Americans  consistently  fail  to  consume 
even  the  minimal  recommended  servings  of  fruits  and  vegetables.  Only  13 
percent  of  adults  aged  55  to  74  years  consumed  these  minimums.  Intakes  of 
lowfat  milk  products  and  other  foods  recommended  for  optimal  health  are 
often  inadequate  as  well. 

Furthermore,  a  report  of  the  U.S.  House  of  Representatives  Committee 
on  Education  and  Labor  stated  that  "85%  of  the  older  population  have  one 
or  more  chronic  conditions  that  have  been  documented  to  benefit  from 
nutrition  interventions."  Some  of  the  most  common  conditions  include: 
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hypertension,  diabetes  mellitus,  renal  disease,  heart  disease,  osteoporosis, 
and  chronic  gastrointestinal  conditions. 

Many  older  Americans  do  not  have  access  to  the  basic  foods  necessary 
for  a  healthy  diet.  A  study  conducted  by  the  Urban  Institute  revealed  that 
more  than  1.5  million  elderly  said  "yes"  when  asked  if  they  have 
experienced  at  least  1  of  4  indicators  of  food  deprivation  in  the  past  6 
months.  And  more  than  400,000  individuals  said  "yes"  when  asked  if  they 
have  skipped  meals  in  the  last  month  because  they  had  no  food  available 
and  no  money  or  food  stamps  to  buy  food.  The  prevalence  of  food 
deprivation  among  the  elderly  underscores  the  need  for  a  widely  distributed 
and  well-funded  nutrition  screening  program.  It  seems  obvious  that  in  order 
to  address  malnutrition,  we  must  locate  those  who  are  at  risk  and  use  the 
most  cost-effective  strategies  to  treat  them. 

In  a  survey  commissioned  by  the  Nutrition  Screening  Initiative  and 
reported  in  the  media,  a  national  sample  of  doctors  said  that  one  quarter  of 
their  elderly  patients  suffer  from  malnutrition.  Among  hospitalized  elderly 
patients,  the  rate  of  malnutrition  was  even  higher  ~  as  much  as  half  of  this 
group  was  estimated  to  be  malnourished.  Among  the  nursing  home 
residents  and  home  care  recipients,  doctors  and  administrators  estimated 
that  the  rate  of  malnourishment  was  50%  and  44%  respectively. 

These  high  rates  of  malnutrition  should  be  a  giant  red  flag  to  health  care 
and  long-term  care  policymakers  because  malnourished  older  Americans 
get  more  infections  and  diseases,  their  injuries  take  longer  to  heal,  surgery 
on  them  is  riskier,  and  their  hospital  stays  are  longer  and  more  expensive. 

Cost  Effectiveness  of  Screening  and  Treatment 

Preliminary  studies  have  indicated  that  malnourished  patients  compared 
to  well-nourished  patients: 

•  take  40%  longer  to  recover  from  an  illness; 

•  have  two  to  three  times  more  complications; 
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•  have  hospital  stays  that  are  90%  longer  and  $5,000  more  costly 
per  medical  patient  and  $10,000  more  costly  per  surgical  patient; 
and 

•  are  readmitted  to  hospitals  earlier  and  more  frequently. 

These  early  findings  should  guide  and  focus  our  research  efforts  toward 
verification  and  quantifying  of  the  prevalence  of  malnutrition  in  the 
growing  elderly  population,  and  development  of  information  regarding  the 
most  effective  and  cost-saving  interventions. 

Detecting  Malnutrition 

To  help  identify  at-risk  elderly,  the  Nutrition  Screening  Initiative  has 
developed  and  distributed,  free  of  charge,  a  checklist  to  help  individuals 
determine  if  they  are  at  risk  of  malnutrition.    It  is  a  simple  self-test  that 
requires  individuals  to  indicate,  for  example,  if  they  eat  fewer  than  two 
meals  per  day,  how  often  they  eat  alone,  if  they  don't  have  enough  money  to 
buy  the  food  they  need,  and  whether  they  have  tooth  and  mouth  problems 
that  make  eating  difficult,  all  signs  that  they  may  be  at  risk  of  malnutrition. 
This  checklist  has  been  distributed  to  over  a  million  doctors,  nurses,  and 
other  health  service  providers  all  over  the  country  to  promote  awareness  of 
the  causes  of  malnutrition.  The  Nutrition  Screening  Initiative  is  also 
distributing  more  precise  tools  to  be  used  by  health  care  professionals  to 
assess  levels  of  malnutrition  and  to  guide  interventions  to  prevent  and  treat 
nutrition-related  health  problems. 

Research  Agenda 

Before  further  public  health  measures  can  be  taken  to  address 
malnutrition  among  the  elderly,  scientists,  clinicians,  and  policymakers 
have  asked  for  in-depth  information  on  such  research  topics  as: 

•  gender  differences  in  the  metabolism  of  macro-  and  micro- 
nutrients  in  healthy  older  persons  and  in  the  malnourished 
individuals; 

•  the  validity  of  nutritional  assessment  tools  and  criteria; 
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•  the  effects  of  nutritional  supplements  on  the  malnourished  older 
person  to  determine  their  impact  in  acute  and  chronic  situations; 
and 

•  the  efficacy  and  cost-effectiveness  of  screening  for  malnutrition 
in  a  variety  of  settings  ~  free  living,  hospitalized,  and  long-term 
care  elderly  populations. 

Historical  Perspective  of  Research  Support 

Mr.  Chairman,  in  1993,  the  Departments  of  Labor,  HHS,  and  Education 
and  Related  Agencies  Appropriations  bill  provided  $1.5  million  for  the 
National  Institute  on  Aging  to  conduct  research  on  the  efficacy  and  cost 
effectiveness  of  nutrition  screening  and  intervention  activities,  and  on  the 
extent  of  malnutrition  and  related  disorders  in  the  elderly  population.  The 
National  Institutes  of  Health  Revitalization  Act  of  1993  authorized  this 
research,  and  the  1994  appropriations  bill  (FY95)  reiterated  the  Committee's 
interest  in  "the  research  focus  of  NIA  regarding  malnutrition  among  the 
elderly  and  the  special  role  of  nutrition  in  assisting  in  the  recovery  of 
hospitalized  elderly  patients."  This  language  was  included  in  the  Senate 
report  as  well. 

Although  the  NIA  has  been  extremely  busy  with  many  urgent  research 
projects,  including  the  Women's  Health  Initiative,  on  July  29,  1994,  NIA 
published  a  program  announcement  to  encourage  research  into  the  extent, 
causes,  and  potential  interventions  in  malnutrition  in  the  elderly.  However, 
there  was  no  specific  funding  made  available  for  this  research. 

Today,  we  are  asking  the  committee  to  restate  its  commitment  to  the 
priority  use  of  funding  for  this  research  in  the  fiscal  year  1 996 
appropriations  bill.  This  research  will  add  critical  empirical  data  to  our 
understanding  of  malnutrition  among  the  elderly  and  the  most  effective 
interventions  for  preventing  and  treating  it. 
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Conclusion 

The  level  of  malnutrition  among  America's  older  adults  is  not  only 
unacceptable,  it  is  preventable.  We  believe  that,  with  the  findings  from  the 
authorized  NIA  research,  we  can  keep  people  out  of  nursing  homes  and 
hospitals  and,  when  they  do  become  ill,  we  can  help  them  recover  faster. 
But  we  need  to  get  this  research  started  as  soon  as  possible  with  funding 
designated  in  fiscal  year  1996. 

Mr.  Chairman,  as  you  know,  our  nation's  population  is  growing  older. 
Without  fundamental  changes,  that  group,  which  now  makes  up  13%  of  the 
total  population  but  consumes  36%  of  all  health  care  dollars,  will  require 
more  health  care  resources.  We  must  do  more  to  keep  older  Americans 
healthy  and  out  of  expensive  acute  and  chronic  care  settings. 

Nutrition  screening  provides  a  systematic  method  to  identify  those  at 
risk  and  to  employ  the  necessary  range  of  social,  economic,  dietary,  and 
medical  interventions  to  prevent  malnutrition.    With  the  appropriate 
scientific  research,  medical  interventions,  and  social  action,  malnutrition 
and  its  consequences  can  be  addressed  and  eliminated. 

Thank  you  for  your  consideration. 
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TESTIMONY 

from  the 

NATIONAL  ASSOCIATION  FOR  STATE  COMMUNITY  SERVICES  PROGRAMS 

prepared  for  the 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN 

SERVICES,  EDUCATION  AND  RELATED  AGENCIES 

The  National  Association  for  State  Community  Services  Programs  (NASCSP)  represents  the  state 
administrators  of  the  Community  Services  Block  Grant  (CSBG).  In  addition,  our  members 
administer  a  number  of  other  federal  and  state  programs  which  address  issues  of  poverty  at  the 
local  level,  through  community-based,  non-governmental  agencies.  We  are  pleased  to  offer 
testimony  concerning  the  programs  and  services  delivered  through  the  Community  Services  Block 
Grant.  We  recognize  that  action  now  under  consideration  in  Congress  may  affect  not  only 
funding  levels  for  programs  of  concern  to  us,  but  the  fundamental  structure  of  all  programs 
serving  lower-income  Americans. 

NASCSP  supports  continued  funding  of  the  Community  Services  Block  Grant  and  LIHEAP,  as 
well  as  the  restoration  of  rescissions  affecting  CSBG-related  programs  such  as  the  Emergency 
Homeless  Program.  In  the  event  that  these  programs  are  included  in  proposals  for  restructuring 
or  consolidations,  we  strongly  urge  that  Congress  include  provisions  which  assure  that  the  critical 
and  successful  functions  of  the  CSBG  continue. 

We  recognize  that  change  is  not  only  likely,  but  that  it  is  needed  in  many  areas.  There  is 
consensus  within  NASCSP  that  programs  serving  low-income  Americans  must  be  reformed,  even 
transformed,  from  simple  income  maintenance  to  self-sufficiency  programs.  There  is  something 
fundamentally  wrong  with  the  disjointed  array  of  fragmented,  categorical,  rule-bound  programs 
designed  to  serve  bits  and  pieces  of  families  in  need.  Because  our  members  and  the  local 
agencies  we  work  with  have  helped  fashion  welfare  reform  programs  and  have  operated  model 
projects  that  break  the  mold  of  traditional  thinking,  we  believe  we  have  a  great  deal  to  offer  as 
Congress  considers  the  future. 

The  Community  Services  Block  Grant  as  it  functions  today  is  an  excellent  example  of  a  working 
federal/state/community/business  partnership.  We  believe  it  should  be  looked  to  as  a  model  of 
how  the  federal  government  can  best  support  self-sufficiency  for  lower-income  Americans  in  a 
decentralized,  non-bureaucratic  and  accountable  way.  Congress  should  be  aware  that  CSBG  has 
already  become  the  kind  of  program  that  can  set  an  example  for  others.  Rather  than  simply 
defending  the  status  quo,  NASCSP  members  have  been  actively  discussing  what  we  feel  are  the 
most  important  and  successful  functions  and  characteristics  of  CSBG,  which  should  continue  to 
be  supported  regardless  of  whether  the  program  is  included  in  restructuring  proposals  or  not 

Who  does  CSBG  serve?  National  data  compiled  annually  by  NASCSP  shows  that  CSBG  serves 
a  very  broad  segment  of  lower-income  Americans,  particularly  those  that  fall  through  the  cracks 
and  are  not  being  served  by  welfare  programs. 

*  82%  have  income  at  or  below  the  poverty  level 
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*  35%  of  all  client  families  are  "working  poor"  and  have  wages  or  unemployment  benefits  as 
income 

*  18%  depend  on  pensions  and  Social  Security  and  are  therefore  poor,  former- workers 

*  Just  20%  receive  AFDC  benefits 

*  62%  of  households  served  have  children 

*  Over  10%  of  client  families  are  homeless 

*  41%  of  persons  served  are  18  or  older  and  have  not  finished  high  school. 

NASCSP  compiles  and  publishes  an  annual  Community  Services  Block  Grant  Statistical  Report, 
which  contains  comprehensive  program,  and  financial  data  on  the  CSBG  and  related  activities 
on  a  national  and  state-by-state  basis.  Also  included  in  this  report  are  narrative  descriptions  of 
program  activities  and  functions,  again  presented  in  summary  form  and  state-by-state.  We  would 
be  happy  to  provide  members  of  the  Committee  with  copies  of  this  report. 


What  does  CSBG  do?  CSBG  is  a  model  for  how  block  grants  should  work.  Its  purpose  is  to 
encourage  local  communities  to  solve  their  problems.  It  is  both  flexible  and  accountable.  It 
relies  on  an  existing  and  experienced  community-based  service  delivery  system  of  Community 
Action  Agencies  and  other  organizations.  It  promotes  economic  development  and  self- 
sufficiency,  and  is  family  oriented.  It  strives  to  prevent  poverty,  rather  than  simply  treating  it. 
It  is  cost-effective. 

Every  Community  Action  Agency  in  the  nation  is  different,  but  they  have  a  great  deal  in 
common.  Each  organization,  through  its  local  board  of  directors,  establishes  priorities  and  serves 
its  community  and  its  lower-income  residents  through  programs  designed  and  delivered  locally, 
in  partnership  with  state  and  local  governments,  businesses,  civic  and  religious  groups  and  others. 
Walk  through  the  door  of  a  local  CSBG  agency  in  any  state,  and  you  are  likely  to  find  many  if 
not  all  of  these  services  under  one  roof: 

-  employment  and  training  programs 

-  microbusiness  development  help  for  low-income  entrepreneurs 

-  a  variety  of  crisis  and  emergency  safety  net  services 

-  local  community  and  economic  development  projects 

-  housing  and  energy  services 

-  Head  Start 

-  nutrition  programs 

-  family  based  case  management 

CSBG  funds  many  of  these  services  directly.  Even  more  importantly,  CSBG  is  the  "glue" 
holding  together  a  local  delivery  system  able  to  respond  effectively  and  efficiently,  without  a  lot 
of  red  tape,  to  the  needs  of  individual  low-income  households  as  well  as  to  broader  community 
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needs.  Without  CSBG,  local  agencies  would  not  have  the  capacity  to  work  in  their  communities 
developing  local  funding,  donated  and  volunteer  services  and  to  run  programs  of  far  greater  size 
and  value  than  the  actual  CSBG  dollars  they  receive. 


Leveraging.  The  Community  Services  Block  Grant  is  by  design  a  program  which  operates  and 
owes  its  success  to  its  ability  to  leverage  enormous  resources,  far  larger  than  CSBG  itself,  and 
to  apply  those  resources  directly  at  the  local  level  where  it  can  actually  meet  the  needs  of  real 
people  rather  than  the  bureaucracy.  Community  Action  Agencies,  at  the  local  level,  leverage: 

*  over  $271,000,000  in  private  funds 

*  over  $221,000,000  in  local  government  match 

*  over  $352,000,000  in  state  funds 

*  over  19  million  volunteer  hours 

NASCSP  recognizes  that  significant  restructuring  of  low-income  programs  is  inevitable,  and  if 
done  thoughtfully,  can  be  of  great  benefit  both  to  low-income  Americans  and  the  taxpayer.  As 
changes  are  considered,  we  urge  Congress  to  consider  CSBG  as  a  model  for  restructuring, 
because  it  has  successfully  operated  since  its  inception  as  a  program  giving  maximum  flexibility 
to  states  and  localities,  yet  maintaining  a  clearly  defined  purpose  and  a  high  degree  of 
accountability,  so  that  Congress  and  the  public  can  actually  see  and  measure  how  these  federal 
funds  are  being  used  locally. 


Working  Principles  for  the  Future.  Regardless  of  the  final  outcome  of  restructuring  proposals 
now  being  considered,  NASCSP  members  have  actively  discussed  and  arrived  at  several  working 
principles  which  we  believe  must  form  the  basis  for  the  future.  These  principles  should  guide 
us  whether  CSBG  continues  in  the  future  essentially  as  it  is  structured  today,  or  whether  major 
restructuring  or  consolidation  occurs.  These  characteristics  have  made  CSBG  the  successful 
model  that  it  is: 

♦flexibility  and  local  design; 

*community-based  service  delivery  system  that  includes  Community  Action  Agencies,  and  a 
funding  system  that  assures  that  funding  passes  through  to  the  community  organizations  that 
provide  the  services  and 

*a  service  delivery  structure  that  assures  the  active  participation  of  lower-income  citizens,  public 
officials  and  the  private  sector  at  the  local  level. 

Funding.  As  indicated,  the  functions  of  the  Community  Services  Block  Grant  must  be 
maintained  in  order  to  assure  a  minimum  emergency  "safety  net"  at  the  local  community  level, 
especially  as  other  federal  programs  are  reduced  or  restructured.  Communities  must  be  able  to 
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maintain  the  capacity  to  respond  to  these  changes.  The  functions  of  the  CSBG  also  need  to  be 
preserved  because  this  block  grant  enables  communities  to  move  people  out  of  poverty,  to 
prevent  poverty  and  to  promote  self-sufficiency  for  individual  families  and  communities.  For  this 
reason,  NASCSP  strongly  supports  continued  funding  of  the  CSBG  and  related  programs.  We 
urge  restoration  of  CSBG-related  rescissions  such  as  the  Emergency  Homeless  Program  (EHP). 

NASCSP  also  strongly  urges  funding  for  LIHEAP  at  the  Administration's  proposed  level.  Many 
of  our  members  and  the  local  agencies  we  work  with  administer  LIHEAP  as  well.  Even  those 
who  do  not  (administer  the  program)  know  full  well  that  elimination  or  cutting  of  this  lifeline 
program  will  mean  that  many  Americans  will  be  out  in  the  cold,  literally,  and  that  the  local 
agencies'  ability  to  deal  with  critical,  basic  and  emergency  needs  will  be  stretched  even  further 
than  they  are  already. 

As  state  administrators  of  the  imminently  successful  Community  Services  Block  Grant,  NASCSP 
members  support  the  concept  of  giving  states  and  localities  more  authority  and  flexibility.  Our 
concern  is  first  and  foremost  for  the  welfare  of  the  people  we  serve,  rather  than  simply  the 
preservation  of  our  programs  as  they  exist  today.  As  Congress  considers  matters  of  restructuring 
and  matters  of  spending,  we  urge  that  the  functions  and  purposes  of  the  Community  Service 
Block  Grant  remain  a  priority. 
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Testimony  of  Friends  of  VISTA 

Submitted  to  the  House  Appropriations  Subcommittee 
on  Labor,  Health  and  Human  Services,  Education 

April  7,  1995 


Mr.  Chairman  and  Members  of  the  Subcommittee,  Friends  of  VISTA  (FOV)  is 
pleased  to  have  the  opportunity  to  submit  testimony  in  support  of  the  Administration's 
fiscal  year  1996  budget  request  for  AmeriCorps* VISTA  (Volunteers  in  Service  to  America). 

Since  1981,  FOV  has  led  national  efforts  to  promote  improvements  and  expansions 
in  the  VISTA  program  and  to  preserve  the  program's  mission.  FOV  also  has  provided 
recognition  and  support  for  VISTA  volunteers  --  former  and  current  ~  and  has  represented 
the  concerns  of  VISTA  sponsoring  organizations  and  supporters  of  the  VISTA  program. 
The  FOV  Board  consists  primarily  of  former  VISTA  volunteers,  former  VISTA  staff,  and 
anti-poverty  and  national  service  advocates.  Sargent  Shriver  and  George  Romney  serve  as 
co-chairs  of  the  FOV  Board  of  Directors. 

In  VISTA's  30-year  history,  more  than  100,000  Americans  have  served  as  VISTA 
volunteers  on  over  13,000  projects  in  rural  and  urban  communities  throughout  the  United 
States.  Currently,  there  are  4,200  VIST  As  serving  on  more  than  900  local  projects 
throughout  the  country,  in  communities  in  every  state,  the  District  of  Columbia,  Puerto 
Rico,  and  the  Virgin  Islands.  The  VISTA  program  is  unique;  it  is  the  federal  government's 
only  national,  full-time,  anti-poverty  volunteer  program.  VIST  As  are  assigned  to 
low-income  communities  to  work  full-time  for  at  least  one  year  helping  those  communities 
meet  basic  needs  such  as  literacy,  housing,  employment,  public  safety,  hunger, 
and  health. 


Because  VIST  As  do  not  provide  direct  service,  VISTA  projects  are  small,  with  an 
average  of  four  to  five  VIST  As  per  project.  Volunteers  work  on  "capacity  building"  to  help 
communities  develop  or  expand  programs  that  eventually  will  be  run  by  the  communities 
once  the  VIST  As  leave  and  federal  support  is  phased  out.  VISTA  projects  involve  the 
mobilization  of  various  resources,  including  recruitment  of  local  volunteers,  fundraising, 
and  facilitating  partnerships  between  public  and  private  organizations. 

Of  the  $1 1.1  million  increase  requested  for  regular  VISTA  (all  programs  other  than 
the  Literacy  Corps)  in  FY  1996,  $4  million  must  be  appropriated  simply  to  meet  the 
statutorily  mandated  increases  (e.g.,  an  increase  in  the  subsistence  allowance).  Of 
the  $1.2  million  increase  requested  for  the  Literacy  Corps,  $400,000  is  necessary  just  to 
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meet  the  mandated  increases.  Those  minimum  increases  would  not  allow  for  any 
increase  in  the  number  of  volunteer  service  years. 

VISTA  is  a  small  program,  but  for  its  sire,  an  extremely  cost-effective  one.  VISTA 
provides  an  extraordinary  return  on  the  federal  dollars  appropriated  for  the  program.  For 
example,  in  FY  1994,  VISTA's  budget  was  $37.9  million.  A  recent  evaluation  of  the  VISTA 
program  by  an  outside  evaluator  indicated  that  in  that  year,  VIST  As  raised  $50.7  million  in 
funds  and  mobilized  resources  in  the  form  of  in-kind  services  valued  at  $46.6  million.  That 
means  for  every  federal  dollar  spent,  VISTA  volunteers  raised  an  average  of  $3.13 
dollars  in  cash  and  in-kind  contributions  ($1.63  in  funds  and  $1.50  in  in-kind  resources). 
In  addition,  VISTA  volunteers  recruited  more  than  8.3  million  hours  of  local  volunteer 
service. 

Currently,  the  annual  cost  per  VISTA  is  approximately  $12,000.  That  average  cost 
does  not  include  the  education  benefit  for  those  who  choose  it  in  lieu  of  the  monthly  stipend 
following  service.  Approximately  one-half  of  all  VIST  As  choose  to  receive  the  stipend 
instead  of  the  educational  benefit,  which  is  funded  through  another  appropriation. 

Local  community  involvement  in  the  development  and  implementation  of  VISTA 
projects  is  a  hallmark  of  the  program.  Gubernatorial  review  has  always  been  a  part  of  the 
project  approval  process.  In  order  to  be  selected  for  participation,  VISTA  project 
applicants  must  identify  specific  achievable  goals  and  objectives.  Some  programs  are 
designed  to  meet  a  specific,  immediate  need,  such  as  disaster  relief,  while  others  are  designed 
to  address  systemic  community  concerns  such  as  illiteracy,  public  safety,  and  children's 
health.  The  average  length  of  VISTA  support  for  a  community  initiative  is  only  3  to  4 
years.  In  most  instances,  the  goal  of  VISTA  is  to  establish  and  develop  programs  that  are 
then  sustained  over  the  long  term  by  the  communities  after  the  volunteers  leave  and 
VISTA's  support  is  phased  out. 

VIST  As  serve  on  a  full-time  basis  for  at  least  one  year.  Also  related  to  the  local 
nature  of  the  program,  it  is  significant  to  note  that  three-quarters  of  VIST  As  are  recruited 
from  the  communities  in  which  they  serve.  A  large  portion  of  the  recruiting  is  done  by  the 
local  sponsoring  organizations. 

Necessary  administrative  expenses  for  items  such  as  office  space,  equipment, 
supplies,  and  telephones  are  always  provided  by  the  project  sponsors.  In  fact,  VISTA 
spends  only  3  percent  of  its  total  budget  on  project  support,  which  includes  only  project 
supervision  and  job-related  transportation  costs. 
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VISTA  has  a  long  history  of  success  in  building  the  capacity  of  low-income 
communities  to  meet  their  own  critical  needs.  The  following  examples  provide  compelling 
illustrations  of  VISTA's  success.  While  many  of  the  examples  of  successful  VISTA  projects 
are  anecdotal,  they  are  also  typical. 

VISTA  volunteers  started  some  of  the  country's  first  battered  women's  shelters. 
Current  VISTA  projects  include  programs  at  such  shelters,  as  well  as  other  programs  to 
deal  with  the  problem  of  domestic  violence.  In  Lake  Charles,  Louisiana,  VIST  As  are 
improving  the  capacity  of  the  Calcasieu  Women's  Shelter  to  meet  the  needs  of  battered  and 
abused  women  and  their  children  in  a  town  with  a  population  of  approximately  70,000. 
Clients  are  provided  with  temporary  shelter,  counseling,  information  and  referrals, 
employment  counseling,  and  other  services  that  help  battered  women  establish  safe  and 
independent  living. 

In  1994,  with  the  help  of  VIST  As,  the  Calcasieu  Women's  Shelter  housed  and 
assisted  over  300  women  and  their  children.  In  addition  to  the  women  and  children  who 
stay  at  the  shelter  each  year,  the  program  services  over  1,800  women  and  children  annually 
through  walk-in  counseling,  treatment,  and  employment  services.  Working  with  VIST  As, 
approximately  50  families  per  year  are  able  to  leave  permanently  the  cycle  of  domestic 
violence  by  securing  their  own  jobs  and  safe  housing  away  from  their  former  abusers.  The 
program  is  further  sustained  by  hundreds  of  volunteers  recruited  from  the  community  by 
VIST  As.  VISTA  volunteers  also  write  grant  proposals,  organi2B  fundraising  activities,  and 
have  created  a  booklet  listing  all  domestic  violence-related  resources  available  in  Louisiana. 

One  notable  example  of  a  current  VISTA  project  addressing  the  issue  of  public 
safety  is  being  developed  at  the  Chicago  Alliance  for  Neighborhood  Safety  (CANS).  At 
CANS,  VISTA  volunteers  have  initiated  community  policing  in  Chicago  neighborhoods. 
They  have  organized  local  residents  into  neighborhood  associations  and  then  worked  to 
link  police  officers  and  neighborhoods  to  form  a  strong  bond  between  residents  and  law 
enforcement.  Then,  in  these  neighborhoods,  previously  characterized  by  gang  activity, 
drive-by  shootings,  and  other  violent  crime,  police  and  residents  work  together  to  transform 
these  neighborhoods  into  safe  communities.  The  approach  has  included  an  anti-gang  rally, 
drug  and  violence  education  and  prevention  classes,  and  a  24-hour,  40-day  vigil  that  drove 
gangs  out  of  the  neighborhood.  In  addition,  numerous  crack  houses  were  closed.  VISTA 
volunteers  also  have  developed  a  community  policing  newsletter  which  keeps  the 
community  informed  about  the  issues  that  affect  them  and  fosters  a  sense  of  unity.  Using  a 
variety  of  approaches,  the  CANS  VISTA  project  demonstrates  that  local  residents,  working 
with  police,  can  take  back  control  of  their  neighborhoods. 
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Another  representative  VISTA  project  that  has  had  tremendous  success  has  been 
developed  at  the  Good  Faith  Fund  in  Pine  Bluff,  Arkansas.  VIST  As  have  established 
programs  to  provide  technical  assistance,  training,  and  mentoring  for  low-income 
individuals  who  would  like  to  own  their  own  businesses.  Since  its  inception  in  March  1994, 
twenty-three  women  have  graduated  from  the  program.  Nine  have  started  their  own  small 
businesses  in  areas  such  as  day  care,  catering,  and  service  repair.  Nine  have  secured  jobs  in 
the  work  force  and  five  are  in  school  or  well  on  their  way  to  moving  into  the  work  force. 
The  twelve-week  training  program  provides  participants  with  the  basics  needed  to  start  and 
run  a  business.  The  program  includes  four  components:  group  training,  individual 
sessions,  business  start-up,  and  networking  and  referrals.  VISTA  volunteers  recruit 
business  mentors  who  maintain  one-on-one  relationships  with  participants  throughout  the 
program. 

After  completing  the  program,  participants  are  eligible  for  small  business  loans  to 
start  their  own  businesses.  So  far,  the  program's  loan  fund  has  a  98  percent  repayment  rate 
on  the  loans  made.  In  addition,  VISTAs  also  are  developing  a  rural  outreach  program 
which  gives  local  residents  the  primary  responsibility  of  conducting  outreach  and  training 
for  residents  being  served  by  the  loan  fund.  One  of  the  program's  first  participants, 
formerly  a  welfare  recipient,  has  not  received  public  assistance  since  her  successful 
establishment  of  a  day  care  center. 

Literacy  has  the  largest  concentration  of  volunteers  of  any  VISTA  activity, 
accounting  for  26  percent  of  all  program  activity.  VISTA  literacy  projects  have  been  vital 
in  the  development  and  expansion  of  literacy  programs  across  the  country.  Friends  of 
VISTA  is  proud  to  have  played  a  role  in  the  development  of  the  VISTA  Literacy  Corps, 
along  with  two  of  the  largest  private  literacy  volunteer  organizations  in  the  country, 
Laubach  Literacy  Action  and  Literacy  Volunteers  of  America,  and  literacy  advocates  in 


VISTA  volunteers  do  not  provide  one-on-one  tutoring,  but  rather  mobilize  resources 
by  recruiting  and  training  local  volunteers,  raising  funds,  developing  curriculum,  and 
expanding  literacy  programs  into  new  geographic  areas.  Workplace  literacy  and 
intergenerational  projects  are  a  major  part  of  the  Literacy  Corps'  efforts. 

In  this  time  of  necessary  fiscal  restraint  in  federal  programs  and  benefits,  the  need  for 
Volunteers  in  Service  to  America  has  never  been  greater.  VISTA  is  not  an  entitlement 
program.  VISTA  is  a  true  illustration  of  what  can  be  accomplished  at  the  local  level 
through  giving  people  the  opportunity  to  help  themselves.  While  the  cost  of  VISTA  to  the 
federal  government  is  relatively  small  in  the  scheme  of  the  overall  federal  budget,  the 
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program  provides  an  enormous  return  on  this  minimal  federal  contribution.  The  cost  of 
not  providing  VISTA's  services  would  be  immense.  Friends  of  VISTA  strongly  urges  the 
Subcommittee  to  provide  the  VISTA  program  with  the  resources  necessary  to  continue  and 
expand  its  positive  and  lasting  impact  on  rural  and  urban  communities  nationwide. 
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FY  1996  APPROPRIATIONS  FOR 
THE  NATIONAL  SENIOR  SERVICE  CORPS  PROGRAMS 

By 

Mary  Louise  Schweikert,  President 

National  Association  of  Foster  Grandparent  Program  Directors 

And 

Patricia  Renner,  President 

National  Association  of  RSVP.  Directors  Association 

And 

John  Pribyl,  President 

National  Association  of  Senior  Companion  Project  Directors 


Mr.  Chairman,  Members  of  the  Subcommittee: 

We  are  pleased  to  offer  this  testimony  in  support  of  three  locally  grown  and  nationally-supported 
programs  which  focus  on  the  volunteer  service  of  America's  faster  growing  natural  resource  —  its  seniors. 
The  National  Senior  Service  Corps  encompasses  the  Foster  Grandparent  Program,  Senior  Companion 
Program,  and  the  Retired  and  Senior  Volunteer  Program  (RSVP).   For  decades  these  programs  have  yielded 
thousands  of  success  stories  -  stories  about  people  making  life  a  little  better  and  communities  a  little 
stronger.  Today,  the  three  programs  of  National  Senior  Service  Corps  present  an  enormous  opportunity  for 
the  nation  as  we  try  to  tackle  the  problems  which  face  our  communities,  our  neighbors,  our  families,  and 
average  Americans. 

The  National  Senior  Service  Corps  Directors  Associations  are  three  distinct  private,  non-profit 
membership-supported  professional  organizations  whose  members  include  the  majority  of  the  approximately 
1,200  program  directors  who  administer  NSSC  programs  across  the  nation,  as  well  as  local  sponsoring 
agencies  and  others  who  value  and  support  the  service  of  the  NSSC  programs.   We  work  together  to 
enhance  and  build  RSVP,  Foster  Grandparents,  and  Senior  Companions,  and  advocate  for  older  people  as 
"part  of  the  solution,  not  part  of  the  problem." 

The  National  Senior  Service  Corps  (NSSC)  embodies  and  promotes  productive  aging  and  views 
seniors  as  a  resource  the  nation  can  utilize  rather  than  a  consumer  of  our  nation's  resources.   The  resources 
offered  by  older  persons  can  help  shape  America  today  and  into  the  next  century.   Only  5  percent  of  those 
over  65  years  of  age  reside  in  institutions  and  another  17  percent  say  they  are  unable  to  engage  in  major 
activity;  but  a  full  81  percent  of  the  non -institutionalized  65+  population  has  no  limitation  in  their  activities 
of  daily  living.   This  healthy,  active  segment  of  the  senior  population  represents  a  vast  untapped  resource  for 
contributing  to  the  betterment  of  America's  communities.    Clearly,  more  needs  to  be  done  to  tap  into  this 
vast  resource.   Seniors  have  the  experience  of  a  lifetime  to  offer  our  nation. 

The  Foster  Grandparent  Program  was  established  in  1965  and  was  the  first  federally-funded 
organized  program  to  engage  older  Americans  as  volunteers  in  significant  service  to  others.   Volunteer 
opportunities  for  older  Americans  were  further  expanded  in  1969  and  1973,  when  the  Retired  and  Senior 
Volunteer  Program  and  Senior  Companion  Programs  were  created.   Although  it  is  virtually  impossible  to 
quantify  the  enormous  impact  these  program's  have  had  on  both  the  volunteers  and  those  they  have  served, 
we  will  try  to  summarize  these  program's  effectiveness  and  demonstrate  how  the  federal  investment  has 
affected  lives  over  the  last  few  years. 


THE  RETIREP  AND  SENIOR  VOLUNTEER  PROGRAM  (RSVP) 
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RSVP  provides  volunteer  opportunities  for  people  aged  55  and  older  with  a  myriad  of  experience  and 
interests  from  all  economic,  education,  and  social  backgrounds  to  serve  on  a  regular  basis  in  a  variety  of 
settings  throughout  their  communities.  RSVP  volunteers  provide  services  that  utilize  their  own  talents  and 
interests,  and  present  their  communities  with  a  rich  array  of  options  for  addressing  the  full  spectrum  of 
community  needs. 

RSVP  volunteers  serve  part-time,  for  an  average  of  three  to  four  hours  per  week,  through  a  variety  of 
local  non-profit  organizations,  agencies,  and  institutions  designated  as  volunteer  stations.  Their  activities 
include  crime  prevention  projects,  disaster  relief,  tutoring,  respite  and  in-home  care,  substance  abuse 
counseling,  budget  and  tax  assistance,  mentoring,  bereavement  counseling,  driving  for  Meals  on  Wheels 
programs,  hospital  volunteer  services,  etc. 

In  1994,  RSVP  volunteers  provided  81  million  hours  of  service  annually  to  communities  across  the 
country.   The  value  of  this  service  is  $982  million,  and  represents  a  29-fold  return  on  the  federal  dollars 
invested  in  RSVP.   The  total  cost  of  fielding  one  RSVP  volunteer  is  less  than  $1.00  per  hour  of  service. 
Over  450,000  RSVP  volunteers  serve  through  more  than  60,000  public  and  non-profit  community  agencies. 
Seventy  percent  of  the  volunteers  are  over  the  age  of  70.   RSVFs  annual  FY  1994  federal  budget  of  $34.4 
million  was  matched  with  $36.7  million  contributed  by  states  and  local  communities  -  demonstrating  broad 
support  for  RSVP  across  the  country.   This  represents  a  remarkable  non-federal  match  of  107  percent,  or 
over  $1.07  for  every  federal  dollar  invested.   Volunteers  serve  through  763  programs  in  all  50  states,  the 
District  of  Columbia,  Puerto  Rico,  and  the  Virgin  Islands.  Non-federal  funds  support  17  of  these  programs 
totally. 

Mr.  Chairman,  you  may  be  familiar  with  some  of  the  RSVP  volunteers  from  Illinois.   Emily  Merlock 
was  recognized  at  a  White  House  ceremony  in  1984  for  her  volunteer  work  with  R.S.V.P.   She  has  been 
with  the  program  since  it  began  in  Lake  County  and  has  donated  her  time  all  over  the  county  for  years. 

Another  volunteer,  Galen  Gongwer  is  from  Normal,  IL  in  McLean  County.    According  to  the 
RSVP  program  director,  Galen  "has  found  his  work  to  open  up  through  his  weekly  involvement  with  the 
Special  Education  Elementary  school  children  at  Pepperidge  School.  The  impact  of  Galen's  contribution  is 
the  fact  that  very  few  children  in  special  education  are  exposed  to  senior  volunteers  on  a  weekly  basis. 
Galen  spent  158  hours  in  the  classroom  this  year  at  a  value  of  $1738  to  the  school  district."   Upon 
retirement  from  General  Electric  Galen  wanted  to  "make  a  difference".   In  Galen's  own  words: 

"No  matter  how  much  golf  I  played,  no  matter  how  much  coffee  I  drank  with  friends,  no 
matter  how  much  bingo  I  played,  etc.,  etc.,  the  fun  and  games  didn't  tell  me  I  am  still  making 
a  difference.  Fortunately,  every  senior  citizen  has  something  to  offer  others  to  help  make  a 
difference  in  life.   With  help  from  the  RSVP  Office  I  found  a  very  rewarding  and  satisfying 
area,  which  for  me,  actually  uncovered  some  new  ways  in  life  to  make  a  difference.  At  the 
same  time,  it  added  richness  to  my  own  life  which  I  hadn't  anticipated." 

THE  SENIOR  COMPANION  PROGRAM  (SCP) 

The  SCP  provides  volunteer  opportunities  for  people  aged  60  and  older  to  provide  individualized 
support  and  assistance  to  other  adults  with  physical,  mental,  or  emotional  impairments,  primarily  the  frail 
elderly.  As  part  of  a  comprehensive  care  team,  Senior  Companions  help  frail  older  people  achieve  and 
maintain  the  highest  level  of  independent  living  and  avoid  institutionalization.   Volunteers  also  serve  persons 
in  institutional  and  other  settings. 

Senior  Companion  volunteers  serve  20  hours  per  week  (usually  4  hours  per  day)  through  health  care 
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providers  and  other  non-profit  social  service  agencies  serving  older  people.   Like  the  Foster  Grandparent 
Program,  volunteers  who  meet  certain  income  guidelines  (125  percent  of  the  national  poverty  level)  receive 
a  small,  non-taxable  stipend  of  $9.80  per  4-hour  day,  which  enables  those  living  on  limited  incomes  to  serve 
at  no  cost  to  themselves.   Assistance  with  the  cost  of  transportation,  a  daily  meal,  an  annual  physical  exam, 
and  accident  and  liability  insurance  are  also  provided  to  all  volunteers. 

The  volunteers  serve  homebound  older  people,  adults  with  physical,  mental,  or  emotional 
impairments,  veterans,  victims  of  Alzheimer's,  terminally  ill  older  people  as  well  as  other  older  people  in 
need.   Some  of  their  activities  include  companionship,  non-medical  personal  care,  respite  care  for  care 
givers,  assistance  with  activities  of  daily  living,  home  management  assistance,  such  as  preparing  meals  or 
shopping,  medical  appointment  accompaniment,  and  other  assistance. 

In  1994,  Senior  Companion  volunteers  contributed  13  million  hours  of  service  to  their  frail  older 
clients.   The  value  of  this  service  is  $151  million,  and  represents  over  a  5-fold  return  of  the  federal  dollars 
invested  in  SCP.   Over  13,000  Senior  Companions  serve  more  than  36,000  clients  annually,  primarily  in  in- 
home  settings.   Of  those  served  by  Senior  Companions,  68  percent  are  frail  older  people  over  the  age  of  80, 
5  percent  are  between  the  ages  of  46  and  59,  and  another  5  percent  are  between  the  ages  of  22  and  45.   The 
average  cost  of  nursing  home  care  in  the  United  States  exceeds  $30,000  annually,   The  annual  federal  cost 
for  one  Senior  Companion  serving  20  hours  per  week  is  $3,700  —  less  than  $4.00  per  hour.   The  SCPs  FY 
1994  federal  budget  of  $29.8  million  was  supplemented  by  $17.8  million  in  cash  and  in-kind  donations  from 
states  and  local  communities  in  which  Senior  Companions  Volunteer.   This  represents  a  non-federal  match 
of  60  percent,  or  $.60  for  every  federal  dollar  invested  -  well  over  the  10  percent  local  match  required  by 
law.     Volunteers  serve  through  185  programs  in  all  50  states,  the  District  of  Columbia,  Puerto  Rico,  and  the 
Virgin  Islands.   Non-federal  funds  support  38  of  these  programs  totally. 

The  SCP  can  be  viewed  as  preventative  medicine  for  clients.   Many  clients  have  reported  fewer 
doctor  appointments,  which  leads  them  to  have  a  better  outlook  on  life  and  suffer  less  from  depression. 
They  can  also  live  at  their  homes  independently  and  avoid  premature  institutionalization.   Both  the 
Companion  and  the  client  develop  a  lasting  friendship  which  provides  them  with  mental  stimulation  by 
talking  with  someone  who  cares  about  them.     Margaret  Hemick  of  Hambleton,  WV,  has  been  a  Senior 
Companion  for  five  years.   She  serves  her  clients  in  rural  Tucker  County  by  escorting  them  to  the  doctor  as 
well  as  providing  assistance  in  their  homes.   Without  Ms.  Hemick,  many  seniors  in  that  area  would  be 
home-bound  and  headed  for  institutionalization.   Ms.  Hemick  and  others  like  her  provide  a  multitude  of 
services  for  seniors  that  improve  the  life  of  both  the  care  giver  and  the  recipient. 

The  Senior  Companion  Program  is  the  story  of  Thelma  Gross,  a  senior  companion  at  the  Hays 
Medical  Center  in  Kansas.   Thelma's  work  with  the  families  of  patients  was  remembered  in  a  letter  from  a 
recently  widowed  woman: 

She  was  like  a  warm  ray  of  sunshine,  with  a  grandma  lap  for  little  ones,  and  strong  hard- 
working hands,  with  the  heart  of  deepest  concern...   She  was  a  comfort  and  a  joy  at  the  same 
time.   She  was  there  to  listen  or  just  visit,  if  you  wanted  to  talk  on  the  lighter  side  rather  than 
the  illness  of  your  loved  one. 

THE  FQSTER  GRANDPARENT  PROGRAM  (FQP) 

The  FGP  taps  the  immense  resources,  diversity,  altruism,  and  skills  of  people  60  years  of  age  and 
older  by  providing  them  with  volunteer  opportunities  to  serve  their  communities  and  share  the  wealth  of 
experience  and  wisdom  they  have  amassed  over  their  lifetimes  with  generations  of  children,  teenagers,  and 
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families  who  face  serious  -  sometimes  life-threatening  -  challenges,  and  who  need  the  special  gifts  only 
experience  and  age  can  provide. 

Foster  Grandparents  volunteer  20  hours  per  week  (usually  4  hours  per  day)  through  local  non-profit 
agencies  in  both  community-based  and  in-home  settings.   Volunteers  who  meet  certain  income  guidelines 
(125  percent  of  the  national  poverty  level)  receive  a  small,  non-taxable  stipend  of  $9.80  per  4-hour  day, 
which  enables  those  living  on  limited  incomes  to  serve  at  no  cost  to  themselves.   Assistance  with  the  cost  of 
transportation,  a  daily  meal,  an  annual  physical  exam,  and  accident  and  liability  insurance  are  also  provided 
to  all  volunteers. 

The  volunteers  serve  school  drop-outs  and  teen  runaways,  babies  bom  HIV+,  children  coping  with 
abandonment,  homelessness,  abuse  and  neglect,  AIDS,  drug  and  alcohol  abuse,  illiteracy,  learning  and 
development  disabilities,  mental  illness  and  teen  pregnancy.  Volunteer  activities  include  tutoring,  teaching 
pre-vocational  and  remedial  academic  skills,  motivating,  mentoring,  counseling,  serving  as  role  models, 
caring  for  boarder  babies  and  children  with  illnesses  and  physical  disabilities,  teaching  practical  living  and 
coping  skills,  teaching  infant  care,  etc. 

In  1994,  approximately  24,000  Foster  Grandparents  contributed  21.4  million  hours  of  volunteer 
service.   The  value  of  this  service  is  $262  million,  and  represents  more  than  a  4-fold  return  on  the  federal 
dollars  invested  in  FGP.   Approximately  80,000  children,  teenagers,  and  their  families  are  supported  by  the 
services  of  Foster  Grandparents  every  year.    14,300  volunteers  serve  in  settings  connected  to  health  care, 
helping  39,200  children  maintain  their  independence  and  avoid  institutionalization.   The  annual  cost  of 
institutionalized  care  for  a  child  is  $44,000.   The  annual  federal  cost  for  one  Foster  Grandparent  serving  20 
hours  per  week  is  $3,600  -  less  than  $4.00  per  hour. 

FGFs  FY  1994  federal  budget  of  $66.1  million  was  matched  with  $30.7  million  dollars  in  cash  and 
in-kind  donations  from  states  and  local  communities  in  which  Foster  Grandparents  volunteer.  This  represents 
a  non-federal  match  of  46  percent  or  $.46  for  every  $1 .00  in  federal  funds  invested  -  well  over  the  10 
percent  local  match  required  by  law.    Volunteers  serve  through  300  programs  in  all  50  states,  the  District  of 
Columbia,  Puerto  Rico,  and  the  Virgin  Islands.   Non-federal  funds  support  13  of  these  programs  totally. 

The  program  positively  influences  both  the  giver  of  the  services  and  the  children  who  receive  the 
services.   The  seniors  see  value  in  their  everyday  lives  by  helping  others  and  sharing  their  life  experiences. 
The  children  gain  a  positive  self-image  and  a  feeling  of  love  and  importance  because  someone  cares  about 
them.   They  also  gain  an  understanding  of  and  respect  for  older  Americans.   It  is  these  positive  influences 
that  have  made  this  program  such  a  success. 

There  are  many  "heroes"  in  the  FGP,  people  such  as  Betty  Castona  from  Steven  Point,  WI.   Betty 
was  a  Foster  Grandparent  for  close  to  fifteen  years  and  has  now  decided  to  chart  a  new  course  and  begin 
assisting  at-risk  teenage  mothers  at  the  local  high  school.   Her  enthusiasm  and  willingness  to  serve  these 
students  is  quite  remarkable.   Another  remarkable  "hero"  is  Martha  Bindl  from  Monona,  WI  -  a  mother  of 
12,  a  grandmother  to  33,  and  a  great-grandmother  to  12,  she  has  been  a  Foster  Grandparent  since  October 
1984.   Her  program  director  describes  Martha  as  "what  we  all  picture  a  grandma  and  foster  grandma  to  be. 
She  is  loving  and  supportive  to  her  foster  grandchildren  and  to  other  foster  grandparents.   She  is  an 
excellent  role  model." 

The  Foster  Grandparent  Program  is  also  the  story  of  Bill  Reibsame,  a  Foster  Grandparent  in  central 
Pennsylvania,  and  Tim  -  a  special  child  with  a  terminal  illness  -  who  forged  a  friendship  which  words 
cannot  adequately  describe.  Tim  needed  special  attention  in  a  class  of  1 1  three-,  four-  and  five-year-olds  - 
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special  attention  which  Bill  made  possible.   As  Tim's  teacher  recently  wrote: 

After  a  short  time,  you  could  see  the  special  relationship  that  had  developed  between  the  two 
of  them  and  the  great  strides  this  child  made  in  his  development.   This  child's  face  would 
light  up  each  morning  when  he  saw  the  Foster  Grandparent  and  his  parents  said  he  talked 
about  him  a  great  deal  at  home,  too.     This  Foster  Grandparent  taught  this  child  many  things 
by  giving  of  his  time  and  of  himself.    In  return,  I  feel  the  Foster  Grandparent  learned  much 
from  the  child.   This  Foster  Grandparent,  like  Jim,  wore  glasses  and  had  crutches  and  was 
later  diagnosed  with  cancer.   He  related  to  this  "special  needs"  child  and  was  an  excellent  role 
model  for  him.   I  don't  think  they  saw  each  others  flaws  and  disabilities,  only  the  good  in 
each  other  and  they  would  not  have  had  the  opportunity  if  it  wasn't  for  the  Foster 
Grandparent  Program.   They  lived  each  day  to  the  fullest  and  we  all  learned  from  them. 

Bill  passed  on  three  weeks  ago,  on  March  16.   And  Tim  died  recently  as  well.   But,  for  the  time 
they  were  brought  together  by  the  Foster  Grandparent  Program,  Bill  and  Tim  were  both  made  richer. 
Generations  melted  away  as  their  friendship  flourished,  and  they  walked  together  down  a  path  were  no  one 
else  could  follow.  The  entire  classroom  was  more  vibrant  for  their  contribution. 

Currently  supported  by  a  federal  allocation  of  $135,764  million  dollars,  FGP,  R.S.V.P.,  and  SCP 
programs  across  the  country  field  nearly  500,000  older  volunteers  who  give  1 17  million  hours  of  volunteer 
service  annually.   The  value  of  this  service  is  $1.47  billion  —  more  than  a  10-fold  return  on  the  federal 
investment  in  NSSC  programs.   We  implore  the  subcommittee  to  recognize  the  important  national  interest  of 
promoting  volunteer  service  opportunities  for  the  nation's  seniors  in  every  community  by  sustaining  Federal 
support  for  the  community-driven  partnerships  of  the  National  Senior  Service  Corps. 

Mr.  Chairman,  in  conclusion  we  would  like  to  strongly  urge  you  to  approve  the  President's  budget 
request  for  a  total  of  $168.4  million  for  the  NSSC:  $44.5  milhon  for  the  RSVP  program;  $78.81  for  the 
Foster  Grandparent  Program;  $43.09  for  the  Senior  Companion  Program  and  $2  million  for  demonstration 
programs.   The  NSSC  needs  to  be  able  to  provide  more  opportunities  to  meet  the  growth  in  the  aging 
population.   As  everyone  is  aware  the  "graying  of  America"  is  increasing  at  a  phenomenal  rate.   RSVP, 
FGP,  and  SCP  are  a  success  for  both  the  givers  and  receivers  of  the  services  and  most  older  Americans  are 
excited  about  volunteerism  and  want  to  get  involved  right  away.   According  to  a  1991  U.S.  Administration 
on  Aging/ Marriott  Senior  Living  Services  volunteerism  survey,  over  41%  (15.1  million)  of  the  37.7  million 
Americans  60+  performed  some  form  of  volunteer  work  in  the  past  year.  An  additional  37.5  percent  (14 
million)  indicate  they  would  volunteer  if  asked.  It  is  vital  that  we  provide  seniors  better  access  to  these 
outstanding  volunteer  opportunities.  The  nation's  seniors  have  invested  a  great  deal  in  their  communities 
over  their  lifetime.  They  have  a  desire  to  see  that  their  investment  is  protected  and  they  can  assist  in 
protecting  that  investment  by  volunteering.  The  modest  Federal  investment  we  support  and  ask  you  to 
support  will  provide  more  opportunities  for  this  nation's  seniors  to  give  back  to  communities  across  the  land. 

Thank  you  for  the  opportunity  to  present  testimony  to  the  Subcommittee. 
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Ten  million  people  have  eyesight  so  impaired  that  u 
they  cannot  read  ordinary  print.  The  impact  of  this  M 
on  America  is  incredible.   Our  organization,  £ 

Retinitis  Pigmentosa  International,  was  established  M 
22  years  ago  to  find  a  cure  or  treatment  for  the  mostJJ 
devastating  of  eye  diseases,  specifically  retinitis  M 
pigmentosa.  Now,  twenty-two  years  later,  RP  « 
International  embraces  the  potential  cure  for  all  eye 
diseases  through  retinal  cell  transplantation.       h 

It  is  the  hope  of  RP  International,  backed  up  by  the  „ 
research  breakthroughs,  that  the  potential  for  cell  M 
transplantation,  retina  transplantation  and  finally,  M 
eye  transplantation  is  within  the  realm  of  M 

possibility  in  high  tech  research  going  on  now  in  our" 
country.  Children,  young  adults  and  seniors  can  « 
possibly  look  forward  to  a  lifetime  of  light... 
instead  of  a  lifetime  of  darkness.  The  impact  on  theE 
economy,  family  life  and  individual  benefits  of  such  * 
a  development  is  inestimable.  " 

There  are  medical  research  breakthroughs  that  have  M 

been  ignored  in  the  field  of  eye  research  as  were  M 
some  eye  diseases  ignored  in  the  past.   Specifically,^ 
retinitis  pigmentosa  was  considered  "rare", 
"incurable"  and  thus,  no  research  that  had  any  value 
was  done  until  the  retinal  cell  transplant  came  on 

the  horizon.   Now,  this  very  research  cannot  get  'i 

proper  funding  to  bring  it  to  success.   There  are  " 

more  than  seven  major  eye  institutes  in  the  United  „ 

States  whose  extraordinarily  talented  researchers  u 

tell  us  that  the  retinal  cell  transplant  procedure  D 

has  the  most  possibility  of  restoring  eyesight  now,  « 

but  that  they  and  their  institutes  cannot  get  the  * 
funding  they  need.   They  look  to  RP  International  for" 

help  and  RP  International  looks  to  the  National  Eye  « 

Institute  for  further  funding,  now.   The  eyesight  « 

saved  is  the  sight  of  America's  most  precious  „ 

commodity:  its  children.  M 
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RP  International  has  established  a  record  of  being  a 
leader  in  searching  out  and  finding  new  and 
innovative  avenues  of  research  programs.   RPI  also 
leads  the  field  in  seeking  out  new  techniques  and  low 
vision  aids,  computer  assistance  and  social 
activities  that  will  bring  the  visually  impaired  back 
into  the  mainstream  of  daily  life. 

One  such  innovative  program,  created  by  Helen  Harris, 
currently  the  president  of  RP  International,  is 
called  "TheatreVision".   TheatreVision  is  the  first 
successful  undertaking  which  will  allow  a  current 
motion  picture  film  to  be  narrated  and  shown  in  a 
motion  picture  theater  with  the  use  of  headsets. 
"Forrest  Gump",  described  and  narrated  by  Vin  Scully, 
used  a  special  new  technique  created  by  Helen  Harris, 
stands  alone  now  as  the  first  motion  picture  to  be 
accessible  to  the  blind  in  a  motion  picture  theater. 
The  potential  to  bring  blind  and  visually  impaired 
people  back  into  the  theaters  is  not  only  possible, 
but  it  could  happen  today,  with  the  proper  funding. 
TheatreVision  looks  to  the  United  States  Congress  to 
assist  in  making  motion  picture  theaters  accessible 
for  this  technique  with  the  installation  of  low  cost 
equipment  in  each  theater  that  permits  the  use  of  the 
headphones  to  hear  the  narration.   We  also  request 
help  in  the  establishment  of  a  grant  fund  for  the 
continuation  of  the  narration  and  description  of 
movies  for  the  blind  in  theaters  across  the  country. 

We  have  also  applied  this  technique  to  a  live 
Broadway  stage  presentation  thus  making  this 
important  art  form  available  to  the  blind  as  well. 
Setting  a  new  record  in  making  communication  to  the 
blind,  TheatreVision  has  successfully  narrated  and 
described  the  1995  Academy  Awards  show  on  public 
radio  via  satellite  thus  carrying  the  broadcast  to 
more  than  150  stations  in  the  United  States.   This  is 
a  first  -  and  the  description  was  done  by  Helen 
Harris,  acting  as  host  and  describer  to  the  radio 
audience  while  the  description  was  communicated  to 
her  by  expert  sighted  assistants  in  the  field.   This 
successful  communication  for  the  blind  has  been 
proudly  hailed  as  a  vast  improvement  to  the  quality 
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of  life  for  children,  young  adults,  adults  and 
seniors  within  and  without  the  boundaries  of  the 
United  States.   This  can  also  be  accomplished  in 
every  language!   But  we  need  your  help. 

Secondly,  RP  International  has  established  the  first 
ever  "Right  To  Sight  For  Life"  proclamation  that 
establishes  the  basic  rights  of  the  blind  and 
visually  impaired.   They  read  as  follows: 

1.  Right  to  be  treated  with  dignity,  respect,  love 
and  care,  even  if  born  with  a  vision  loss. 

2.  Right  to  have  my  vision  protected  against 
unnecessary  hazards  to  further  sight  loss  in  my 
environment. 

3.  Right  to  be  taught  how  to  learn  as  other  children 
are.   I  have  the  right  to  write  my  name,  to  learn  to 
speak,  to  read  words  and  to  have  those  words 
translated  into  a  language  that  I  can  learn,  either 
large  print,  audio  cassette  or  braille. 

4.  Right  to  attend  public  schools  with  children  who 
may  or  may  not  be  blind  or  have  a  visual  impairment. 

5.  Right  to  have  audio  signals  and  extra  light  in 
dangerous  areas  I  may  travel  in. 

6.  Right  to  try  any  sport  I  believe  I  can  perform 
without  injury  to  my  person  or  others. 

7.  Right  to  have  all  ballots  and  voting  materials 
printed  in  large  print,  audio  cassette  or  braille. 

8.  Right  to  have  all  materials  that  are  translated  in 
other  languages  translated  into  my  language  as  well, 
which  is  large  print,  audio  or  braille. 

9.  Right  to  have  currency  which  is  written  in  a 
medium  that  I  can  read  and  make  others  understand, 
such  as  braille  or  specially  marked  bills. 

10.  Right  to  have  others  educated  to  learn  to  accept 
and  adjust  to  my  impairment  so  that  I  have  a  fair 
chance  to  live  life  as  they  do. 
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11.  Right  to  walk  with  another  in  a  sighted  guide 
technique  and  to  be  understood. 

12.  Right  to  have  my  mail,  such  as  utility  and  other 
bills  printed  in  a  form  that  is  readable  by  me. 

13.  Right  to  Sight... for  Life. 

Per  the  ADA,  other  rights  include  accessibility  of 
verbal  description  of  movies,  plays  and  television 
that  allow  a  better  quality  of  life  for  all  blind  and 
visually  impaired. 

The  following  states  (listed  in  order  of  receipt) 
have  supported  our  TheatreVision  project  with  special 
state  proclamations  honoring  "TheatreVision  Day"  on 
February  21st,  1995,  commemorating  the  premiere  of 
TheatreVision  with  the  Paramount  movie  "Forrest  Gump" 
-  this  year's  big  Academy  Award  winner. 

Indiana 

Massachusetts 

Minnesota 

North  Carolina 

Georgia 

Oklahoma 

Michigan 

Iowa 

Vermont 

Utah 

South  Carolina 

Delaware 

Alabama 

North  Dakota 

Montana 

Texas 

Idaho 

Illinois 

Alaska 

South  Dakota 

California 

Florida 

West  Virginia 

Arkansas 

Rhode  Island 
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Wisconsin 

Washington 

Maine 

New  Mexico 

Missouri 

Kansas 

Mississippi 

Connecticut 

Nebraska 

Ohio 

Arizona 

Louisiana 

Maryland 

New  Hampshire 

Pennsylvania 

Tennessee 

Kentucky 

Hawaii 

Wyoming. 

The  TheatreVision  project  looks  forward  to  a  Ten  City! 
Tour  with  the  premiere  performance  at  the  White  House 
during  this  year.   TheatreVision  requests  the  support 
of  all  members  of  both  parties  of"  Congress  to 
acknowledge  the  need  for  better  verbal  communication 
for  the  blind,  be  it  television,  motion  pictures  and 
other  art  and  educational  forms  for  America's 
children. 
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This  testimony  is  submitted  in  an  effort  to  protect  and  improve  the  national  health  through  establishing  an 
increased  emphasis  on  the  integrative  biomedical  sciences.  These  sciences  are  the  medically  and  biologically 
relevant  investigations  conducted  at  the  level  of  the  intact  animal,  including  humans.  Given  the  present  neglect 
of  this  essential  and  broad  scientific  domain,  the  final  outcome  will  be  a  precipitous  decline  in  the  health  and 
well-being  of  this  country.  The  characteristics  of  this  decline  and  the  nature  of  the  outcome  are  documented  in 
The  essential  hole  of  integrative  biomedical  sciences  in  protecting  and  contributing  to  the 

HEALTH  AND  WELL  BEING  OF  OUR  NATION  (The  Physiologist,  37:79-86,  1994). 

Preclinical  and  clinical  drug  discovery  and  development  will  be  greatly  impeded.  Pharmaceutical 
industry  as  an  important  part  of  the  economic  health  of  the  United  States  will  be  hindered.  Industrial  and 
academic  efforts  to  improve  human  health  and  the  quality  of  life  will  be  thwarted.  The  conceptual 
underpinnings  of  subcellular  and  cellular  levels  of  investigation  which  are  largely  derived  from  intact 
animal  studies  will  no  longer  emerge.  The  FDA  will  lose  its  access  to  the  scientific  judgments  essential 
to  drug  development  and  approval.  The  EPA  will  become  increasingly  unable  to  evaluate  potential 
environmental  toxicants.  Newly  trained  physicians  will  suffer  from  a  diminished  understanding  of  the 
intact  human  and  the  ways  in  which  new  medicinal  agents  might  be  effectively  used  in  patient  care. 
Ultimately,  further  advancement  in  medical  research  and  care  may  fail  to  occur.  Future  generations  will 
be  the  recipients  of  our  neglect. 

The  recommendations  included  herein  are  set  forth  with  the  recognition  of  the  need  for  flexibility  in  designing 
the  solutions  required  to  correct  the  mounting  deficits  in  the  integrative  biomedical  sciences.  Members  of 
Congress  and  the  Administration  may  be  able  to  envision  alternative  but  effective  solutions  which  will  provide 
the  necessary  emphasis  on  the  integrative  biomedical  sciences.  Within  this  context,  we  recognize  that  the 
solutions  outlined  in  our  testimony,  including  funding  sources  for  the  different  programs,  may  not  ultimately  be 
those  that  are  adopted  and  implemented. 


The  Integrative  Medical  Sciences  Initiative  (IMSI) 

[comments  in  brackets] 

Statement  of  the  Problem 

Integrative  biomedical  science  examines  biologic  function  at  the  level  of  the  whole  human  and  in 
corresponding  models  of  function  and  disease.  It  is  integrative  biomedical  science  that  makes  basic  medical 
science  relevant  to  man.  During  the  past  ten  years,  research  and  training  in  integrative  biomedical  sciences 
have  become  increasingly  at  risk,  jeopardizing  scientific  accomplishment  and  medical  education,  escalating  the 
cost  of  medical  care  and  decreasing  its  quality.  A  perspective  which  exemplifies  national  problems  stemming 
from  the  growing  deficits  in  the  integrative  biomedical  sciences  is  provided  in  THE  ESSENTIAL  ROLE  OF 

INTEGRATIVE  BIOMEDICAL  SCIENCES  IN  PROTECTING  AND  CONTRIBUTING  TO  THE  HEALTH  AND  WELL  BEING 
OF  OUR  NATION  (The  Physiologist,  37:79-86,  1994).  Factors  especially  pertinent  to  the  clinical  aspects  of  the 
national  science  deficit  are  provided  in  CENTERS  FOR  EDUCATION  AND  RESEARCH  IN  THERAPEUTICS 
(unpublished  document,  available  of  request). 
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Impact  on  achievements  in  medical  science.  The  current  decline  in  the  integrative  biomedical  sciences  is 
already  negatively  affecting  medical  advances.  Without  corrective  measures,  we  will  be  unable  to  achieve  the 
extraordinary  medical  advances  that  should  emerge  from  our  scientific  endeavors,  including  the  exciting  human 
genome  project.  Future  gains  from  the  rapidly  emerging  field  of  gene  therapy  will  be  thwarted.  Medical 
advances  derived  from  an  increasing  understanding  of  the  relations  among  behavior,  emotions,  and  physical 
health  will  not  occur. 

The  NIH  is  making  subcellular  and  cellular  advances  possible  by  increasingly  focusing  research  and  training 
dollars  in  these  disciplines.  These  accomplishments  of  the  NIH  should  be  sustained  while  we  implement  new 
programs  to  revitalize  and  sustain  research  and  training  in  the  integrative  biomedical  sciences.  If  these  steps 
are  not  taken,  the  number  of  integrative  biomedical  scientists  will  continue  to  decline  to  dangerously  low 
levels. 

While  the  pharmaceutical  industry  does  financially  support  some  aspects  of  integrative  biology,  it  does  not 
address  all  of  the  necessary  elements  of  the  discipline.  Within  the  clinical  arena,  biomedical  research  by 
pharmaceutical  industry  targets  two  goals:  (1)  proof  of  efficacy  and  safety  of  drugs  for  FDA  approval;  and  (2) 
demonstrating  advantages  of  the  new  drug  over  currently  available  drugs.  Pragmatically,  studies  of  advantages 
are  designed  to  provide  information  that  can  be  used  to  advertise  drugs  effectively.  Studies  of  efficacy/safety 
of  drugs  in  women,  children  and  the  elderly  are  rarely  undertaken.  Similarly,  studies  to  understand  and 
develop  treatments  for  "orphan"  diseases  are  commonly  excluded.  Research  designed  to  answer  fundamental 
questions  of  function  and  disease  such  as  "what  are  the  mechanisms  of  hypertension  or  cardiac  disease?" 
typically  falls  outside  the  scope  of  pharmaceutical  company  support.  It  is  unrealistic  to  expect  the 
pharmaceutical  industry  to  conduct  research  that  would  integrate  basic  science  knowledge  essential  or  lead  to 
more  cost  effective  therapy. 

Impact  on  medical  education.  Health  care  and  medical  education  in  the  United  States  are  in  danger  of 
becoming  ineffective  because  of  the  decline  in  research  and  training  in  integrative  biomedical  sciences.  In 
colleges  of  medicine,  most  basic  sciences  faculty  members  with  expertise  in  integrative  biology  undertook 
doctoral  and  postdoctoral  training  in  the  1950s  and  1960s.  New  integrative  biomedical  scientists  are  now  rarely 
trained.  The  capacity  of  colleges  of  medicine  to  provide  the  necessary  education  in  the  integrative  biomedical 
sciences  is  declining  as  the  senior  faculty  members  retire.  Nevertheless,  medical  students,  residents,  and 
attending  physicians  must  understand  the  human  body  at  this  complex  level  of  integration.  Improvements  in 
medical  decisions  in  the  clinical  setting  require  continuing  generation  and  dissemination  of  information  in  the 
integrative  biomedical  disciplines  (see  below).  While  these  concepts  pertain  to  medical  schools,  essentially  the 
same  considerations  apply  to  pharmacy,  dental  and  other  health  professional  schools. 

Impact  on  the  costs  of  medical  care.  The  costs  of  medical  care  in  the  United  States  are  being  unnecessarily 
inflated,  partially  because  of  the  absence  of  information  from  the  integrative  biomedical  sciences.  Information 
from  the  integrative  biomedical  sciences  does  have  economic  and  health  benefits  when  it  is  available  and  when 
it  is  effectively  communicated  to  physicians  and/or  society.  For  example,  innovations  from  the  integrative 
biomedical  sciences  established  the  causal  roles  of  fat  and  salt  ingestion  in  atherosclerosis  and  hypertension. 
From  1978  to  1988,  the  age  adjusted  death  rates  from  cardiovascular  disease  in  the  US  declined  by  23%.  Also 
the  death  rate  from  heart  attacks  and  stroke  declined  29%  and  33%,  respectively.  As  a  result,  fewer  people  are 
residing  in  long-term  care  facilities,  unable  to  care  for  themselves  due  to  a  crippling  stroke.  The  current  cost  of 
cardiovascular  disease  in  the  United  States,  which  stands  at  more  than  $101  billion,  is  appreciably  less  than  it 
would  have  been  if  these  discoveries  had  not  been  made. 

In  many  instances,  costs  to  society  are  unnecessarily  incurred  despite  the  availability  of  scientific  information. 
Numerous  studies  find  that  physicians  in  the  United  States  primarily  obtain  information  from  industry  sales 
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representatives  and  the  Physicians'  Desk  Reference.  When  coupled  with  the  absence  of  an  effective  means  to 
provide  physicians  with  current  information  from  the  integrative  biomedical  sciences,  the  prescribing  practices 
of  physicians  often  fail  to  reflect  the  fundamental  principles  of  basic  and  clinical  pharmacology.  One  analysis 
found  that  1 5%  to  84%  of  prescriptions  are  either  incorrect,  unnecessary  or  dangerous.  Another  study  has 
demonstrated  that  physicians  regularly  fail  to  individualize  the  dosage  of  drugs  and  that  elderly  patients  receive 
higher  than  appropriate  dosages  due  to  their  smaller  body  weight.  It  is  not  surprising,  then,  that  the  negative 
health  care  and  economic  impact  of  prescription  practice  is  enormous.  Two  to  five  percent  of  hospitalizations 
in  the  United  States  are  due  to  adverse  drug  reactions.  Ten  percent  of  these  are  severe  and  life-threatening.  In 
a  seminal  survey  of  37,655  hospitalized  patients,  23%  experienced  adverse  reactions  to  commonly  used  drugs. 
When  these  figures  are  combined  with  the  estimates  of  the  incidence  of  under-prescribing  and  inappropriate  or 
unnecessary  prescriptions,  the  potential  cost-saving  of  improved  therapeutics  by  reducing  hospital  admissions 
and  length  of  stay  are  apparent. 

The  Ultimate  Consequences.  The  final  outcome  of  the  process  of  neglect  will  be  the  decline  of  a  biomedical 
discipline  essential  to  the  health  of  this  country.  Preclinical  and  clinical  drug  discovery  and  development  will 
be  greatly  impeded.  The  pharmaceutical  industry  as  an  important  part  of  the  economic  health  of  the  United 
States  will  be  hindered.  Industrial  and  academic  efforts  to  improve  human  health  and  the  quality  of  life  will  be 
thwarted.  The  conceptual  underpinnings  of  subcellular  and  cellular  levels  of  investigation,  which  are  largely 
derived  from  integrative  biomedical  studies,  will  no  longer  emerge.  The  FDA  will  lose  its  access  to  the 
scientific  judgments  essential  to  drug  development  and  approval.  The  EPA  will  become  increasingly  unable  to 
evaluate  potential  environmental  toxicants.  Newly  trained  physicians  will  suffer  from  a  diminished 
understanding  of  the  intact  human  and  the  ways  in  which  new  medicinal  agents  might  be  effectively  used  in 
patient  care.  Ultimately,  further  advancement  in  medical  research  and  care  may  fail  to  occur.  The  cost  of 
medical  care  will  be  driven  to  higher  levels  because  of  the  lack  of  appropriate  information  for  clinical  practice. 
Future  generations  will  be  the  recipients  of  our  neglect. 

Solutions  to  the  Problem:  The  Integrative  Medical  Sciences  Initiative  (DVfSI) 

New  systems  for  the  support  of  the  integrative  biomedical  sciences  are  essential.  These  are  in  addition  to 
support  from  the  National  Institutes  of  Health  for  cellular  and  subcellular  biology,  which  are  of  great 
importance  to  progress  in  health  care.  These  sciences  are  advancing  understanding  of  the  life  processes  and 
diseases  at  a  level  of  detail  unimagined  a  few  decades  ago.  However,  neither  subcellular  nor  integrative 
research  alone  will  enable  us  to  meet  our  potential  for  medical  advances  or  to  discharge  our  responsibilities  to 
the  American  public.  The  corrective  measures  that  we  envision  are  not  only  designed  to  enable  our  nation  to 
generate  crucial  studies  in  integrative  biomedical  sciences,  but  also  to  develop  improved  and  effective  means  of 
communicating  this  information  to  physicians  and  to  the  public.  Funds  for  the  IMSI  are  to  be  from  newly 
appropriated  dollars  rather  than  reallocation  of  the  NIH  budget.  We  recommend  three  initiatives. 

1.  Establish  predoctoral  and  postdoctoral  training  programs  in  the  basic  biomedical  sciences.  This 
program  is  designed  to  correct  the  training  deficit  for  new  integrative  biomedical  scientists.  An  index  of 
the  current  level  of  funding  for  training  in  the  integrative  biomedical  sciences  is  apparent  from  a  1993 
survey  which  found  that  the  NIGMS  funds  290  fellowships  nationally  in  pharmacology.  However,  only  32 
of  these  provide  any  opportunities  for  fellows  to  conduct  research  at  a  level  above  that  of  the  cell.  Thus, 
89%  of  trainees  are  working  exclusively  at  subcellular  or  cellular  level.  We  believe  that  it  is  reasonable  to 
conclude  that  only  a  fraction  of  the  remaining  11%  are  working  at  the  highest  levels  of  biological 
integration  of  disease  and  function.  In  our  judgment,  the  level  of  training  in  the  integrative  biomedical 
sciences  should  approximate  40%  of  the  total  training  for  all  biomedical  scientists.  Therefore,  we 
recommend  that  the  new  program  for  predoctoral  and  postdoctoral  training  programs  in  the  basic 
biomedical  sciences  be  targeted  at  an  annual  level  of  $104,635,800  or  30%  of  the  FY93  final  appropriation 
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to  the  NIH  for  training  grants.  This  level  of  funding  will  provide  the  integrative  biomedical  sciences  with  a 
firm  base  that  will  restore  the  losses  that  are  so  adversely  affecting  health  care  in  the  United  States. 

We  recommend  that  the  determination  of  scientific  merit  and  the  funding  of  training  grant  proposals 
become  the  responsibility  of  agencies  with  direct  and  clear  missions  for  the  application  of  scientific 
information  in  protecting  and  improving  the  public  health;  namely,  the  FDA,  CDC  and  EPA.  These 
agencies  should  establish  an  interagency  system  of  peer  review  (ISPR).  Study  sections  within  this  new 
system  should  be  disease  oriented,  in  contrast  to  many  of  those  in  the  NIH  which  are  structured  around 
biologic  function.  [The  NIH  should  have  a  seat  on  this  interagency  board.  Alternatively,  with 
appropriate  safeguards  to  guarantee  funding  for  projects  in  the  domain  of  the  integrative  biomedical 
sciences,  the  program  could  be  contained  within  the  NIH.  In  any  case,  the  funds  to  support  the  IMSI 
should  be  channeled  through  the  NIH.\ 

2.  Establish  a  peer-review  and  funding  program  for  investigator-initiated  grant  proposals  in  the 
domain  of  integrative  biomedical  sciences.  A  major  goal  of  this  program  will  be  to  provide  competent 
and  visionary  peer  review  for  grant  proposals  focused  on  integrative  biomedical  problems.  We  recommend 
that  the  budget  established  for  this  initiative  be  sufficient  to  provide  $1,695,734,700  for  investigator 
initiated  research  grants  (R01  type).  This  figure  represents  30%  of  the  FY93  final  appropriation  for  the 
NIH  for  research.  Evaluation  of  the  merit  of  investigator  initiated  proposals  will  be  through  the  ISPR 
described  under  Initiative  1 . 

3.  Establish  federally  funded  regional  CENTERS  FOR  EDUCATION  AND  RESEARCH  IN 
THERAPEUTICS  (C.E.R.T.).  We  recommend  the  implementation  of  a  C.E.R.T.  at  each  of  the  federally 
funded  clinical  pharmacology  training  programs.  In  order  for  these  programs  to  become  C.E.R.T.s,  they 
would  be  required  to  pass  a  second,  separate  peer  review.  These  C.E.R.T.s  will  provide  the  necessary  focus 
for  basic  scientists  with  expertise  in  integrative  pharmacology  to  work  jointly  with  colleagues  in  clinical 
pharmacology.  To  guarantee  their  objectivity  and  maximize  their  effectiveness,  they  should  be  given 
adequate  financial  support  to  conduct  their  mission  without  reliance  on  grants  or  gifts  from  the 
pharmaceutical  industry.  Quality  control  and  progress  should  be  monitored  through  the  interagency  peer- 
review  system  set  forth  in  Initiative  1.  [The  authors  of  the  IMSI  wish  to  pursue  the  C.E.R.T  as  a  separate 
legislative  issue.] 

Each  C.E.R.T.  will  have  two  primary  missions:  (1)  to  conduct  essential  research  on  diseases,  drugs  and  other 
therapies  that  is  not  being  performed  by  the  pharmaceutical  industry  (including  orphan  diseases  and  drugs);  and 
(2)  to  establish  and  communicate  to  health-care  providers  therapeutic  guidelines  for  the  most  effective,  safe  and 
least  expensive  therapies.  Each  specific  research  project  conducted  in  the  C.E.R.T.  will  not  be  peer  reviewed 
at  the  level  of  the  ISPR.  Rather,  the  overall  concept  of  the  C.E.R.T.s  and  general  operational  procedures  will  be 
reviewed  and  coordinated  at  this  interagency  level.  To  meet  national  needs,  the  individual  C.E.R.T.s  will 
require  fast  response  times.  One  important  mission  of  the  C.E.R.T.s  will  be  to  provide  answers  to  unforeseen 
threats  that  are  detected  during  continuing  clinical  experiences  with  new  drugs,  devices  and  diagnostic 
procedures.  Each  of  the  fifteen  C.E.R.T.s  will  cost  a  projected  $4,500,000  annually  for  a  total  of  $67,500,000. 

In  summary,  we  believe  that  these  innovations  will  protect  the  American  health-care  system  against  continued 
erosion  from  scientific  deficits.  Presently,  the  drug  industry  is  spending  $10  to  $1 1  billion  on  drug  promotion. 
Billions  more  are  spent  because  of  inappropriate  and  inefficient  use  of  drugs.  The  IMSI  will  largely  displace 
the  need  for  the  present  system  and  cost  approximately  20%  of  that  for  drug  promotion  alone.  Monetary 
savings  and  improvements  in  the  quality  of  life  that  will  accrue  from  new  health-care  knowledge  are 
incalculable. 
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Support  for  the  IMSI  from  biomedical  scientists  is  substantial.  Although  opposition  to  this  initiative  has  thus 
far  been  minimal,  we  anticipate  that  disagreement  may  increase.  To  date,  623  individual  scientists  from  47 
states  and  4  countries  have  endorsed  the  IMSI.  One  of  the  endorsees  has  been  recently  named  as  the  editor- 
elect  of  the  prestigious  journal  Science.  Seven  endorsees  are  Nobel  Laureates.  The  endorsees  include  over  50 
past  and  current  presidents  of  scientific  organizations,  44  deans  at  institutions  of  higher  learning  (primarily  in 
colleges  of  medicine),  and  258  chairs  of  academic  departments  (also  largely  from  colleges  of  medicine).  We 
have  endorsees  from  several  clinical  disciplines:  Internal  Medicine,  Family  Practice,  Pediatrics,  Critical  Care, 
Neurology,  Surgery,  Clinical  Pharmacology,  and  Psychiatry.  Prominent  scientists  in  physiology, 
pharmacology,  molecular  biology,  and  neuroscience  are  also  represented.  Endorsees  of  the  IMSI  are  involved 
in  essentially  all  aspects  of  biomedical  investigation.  (A  complete  list  of  individual  endorsees  is  available  on 
request.) 

Scientific  Societies  have  also  endorsed  the  IMSI.  The  most  recent  society  endorsement  was  received  from  the 
American  Heart  Association  on  March  24,  1995.  Other  national  scientific  organizations  which  have  endorsed 
the  IMSI  include:  American  College  of  Clinical  Pharmacy,  American  EEC  Society,  and  American  Pain 
Society.  The  Central  Society  for  Clinical  Research  and  the  Western  Pharmacological  Society  have  also 
endorsed  the  IMSI.  The  American  Physiological  Society  has  endorsed  the  establishment  of  new  R0-1  and 
Training  Grants,  but  did  not  endorse  the  CERT.  We  anticipate  that  other  national  scientific  organizations  will 
provide  endorsements  during  1995. 
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Chairman  Porter,  Members  of  the  Subcommittee: 

I  am  Robert  M.  Tobias,  National  President  of  the  National 
Treasury  Employees  Union.  I  very  much  appreciate  this  opportunity 
to  present  our  views  concerning  the  Fiscal  Year  1996  funding  for 
the  U.S.  Department  of  Health  and  Human  Services  (HHS). 

The  National  Treasury  Employees  Union  (NTEU)  represents  over 
150,000  federal  workers,  including  employees  in  HHS'  Office  of  the 
Secretary,  the  Administration  on  Aging,  the  Administration  for 
Children  and  Families,  the  Health  Care  Financing  Administration, 
the  Public  Health  Service,  SSA's  Office  of  Hearings  and  Appeals, 
and  other  HHS  divisions  including  the  Department's  10  regional 
offices. 

Mr.  Chairman,  congratulations  again  on  your  new  Chairmanship 
of  this  Subcommittee.  NTEU  very  much  appreciates  the  leadership 
you  have  shown  on  issues  related  to  the  Department  of  Health  and 
Human  Services  in  the  past.  In  anticipation  of  a  year  of  change, 
one  that  has  already  begun  with  important  re-assessments  of  the  way 
the  federal  government  conducts  its  business,  NTEU  and  its  members 
are  eager  to  work  with  the  Congress  to  fashion  a  federal  government 
that  best  serves  the  American  taxpayers  and  service  beneficiaries. 
I  look  forward  to  working  with  you  in  the  coming  months  as  the  FY 
1996  budget  is  finalized,  particularly  as  this  Committee  and  the 
Congress  pursue  enhanced  quality,  economy  and  productivity  at  the 
Department  of  Health  and  Human  Services. 

The  Administration's  Fiscal  Year  1996  budget  request  for  HHS 
fulfills  the  President's  promise  to  maintain  fiscal  responsibility, 
streamline  and  restructure  the  bureaucracy,  strengthen  partnerships 
with  States  and  communities,  and  make  HHS's  operations  more 
efficient.  The  budget  request  for  HHS,  including  the  Social 
Security  Administration  (SSA),  totals  $716  billion  in  outlays,  an 
increase  of  7.5  percent  over  Fiscal  Year  1995.  It  attests  to  the 
wide  impact  the  programs  administered  by  HHS  have  on  the  nation, 
and  some  very  difficult  choices  have  been  made.  In  order  for  HHS 
to  continue  to  improve  services  to  its  customers  today  and  in  the 
future,  it  is  critical  that  adequate  funding  is  provided  to  allow 
the  dedicated  federal  workforce  to  increase  efficiencies,  invest  in 
new  technologies,  protect  against  waste,  fraud  and  abuse,  and 
advance  the  agenda  to  improve  the  nation's  health  and  welfare. 

NTEU  is  particularly  concerned  about  the  decrease  in  the 
administrative  funds  request  for  the  Administration  for  Children 
and  Families  and  the  Office  of  Civil  Rights.  I  am  concerned  that 
these  and  other  reductions  will  prevent  the  affected  agencies  from 
accomplishing  their  program  missions  in  the  upcoming  year.  With 
increasingly  tight  federal  budget  constraints,  it  becomes  more  and 
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more  imperative  that  every  federal  dollar  be  spent  for  the  purpose 
it  has  been  intended.  A  well  trained  and  effective  federal  work 
force  is  key  to  this  goal. 

NTEU  is  also  concerned  about  Fiscal  Tear  1995  rescissions, 
especially  the  recently  passed  $17.4  billion  House  rescission 
package  that  cancels  unspent  appropriations  from  the  current 
budgets  of  several  critical  HHS  agencies  and  programs.  HTEU's  HHS 
members  are  particularly  concerned  about  the  following  "hits"  in 
the  House  passed  version  of  the  legislation:  a  $38.2  million 
rescission  for  five  HCFA  programs;  a  reduction  of  $899,000  for  the 
Administration  on  Aging,  rescinding  the  FT  '95  increase  in 
appropriations  for  aging  research,  training,  and  special  projects; 
a  $10  million  reduction  for  the  Healthy  Start  program;  and  an  $82.7 
million  rescission  for  ten  activities  funded  under  the  Health 
Resources  and  Services  account  at  HRSA.  NTEU  urges  that  the 
Committee  seriously  reconsider  the  proposed  cuts  in  these  programs 
during  Conference  with  the  Senate  on  H.R.  1158. 

As  national  welfare  reform  moves  forward  in  the  Senate,  NTEU 
wishes  to  go  on  record  as  being  strongly  opposed  to  proposals  in 
the  House-passed  bill  calling  for  block  granting  AFDC  and  other 
public  assistance  programs  to  the  States.  While  I  understand  the 
need  to  increase  state  flexibility,  eliminate  fraud,  and  reduce 
administrative  and  other  program  costs  of  federal  public  assistance 
programs,  I  strongly  believe  that  block-granting  is  not  the 
solution  but  is  instead  an  option  that  would  have  potentially 
devastating  consequences  and  a  questionable  impact  on  long  term 
savings.  It  is  my  hope  that  this  Committee  and  the  Senate  as  a 
whole  will  again  show  wisdom  and  reverse  this  important  provision 
in  the  House-passed  welfare  reform  package. 

As  you  are  well  aware,  the  federal  government  has  embarked  on 
a  program  of  downsizing  and  streamlining  intended  to  reduce  federal 
employee  ranks  by  at  least  272,900  over  the  next  five  years.  The 
challenge  is  to  accomplish  this  goal  while  maintaining  high 
standards  of  service  to  the  public  and  accomplishing  the  mission  of 
the  Department.  NTEU  remains  anxious  about  the  Administration's 
and  the  Congress's  FTE  reduction  goals,  especially  since  HHS  has 
already  undergone  a  reduction  of  more  than  2,400  FTE  since  1993. 

I  am  especially  concerned  about  plans  to  reorganize  the  10  HHS 
regional  offices,  as  details  from  both  the  Administration  and  the 
Congress  on  this  matter  remain  sketchy.  Uncertainty  about  the 
possible  elimination  of  certain  regional  office  functions  and 
positions  continues  to  negatively  affect  employee  morale  in  the 
regions.  I  urge  the  committee  to  use  its  influence  to  ensure  that 
the  affected  employees  and  their  unions  are  an  active  part  of  the 
decision  making  process  as  plans  on  regional  reorganization  go 
forward.  It  is  important  that  any  reorganization  effort  result  in 
increased  efficiency  and  effectiveness  in  serving  the  public  rather 
than  merely  moving  the  boxes  around. 
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As  a  result  of  insufficient  appropriations  in  recent  years, 
HHS  employees  have  consistently  been  asked  to  accomplish  more  with 
less,  and  have  been  asked  to  give  more  and  receive  less  in  return. 
Perhaps  nowhere  has  this  been  more  true  than  in  the  Office  of  Civil 
Rights  (OCR)  and  in  the  Office  of  General  Counsel  (OGC)  under  HHS's 
Office  of  the  Secretary.  OCR's  mission  is  to  ensure  that 
recipients  of  federal  funding  through  HHS  do  not  discriminate 
against  program  beneficiaries.  As  the  civil  rights  enforcement  arm 
of  the  largest  civilian  department,  OCR  has  an  enormous 
responsibility  in  assuring  nondiscriminatory  access  to  health  and 
social  services  for  all  Americans.  Tet,  past  Administration 
funding  requests  have  failed  to  recognize  its  importance  or  even 
keep  pace  with  its  workload  and  staffing  requirements. 

The  Office  of  Civil  Rights  has  been  steadily  downsized  and  in 
Fiscal  Tear  1993,  it  was  announced  that  all  new  and  replacement 
hiring  had  been  suspended,  career  promotions  and  performance  awards 
were  eliminated  and  the  threat  of  furloughs  hung  like  weights  over 
employees'  heads.  Much  of  this  has  carried  through  to  the  present 
fiscal  year  and  serious  concerns  remain  for  this  small  yet  vitally 
important  agency.  Similar  staffing  and  funding  difficulties  have 
plagued  the  Office  of  General  Counsel.  Continuing  budget 
shortfalls  have  resulted  in  threats  of  hiring  and  promotion  freezes 
as  well  as  efforts  to  move  staff  to  other  divisions  to  avoid 
devastating  furloughs  and  reductions  in  force. 

The  experiences  of  these  two  offices  —  OCR  and  OGC  —  are 
particularly  relevant  as  the  Department  undertakes  yet  another 
effort  to  downsize  its  work  force.  It  is  of  great  concern  to  this 
Union  that  the  problems  experienced  in  OCR  and  OGC  not  be  magnified 
and  spread  to  other  HHS  divisions .  One  laudable  goal  of  the 
downsizing  effort  has  been  to  dramatically  reduce  the  supervisor  to 
employee  ratio  and  tools  such  as  early  retirement  and  buyout 
opportunities  have  been  provided  by  Congress  to  assist  with  this 
effort.  Yet,  we  remain  concerned  that  even  with  the  availability 
of  these  tools,  it  may  be  difficult  for  HHS  to  meet  its  personnel 
reduction  targets  over  the  next  several  years.  I  urge  this 
Committee  in  the  strongest  possible  terms  to  carefully  monitor  this 
process . 

Perhaps  nowhere  has  the  downsizing  of  HHS  impacted  more 
directly  than  on  the  Social  Security  Administration's  ability  to 
deliver  services.  Over  the  last  decade,  SSA's  workforce  declined 
by  22%  while  its  key  workloads  continued  to  escalate.  The 
recognition  that  SSA  requires  additional  staff  to  accomplish  its 
mission  is  long  overdue.  The  Administration's  request  to  add  an 
additional  $357  million  for  SSA  to  continue  its  $1.1  billion  five- 
year  investment  in  automation  should  be  maintained.  The  requested 
increase  in  the  disability  investment  funding  is  also  greatly 
needed . 

Recently,  the  Social  Security  Administration  has  been  unable 
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to  efficiently  adjudicate  disability  applications .  This  has  caused 
a  substantial  backlog  resulting  in  processing  times  which  are 
approaching  two  years  before  the  administrative  appeals  process  is 
completed.  After  a  brief  but  intensive  period  of  study,  SSA 
announced  its  plan  for  a  completely  redesigned  disability  claims 
process.  This  plan,  now  called  the  Disability  Process  Redesign 
Plan,  calls  for  revolutionary  changes  in  the  claims  process  and  in 
SSA  organization.  The  Redesign  Plan  envisions  a  new  decisional 
methodology,  new  disability  criteria,  substantial  organization 
changes,  and  a  total  reliance  on  state  of  the  art  information 
processing  technology.  Additionally,  the  Redesign  Plan  anticipates 
the  Social  Security  Administration  setting  the  standards  governing 
all  public  and  private  disability  programs.  However,  the 
Redesigned  Disability  Process  is  not  a  backlog  reduction  plan  and 
in  fact  cannot  efficiently  operate  until  the  backlog  problem  is 
solved.  Reduction  of  the  backlog  is  being  accomplished  through  the 
implementation  of  the  separate  and  much  more  focused  Short  Term 
Disability  Project.  Subsequent  to  its  inception,  the  Short  Term 
Disability  Project  has  been  "captured"  by  the  Disability  Redesign 
Project. 

NTEU  is  concerned  that  those  responsible  for  the 
implementation  of  the  Disability  Process  Design  are  trying  to 
justify  the  scope  of  the  changes  contemplated  by  the  Redesign  Plan 
and  validate  its  concepts  by  tailoring  implementation  of  the 
Redesign  Plan  to  the  task  of  backlog  reduction.  This  can  only  be 
done  through  immediate  implementation  of  various  parts  of  the  Plan 
without  the  creation  of  a  proper  foundation.  Prudent,  detailed  and 
extensive  testing  of  the  innovative  aspects  of  the  Plan  is 
inconsistent  with  immediate  implementation,  and  therefore  will  not 
be  performed.  This  lack  of  testing  and  the  failure  to  create  a 
proper  foundation  subjects  the  entire  disability  process  to  risks 
of  even  greater  inefficiency,  greatly  increased  program  costs,  and 
failure  to  provide  the  level  of  service  to  which  the  disabled  and 
the  American  public  are  entitled. 

While  the  statutory  definition  of  disability  is  purportedly 
unchanged,  the  redesigned  process  entails  establishing  new  criteria 
by  which  disability  will  be  determined  and  a  completely  new 
disability  decisional  methodology.  This  will  have  a  substantial 
and  direct  effect  on  the  ultimate  decision  of  whether  an  individual 
is  disabled  and  therefore  may  have  a  direct,  and  possibly 
catastrophic,  effect  on  disability  program  costs.  SSA  contends 
that  program  costs  will  be  unaffected  by  the  redesign  because  the 
statutory  definition  of  disability  has  not  been  changed.  This  is 
a  contention  that  must  be,  but  is  not  being,  carefully  tested 
before  implementation  of  the  redesigned  disability  system. 

The  redesigned  disability  system  is  predicated  on  the 
installation  of  the  Intelligent  Work  Station/Local  Area  Network 
(IWS/LAN)  hardware  and  software  components,  and  the  decision 
support  features  of  the  Modernized  Disability  System.   Tet,  SSA 
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does  not  anticipate  installation  of  the  IWS/LAN  to  be  complete 
until  Fiscal  Year  1998.  SSA  further  admits  that  additional 
technological  support  beyond  the  IWS/LAN  is  needed. 

The  redesigned  process  would  eliminate  a  claimant's  right  to 
an  administrative  appeal  of  an  Administrative  Law  Judge  decision, 
thereby  forcing  claimants  to  immediately  appeal  in  the  U.S. 
District  Courts.  This  was  done  without  sufficient  consultation 
with  other  agencies  impacted  by  the  disability  system  or  conducting 
testing  to  determine  the  effect  both  upon  the  Federal  Court  System 
and  the  disability  process.  Not  surprisingly,  both  the  Department 
of  Justice  and  the  Courts  have  expressed  strong  opposition  to  any 
change  which  significantly  increases  the  appeals  into  the  Court 
system. 

o  NTEU  urges  the  Subcommittee  to  support  SSA's  Short  Term 
Disability  Project  as  the  prudent  method  for  solving  the 
disability  backlog  crisis. 

o  NTEU  urges  that  the  Social  Security  Administration  be  advised 
to  re-evaluate  the  viability  and  focus  of  its  Disability 
Redesign  Plan. 

o  NTEU  urges  the  Subcommittee  to  insist  that  the  necessary 
technological  changes  in  the  disability  system  be  installed 
prior  to  initiation  of  the  Redesigned  Plan. 

o  NTEU  urges  this  Subcommittee  to  insist  that  the  Disability 
Redesign  Process  be  implemented  in  a  prudent,  well  considered 
manner  with  valid  testing  procedures  to  ensure  the  viability 
of  each  part  of  the  plan. 

This  concludes  my  prepared  testimony.  Again,  I  thank  you  for 
the  opportunity  to  share  our  views  on  the  important  issues  facing 
the  Department  of  Health  and  Human  Services.  I  look  forward  to 
working  with  you  on  these  matters  as  budget  negotiations  progress. 
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Statement  in  Support  of  $1  Million  to  Establish  a  Research  Fund 

for  the  Development  and  Testing  of  Refined  Restraint  Techniques 

for  Nonhuman  Primates  In  Biomedical  Research 

By  Christine  Stevens,  Secretary 
March  31,  1995 

Before  the  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies  of  the  House  of  Representatives  Committee  on  Appropriations 

On  behalf  of  the  Society  for  Animal  Protective  Legislation,  I  present  two  requests: 

I)  An  appropriation  for  establishment  of  a  research  fund  to  develop,  test  and  implement 
refined  restraint  techniques  for  nonhuman  primates  in  experimentation. 

II)  Rejection  of  the  Plan  produced  by  NIH  in  response  to  a  request  from  Congress. 

I)  We  respectfully  request  an  appropriation  of  $  1 ,000,000  for  establishment  of  a  research  fund  that 
will  allow  the  biomedical  research  community  to  develop,  test  and  implement  refined  restraint 
techniques  for  nonhuman  primates. 

Involuntary  restraint  of  nonhuman  primates  is  tacitly  accepted  by  many  veterinarians  and  colony 
managers  as  a  given  methodological  characteristic  of  research  protocols  and  husbandry  practices. 
Some  primatologists,  however,  have  long  recognized  that  traditional  restraint  procedures  constitute 
uncontrolled  methodological  variables  (1-3).  The  animals  often  struggle  when  being  forcefully 
restrained,  not  only  because  of  the  physical  discomfort  but  because  of  adverse  conditioning,  with 
restraint  being  the  predictable  prelude  to  an  uncontrollable,  usually  stressful  procedure  (4-7).  Being 
removed  from  the  familiar  homecage  during  most  restraint  situations  adds  to  the  anxiety  experi- 
enced, and  subjects  produce  increased  concentrations  of  Cortisol  (8)  and  often  show  gross  signs  of 
distress,  such  as  acute  diarrhea,  rectal  prolapse,  and  alarm  vocalization  (7,9). 

It  should  be  remembered  that  a  U.S.  Government  Principle  (10)  requires  the  investigator  to  consider 
that  procedures  causing  pain  or  distress  in  human  beings  may  also  cause  pain  or  distress  in  other 
animals.  There  should  be  little  doubt  that  forceful  physical  restraint  causes  primates  -  human  and 
nonhuman  primates  alike  -  physical  and  emotional  stress  (11).  Scientific  data  collected  from  such 
subjects  must  be  evaluated  with  particular  reservation,  taking  into  account  stress -related  deviations 
from  expected  normal  physiological  functions  and  behavioral  reactions.  The  data,  however,  are 
usually  not  collected  by  the  responsible  investigator  but  by  animal  caregivers,  animal  technicians  or 
student  helpers  (12,13).  Unaware  of  the  circumstances  under  which  her/his  research  data  were 
collected,  the  investigator  cannot  account  for  the  variability  of  those  data.  It  is  self-evident  that  a 
stressed  animal  yields  stressed,  i.e.  confounded  data  that  are  of  little  scientific  value  (14).  The  NIH 
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Guide  for  the  Care  and  Use  of  Laboratory  Animals  (15)  aptly  notes  that  good  husbandry  minimizes 
variations  that  can  modify  an  animal's  response  to  experimentation.  However,  oblivious  to  the  fact 
that  the  experimental  animal  was  stressed  during  data  collection,  the  investigator  treats  such  data  as 
scientifically  reliable,  i.e.  normative.  The  statistical  analysis  will  require  an  extra  large  number  of 
experimental  subjects  or/and  repetition(s)  of  the  experiment  to  compensate  for  the  stress-related  high 
variance. 

Avoiding  the  data-biasing  effect  of  conventional  restraint  methods  will  automatically  reduce  the 
number  of  research  subjects  needed  to  justify  a  sound  statistical  data  analysis.  This,  in  turn,  will 
drastically  reduce  overall  research  costs  accruing  from  animal  procuration,  animal  housing,  animal 
care  personnel,  etc.  The  number  of  animals  for  which  an  investigator  is  requesting  funding  can  thus 
readily  be  reduced  if  he/she  is  required  to  make  sure  research  data  are  collected  from  unstressed  rather 
than  stressed  animals. 

What  are  common  research-associated  procedures  that  are  stressful  for  nonhuman  primates?  So 
called  squeeze-backs  are  used  to  push  an  animal  to  the  front  of  his/her  cage  and  immobilize  the  animal 
during  blood  collection,  injection  or  other  procedures.  Squeeze-backs  are  also  used  to  force  an 
animal  to  leave  the  cage  and  enter  a  transfer  box.  Nets  are  used  to  catch  individual  animals  within 
groups  for  sample  collection.  Subjects  often  become  entangled,  requiring  forceful  extrication. 
Restraint  chutes  with  adjustable  restrictors  and/or  guillotine  panels  are  used  to  immobilize  an  animal 
during  sample  collection.  Tables  or  specially  designed  boards  or  crosses  are  used  to  manually  or 
mechanically  hold  an  animal  in  the  so  called  "crucifixion  position"  for  sample  collection,  electro- 
cardiographic recording  and  other  procedures.  Pillary  type  attachments  at  the  neck  and  waist  are  used 
to  keep  an  animal  seated  in  so  called  "restraint  chairs"  during  sample  collection  and/or  psychological 
testing.  Special  tethers  are  used  for  remote  sample  collection  via  chronic  cannulation  of  blood  vessels 
or  other  organs. 

A  recent  review  of  the  literature  assessed  physiological  responses  to  these  traditional  restraint 
procedures  (16).  Unintended  responses  include:  increased  Cortisol  secretion,  increased  cat- 
echolamine secretion,  increased  prolactin  secretion,  inhibition  of  the  secretion  of  gonadotrophic 
hormones,  termination  of  pregnancy,  alteration  of  respiratory  rate,  elevated  heart  rate,  elevated  blood 
pressure,  metabolic  acidosis,  pronounced  leukocytosis,  immune  suppression,  enzymatic  alterations, 
and  electrocorticographic  deviations.  Responses  persist  even  if  several  weeks  are  allowed  for 
habituation,  suggesting  that  primates  held  in  laboratories  do  not  adjust  to  being  forcefully  restrained. 
Data  collected  from  such  animals  are  not  normative  but  are  bound  to  be  characterized  by  an  abnormal 
variability  and  hence  are  of  reduced  value  for  a  sound  statistical  analysis  and  reliable  scientific 
interpretation. 

During  sample  collection  many  stress  sources  can  be  avoided.  Investigators  can  capitalize  on  the 
animals'  intelligence  and  train  research  subjects  to  cooperate  rather  than  resist  during  the  most 
common  procedures  such  as  capture  (17-20),  blood  sampling  (19,  21-26)  and  urine  collection  (27- 
28).  The  animals  are  smart,  and  thus  little  time  is  needed  to  teach  them  how  to  cooperate.  For 
example,  a  total  of  only  six  hours  (i.e.  eight  minutes/animal)  were  required  to  condition  a  group  of 
45  rhesus  macaques  to  voluntarily  enter  a  chute  system  one  by  one  and  enter  a  transport  cage  to  allow 
capture  for  sample  collection  (29). 
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Preliminary  findings  indicate  that  the  typical  data-biasing  distress  reactions  during  traditional 
restraint  procedures  can  be  avoided  by  training  the  subject  beforehand  to  cooperate  rather  than  resist 
For  example,  no  significant  Cortisol  responses  to  blood  collection  could  be  detected  in  15  male  and 
six  female  rhesus  (30)  during  a  data  collection  procedure.  These  animals  not  only  had  learned  to 
cooperate  but  allowed  handling  to  take  place  in  their  familiar  home  environment.  Average 
cumulative  training  time  invested  until  a  subject  voluntarily  presented  a  leg  in  the  partially  opened 
door  of  the  homecage  and  displayed  no  resistance  during  blood  collection  was  40  minutes  for  the 
rhesus  and  35  minutes  for  the  stumptailed  macaques  (26,25).  This  negligible  time  investment 
quickly  paid  off  in  shorter  handling  times,  more  valid  data,  and  reduced  health  risks  for  the  handler 
(heavy  animals  no  longer  need  to  be  carried;  cooperative  animals,  unlike  resisting  animals,  are 
unlikely  to  bite). 

Stress-related  variations  of  research  data  can  be  reduced  or  eliminated  not  only  with  the  help  of 
training  programs,  but  also  by  providing  the  research  subject  social  support  during  distressing 
situations  such  as  chair-restraint  or  tether-restraint.  There  are  always  possibilities  to  temporarily 
house  animals  in  such  a  way  that  the  experimental  subject  can  keep  continuous  visual  and  acoustic 
contact  with  another  familiar  conspecific  kept  close  by.  The  assumption  that  the  presence  of  a 
companion  has  a  protective  effect  under  stress  (31-34)  is  supported  by  a  preliminary  study  of  four 
adult  baboons  subjected  to  a  tether  restraint-condition.  The  animals  were  tested  under  single-housing 
and  social-housing  conditions.  Being  restrained  in  company  with  familiar  social  partners  resulted 
in  significantly  lower  resting  blood  pressure  and  heart  rates,  suggesting  that  companionship  buffered 
the  physiological  responses  to  the  otherwise  distressing  restraint  conditions  (35). 

A  special  research  fund  is  needed  to  expand  the  pilot  studies  in  order  to  consolidate  the  preliminary 
conclusion  that  research  data  collected  from  nonhuman  primates  do  not  need  to  be  biased  by  distress 
resulting  from  the  research  subject' s  fear  and  discomfort  during  sample  collection.  The  research  fund 
will  support  projects  that: 

a)  Develop  further  training  techniques  for  each  category  of  research  animal/species. 

b)  Compare  new  refinement  techniques  (training,  social  support)  of  sample  collection  with 
traditional  methods  in  their  impact  on  the  research  subject's  normative  physiology.  Specific 
physiological  (e.g.  urine  Cortisol  concentration)  and  behavioral  (e.g.  alertness)  parameters  that  are 
well  recognized  as  distress-sensitive  indicators  for  each  category/species  of  research  animals  will 
have  to  be  assessed. 

Published  information  justifies  the  inference  that  projects  supported  by  the  research  fund  will  lead 
to  substantial  cuts  in  research  costs.  Once  it  has  been  scientifically  demonstrated  on  a  wide-scale 
basis  that  data-biasing  distress  associated  with  sample  collection  can  be  readily  avoided,  the  new 
refinement  techniques  will  have  to  be  accepted  by  the  biomedical  community  because  they  will  help 
generate  more  reliable  research  data.  The  new  refinement  in  methodology  will  no  longer  justify  the 
traditionally  high  numbers  of  nonhuman  primates  assigned  to  research  on  multiple  repetitions  of 
experiments  with  unduly  stressed  animals.  Research  proposals  that  do  not  account  for  avoidable  bias 
of  data  collected  from  distressed  nonhuman  primates  should  not  be  funded  with  money  derived  from 
taxes.  This  is  a  burden  that  should  be  removed  from  American  tax  payers. 
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II)  In  1993,  the  Congress  asked  NIH  to  report  on  its  work  for  development  of  alternatives  to 
laboratory  animals  through  their  replacement,  reduction  or  refinement  of  technique  to  prevent  animal 
suffering.  The  NIH  submitted  their  Plan  for  the  Use  of  Animals  in  Research  to  Congress  in  May  1 994. 
The  Society  for  Animal  Protective  Legislation  strongly  urges  this  distinguished  committee  to  reject 
this  NIH  plan  and  reiterate  its  instruction  to  NIH  as  expressed  in  Dr.  Barbara  Orlans'  letter  to  the 
editor  of  the  Johns  Hopkins  Center  for  Alternatives  to  Animal  Testing,  Fall  1994  bulletin: 

"Last  year,  the  U.S.  Congress  instructed  NIH  to  prepare  a  national  plan  describing  NFH's  efforts  to 
foster  the  Three  Rs  alternatives  (FRAME  NEWS  35,8).  Those  who  support  alternatives  viewed  this 
instruction  as  an  important  event,  because  NIH  influence  within  the  biomedical  community  is 
significant:  NIH  is  the  major  US  Government  funding  agency,  providing  some  two  billion  dollars 
annually  for  animal  research. 

"The  instructions  from  Congress  on  10  June  1993  were  clear:  "The  Director  of  NIH. ..shall  prepare 
a  plan...  for  the  National  Institutes  of  Health  to  conduct  or  support  research  into...  methods  of 
biomedical  research  and  experimentation  that  do  not  require  the  use  of  animals...  that  reduce  the 
number  of  animals  in  such  research...  (and)  produce  less  pain  and  distress  in  such  animals...  (and) 
for  encouraging  the  acceptance  by  the  scientific  community  of  such  (alternative)  methods  that  have 
been  found  to  be  valid  and  reliable. ' 

"The  NIH  report,  now  issued,  is  a  travesty.  Entitled  Plan  for  the  Use  of  Animals  in  Research,  the 
report  is  not  responsive  to  the  charge  from  Congress.  The  reader  would  not  even  know  that  this  report 
is  supposed  to  be  about  alternatives  until  reaching  Appendix  B  after  some  30  pages.  Alternatives  are 
rarely  mentioned  before  that.  Mainly,  this  report  deals  with  NIH  activities  in  support  of  various 
models  for  biomedical  research.  This  is  quite  different  from  what  was  requested.  The  report  shows 
little  appreciation  of  the  concept  of  alternatives,  nor  of  what  NIH  could  be  doing. 

"This  is  yet  another  example  of  the  unfortunate  foot-dragging  of  NIH  regarding  alternatives.  Other 
countries,  such  as  the  UK,  the  Netherlands,  Sweden  and  Germany  have  active  government  programs 
providing  funding  for  all  of  the  Three  Rs.  In  contrast,  in  the  United  States,  significant  funding  from 
government  sources  for  the  Three  R's  is  lacking.  Here,  funding  for  alternatives  has  come  mainly 
from  industry,  private  foundations,  and  the  anti- vivisection  movement. 

"In  my  opinion,  Congress  should  reject  this  NIH  Plan  as  being  non-responsive  to  its  request.  An 
active  NIH  program  on  all  of  the  Three  R's  would  be  responsive  to  public  concern  and  is  long 
overdue. 

Sincerely, 

F.  Barbara  Orlans,  PhD 
Kennedy  Institute  of  Ethics 
Georgetown  University 
Washington,  DC  20057" 
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The  Health  Industry  Manufacturers  Association  (HIMA)  appreciates  the  opportunity  to 
submit  this  written  statement  on  the  appropriations  request  of  the  Agency  for  Health  Care 
Policy  and  Research  (AHCPR)  for  fiscal  year  1996. 

HTMA  is  the  national  trade  association  representing  more  than  700  manufacturers  of  medical 
devices,  diagnostic  products  and  health  care  information  systems. 

Medical  technology  has  made  significant  contributions  to  improving  health  care  for  the 
citizens  of  this  country.   Less  invasive  techniques  using  technologies  such  as  surgical  lasers 
and  diagnostic  tests  have  improved  the  quality  of  care  while  enhancing  the  productivity  of 
our  health  care  system  and  the  patients  it  serves.   Technologies  such  as  implantable 
defibrillators  and  portable  dialysis  are  lengthening  lives  and  substantially  improving  the 
quality  of  life.   Sophisticated  home  medical  equipment  and  infusion  technology  permits 
patients  to  treat  themselves  in  the  lower-cost  home  setting. 

In  today's  cost  containment  environment,  our  challenge  is  to  optimize  these  health  and 
economic  benefits.   To  achieve  this,  we  must  know  more  about  the  outcomes  associated  with 
technology,  as  well  as  the  clinical  circumstances  that  demand  technology's  use.   As  the 
committee  focuses  on  AHCPR  appropriations,  we  recommend  that  careful  attention  be  given 
to  the  development  of  this  information  for  medical  decision  making  and  the  need  for 
continued,  timely  introduction  and  use  of  technology. 

With  consideration  of  these  interests,  our  statement  focuses  on  the  technology  assessment 
provisions  contained  in  the  Agency's  fiscal  year  1996  budget  request.   Specifically,  AHCPR 
has  requested  additional  funding  of  $2  million  to  establish  a  new  program  of  "public-private 
centers  or  consortia"  to  conduct  technology  assessments  and  to  provide  technical  assistance  to 
health  plans. 

Our  comments  center  around  three  major  points: 

•  AHCPR' s  current  approach  to  technology  assessment  is  limited  and  cumbersome  and 
fails  to  recognize  the  nature  of  medical  technology  innovation  and  diffusion. 

•  AHCPR' s  technology  assessment  program  is  inextricably  linked  to  coverage  decision 
making  and,  therefore,  is  a  key  determinant  in  the  introduction  and  diffusion  of 
important  new  medical  advances. 

•  Any  program  that  undermines  our  current,  pluralistic  system  of  technology  assessment 
and  medical  decision  making  would  significantly  impact  the  introduction  of  new 
technology.  To  consolidate  judgments  about  medical  technology  in  a  single  or  a  limited 
number  of  entities  would  cause  irreparable  harm  to  our  industry's  ability  to  introduce 
new  technologies. 

The  remainder  of  our  statement  provides  additional  detail  on  each  of  these  points. 
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AHCPR's  Current  Program  of  Technology  Assessment 

Technology  assessment  is  the  systematic  evaluation  of  the  properties,  benefits  and 
effectiveness  of  medical  technologies.  It  involves  a  process  of  identifying  assessment  topics 
and  priorities;  specifying  the  problem;  retrieving,  interpreting,  and  synthesizing  information 
and  data;  and  formulating  findings  and  recommendations. 

In  our  view,  the  optimal  system  of  assessment  mirrors  the  process  of  medical  technology 
innovation  and  diffusion.  That  is,  it  recognizes  that  invention  is  incremental  and  non-linear 
and  that  diffusion  is  an  integral  part  of  the  innovation  process.   The  continuous  feedback  of 
clinicians  using  devices  in  real-life  settings  is  a  defining  characteristic  of  what  it  means  to 
innovate  in  our  industry.   From  this  process  emerges  adjustments  and  refinements,  new 
applications,  and  greater  knowledge  and  skill  among  practitioners.   It  is  no  surprise, 
therefore,  that  technology  assessors  are  often  constrained  by  a  paucity  of  data  on  a  new 
product.   To  develop  such  data  requires  the  use  of  technology  in  actual  -  not  controlled, 
selective  ~  clinical  settings. 

Unfortunately,  AHCPR's  approach  to  technology  assessment,  as  well  as  that  of  many  other 
assessment  bodies,  stands  in  stark  contrast  to  the  nimble,  seamless  process  of  medical 
technology  innovation  and  diffusion.  Instead  of  recognizing  the  constantly  changing,  non- 
linear nature  of  medical  innovation,  AHCPR's  assessments  consist  of  a  cumbersome, 
retrospective  review  of  yesterday's  information  about  a  technology. 

This  conventional  approach  holds  medical  advances  in  a  "freeze  frame"  and  attempts  to  draw 
conclusions  about  a  technology  based  only  on  the  knowledge  then  available.   Limiting 
technology  assessment  to  existing  literature  and  data  provides  no  practical  means  for 
considering  the  continuous  flow  of  new  information  -  information  that  becomes  available 
through  actual  clinical  experience.   Early  assessments  may  not  reflect  improvement  in  an 
emerging  technology's  capabilities,  the  increased  proficiency  of  its  users,  the  full  breadth  of 
its  clinical  application,  or  its  long-term  outcomes.   In  many  instance,  technology  assessments 
are  out  of  date  by  the  time  they  are  published. 

In  addition  to  these  methodological  limitations,  there  is  also  the  issue  of  timing.   According 
to  a  1988  study,  it  took  the  Office  of  Health  Technology  Assessment  nearly  two  years  on 
average  to  conduct  an  assessment.   Many  technologies  required  a  substantially  longer  period. 
According  to  anecdotal  reports  from  technology  manufacturers  and  other  parties,  delays  such 
as  those  reported  in  the  1988  study  have  lengthened  in  recent  years.   Given  the  rapid  pace  of 
technological  advances,  these  assessments  are  of  questionable  value  for  medical  decision 
making  in  the  real  world,  yet  they  delay  patient  access  to  new  treatments. 

We  believe  that  technology  assessment  must  become  a  more  iterative,  real-time  process  that 
is  constantly  replenished  with  data  on  actual  clinician  and  patient  experience.   To  do  so 
requires  the  development  of  information  and  data  on  the  outcomes  associated  with  medical 
technologies  and  services,  buttressed  by  an  improved  health  care  information  infrastructure. 
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Numerous  illustrations  of  this  approach  are  already  emerging  in  the  private  sector.   For 
example,  an  important  factor  contributing  to  the  success  of  implementing  AHCPR's  guideline 
on  preventing  pressure  ulcers  at  Salt  Lake  City-based  Intermountain  Health  Care  (IHC)  was 
the  organization's  ability  to  modify  the  guidelines  for  local  use  through  their  Health 
Evaluation  through  Logistical  Planning  (HELP)  system,  a  computerized  patient  record 
application.   The  HELP  system  has  also  provided  IHC  with  information  to  develop  clinical 
protocols  for  other  specific  conditions.  With  the  perpetual  feedback  made  possible  by  the 
HELP  system,  these  protocols  are  continuously  evolving  and  improving. 

With  consideration  of  these  and  other  successes,  we  recommend  that  Congress  require  that 
any  Agency  funding  of  technology  assessment  centers  or  consortia  adopt  these  more 
innovative  approaches  and  data  development  strategies  that  are  emerging  in  the  private 
sector. 

Technology  Assessment  and  Coverage  Decision  Making 

Despite  the  limitations  of  AHCPR's  technology  assessment  approach,  the  results  of  these 
studies  routinely  serve  as  the  basis  of  coverage  decisions  by  Medicare  and  CHAMPUS. 
Managed  care  plans  and  other  health  care  purchasers  often  rely  upon  these  assessments  for 
their  coverage  decisions  as  well.  Despite  assertions  made  by  some,  there  is  an  inextricable 
linkage  between  technology  assessment  results  and  decisions  of  whether  to  pay  for  a  new 
technology. 

Because  of  the  rigid  nature  of  conventional  assessment  methods,  most  coverage  decisions  that 
stem  from  these  assessments  are  either  up  or  down  ~  that  is,  a  technology  is  either 
considered  standard  or  experimental.   The  reality  is  that  a  technology  can  be  both,  or  in 
between,  moving  from  experimental  to  standard  practice  and  back,  as  it  is  further  refined  and 
applied  in  clinical  practice. 

The  ramifications  of  these  restrictive  coverage  policies  for  technology  adoption  cannot  be 
overstated.   Technologies  that  are  deemed  experimental  or  investigational  are  typically 
excluded  from  coverage;  those  that  are  standard  or  accepted  practice  are  generally  eligible 
for  coverage. 

Consistent  with  the  more  innovative  approaches  for  assessing  technology  outlined  above,  the 
Medicare  program  should  also  become  more  innovative  by  abandoning  the  polarities  of 
current  coverage  decision  making  practices.  More  specifically,  we  support  a  system  of 
Medicare  coverage  that  recognizes  the  value  of  continuous  feedback  and  actual  clinical 
experience  for  evaluating  new  and  emerging  medical  technology.  In  keeping  with  this 
approach,  Medicare  beneficiaries  should  have  access  to  medical  devices  that  are  used  in 
controlled  clinical  trials  approved  by  the  Food  and  Drug  Administration. 
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Maintaining  Our  Current  Pluralistic  System  of  Technology  Assessment 

H1MA  recommends  that  any  AHCPR  proposal  to  bolster  its  capability  through  funding  of 
outside  technology  assessment  bodies  be  directed  at  moving  away  from  the  more  limited, 
conventional  methods  of  assessment  and  towards  the  more  innovative  approaches  discussed 
previously. 

We  are  unalterably  opposed  to  any  proposal  that  would  replace  our  local,  pluralistic  system 
of  technology  assessment  and  medical  decision  making  by  attempting  to  consolidate 
judgments  about  medical  practice  either  within  the  Agency,  or  through  one  or  a  limited 
number  of  entities  funded  by  public-private  arrangements. 

Local  providers  and  payers  are  increasingly  aggressive  in  assessing  technology  and  making 
decisions  about  its  introduction.  These  plans  know  their  own  circumstances,  they  are  closer 
to  their  own  patients,  and  they  are  more  easily  held  accountable  for  such  decisions  than 
centralized,  consolidated  assessment  entities  could  ever  be.   Moreover,  local  assessment 
allows  physicians  and  their  patients  to  gain  early  access  to  devices,  permits  on-going 
interaction  and  refinement,  and  feeds  information  about  everyday  device  experience  back  to 
purchasers  and  users. 

While  decisions  about  the  use  of  technology  should  remain  at  the  hands  of  local  providers, 
we  believe  that  any  Federal  efforts  in  this  area  would  be  better  directed  toward  supporting 
local  medical  decision  making  by  using  resources  to  develop  a  centralized  clearinghouse  on 
technology  assessment  information.   This  clearinghouse  could  draw  together  the  results  of 
thousands  of  individual  assessments  that  are  conducted  throughout  the  world  every  year. 
This  information  must  be  collected,  organized,  and  presented  in  plain  language  to  physicians, 
payers,  providers,  and  others.   This  can  be  accomplished  through  high-speed  information 
technology,  including  fax,  electronic  bulletin  boards,  on-line  services,  and  related  methods. 

Many  payers  and  other  parties  have  long  held  the  notion  that  health  care  technology  diffusion 
is  too  rapid  and  uncontrolled  and  that  up-front  centralized  assessment  is  the  only  way  to 
prevent  "unbridled"  diffusion  of  new  medical  products  and  related  services.   For  all  of  the 
reasons  stated  previously,  however,  premature,  national,  centralized  assessment  of 
technology  would  significantly  interrupt,  or  even  halt  the  medical  technology  innovation 
process,  impeding  new  products  well  before  they  have  had  a  chance  to  prove  themselves  or 
for  their  full  potential  to  be  discovered. 

Medical  technology,  when  applied  appropriately  in  patient  care,  can  contribute  significantly 
to  enhancing  the  health  and  productivity  of  patients,  the  delivery  system,  and  society  more 
broadly.  The  key  to  achieving  these  benefits  lies  in  allowing  continued  innovation  and 
diffusion  of  technology  and  relying  on  sound  data  to  guide  its  use  in  medical  care.  As  the 
Committee  considers  die  role  of  the  Federal  government  in  developing  this  information  for 
medical  decision  making,  we  urge  you  to  be  sensitive  to  the  need  for  continued,  timely 
introduction  and  appropriate  use  of  technology. 
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The  National  Council 

on  Problem  Gambling,  Inc. 


The  National  Council  on  Problem  Gambling,  Inc.  was  founded  in  1972,  and  since  that 
time  has  worked  to  support  research,  public  education,  training,  referral  and  model 
program  development  to  further  understanding  and  treatment  for  individuals  and  families 
suffering  from  serious  gambling  disorders. 

The  NCPG: 

acts  as  an  International  Clearinghouse  for  information  and  idea  exchange, 

publishes  the  worlds  most  varied  and  comprehensive  output  of  articles 
through  the  Journal  of  Gambling  Studies,  and  the  Quarterly  News, 

organizes  National  Conferences,  Regional  Symposia  and  Training    Programs, 
distributes  information  regularly  in  more  than  10  countries, 

conducts  research  and  provides  evaluation  services, 

assists  with  the  development  of  model  legislation, 

provides  referral  to  a  variety  of  treatment  services  for  individuals  and 
families  through  its  National  800  number,  (800)  522-4700, 

develops  standards  for  programs  and  clinicians  treating  this  disorder. 

The  National  Council  on  Problem  Gambling,  Inc.  (NCPG)  is  an  incorporated  not-for- 
profit,  (501  C  3),  organization  that  began  its  work  in  1972.  Since  that  time,  a  collection 
of  professionals,  clinicians,  industry  wide  representatives  from  across  the  country  have 
combined  their  efforts  with  those  of  22  different  state  affiliates  to  increase  public 
awareness  regarding  problem  and  pathological  gambling  concerns,  further  the  public's 
understanding  of  problem  and  pathological  gambling,  refer  concerned  citizens  to  referral 
agencies  for  treatment,  education,  and  information  services,  and  spearhead  efforts  to 
increase  research  into  the  effects  of  increasing  legalized  gambling  and  the  increase  in 
problem  and  pathological  gambling  both  nationally  and  internationally.  Governance  for 
NCPG  includes  a  very  active  and  diverse  board  comprised  of  representatives  from 
affiliate  state  councils,  gaming  industry  representatives,  regulators,  academics,  attorneys, 
clinicians,  and  interested  others. 

•         NCPG  established  and  co-publishes  the  Journal  of  Gambling  Behavior  with  the 
University  of  Nevada  Reno  and  to  date  remains  the  only  publication  of  it's  kind. 
Other  sought  after  publications  produced  by  the  NCPG  include  the  Bettor  Times,  a 
quarterly  newsletter  and  special  issue  brochures  on  women,  alcohol  and  other 
drugs  and  teens. 
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•  NCPG  has  participated  in  countless  numbers  of  interviews,  educational 
pieces,  and  documentaries  provided  over  the  years  to  local  and  national 
television  and  radio,  and  print  media  including:  60  Minutes,  48-Hours,  Maryland 
Public  Television,  Arts  and  Entertainment  Network,  CNN,  CNBC,  Good  Morning 
America  the  Wall  Street  Journal  and  Time  Magazine  to  name  a  few. 

•  NCPG  has  made  great  strides  in  designing  and  implementing  a  variety  of  training 
programs  in  over  thirty  (30)  states  nationally  as  well  as  several  countries 
worldwide.  We  have  also  developed  and  implemented  the  National  Gambling 
Counselor  Certification.  To  date,  hundreds  of  applicants  have  applied  for  such 
certification  from  all  over  the  country  and  several  other  countries  as  testimony  to 
the  development  of  theii  clinical  competency  and  skill  in  working  with 
pathological  gamblers  and  their  family  members.  Currently  the  NCPG  is  certifying 
continuing  education  units  from  state  and  local  governments  as  well  as  private 
institutions  and  agencies  that  are  providing  training  programs.  Such  a 
coordinated  effort  towards  education  and  training  has  led  to  the  development 

of  training    materials,  the  content  of  which  includes  programs  for  youth, 
programs  for  the  elderly,  minorities,  for  those  involved  in  the  gaming 
industry,  for  EAP  representatives,  for  law  enforcement  representatives,  as  well  as 
the  clinical  training  package  available  for  counselors. 

•  We  have  been  instrumental  in  forming  legislation  for  a  variety  of  states  that  have 
sought  to  provide  information  and  treatment  services  for  its  citizens  as  part  of 
increased  legalized  gambling  within  the  state.  For  example  in  the  state  of  Iowa, 
1/2  of  1  %  of  lottery  revenue  is  dedicated  to  gamblers  assistance.  The  NCPG 
helped  draft  this  model  legislation,  then  provided  training  for  state  representatives 
allowing  them  to  institute  the  RFP  process,  review  the  submissions  in  support  of 
the  selection  committee,  and  consequently  conduct  ongoing  training  sessions 
within  the  state  for  the  clinicians  who  were  awarded  grants.  Such  training  sessions 
also  moved  beyond  the  scope  of  clinical  training  into  information  and  education 
services  for  law  enforcement,  for  community  action  agencies,  for  service 
organizations,  parent  groups,  as  well  as  a  collection  of  school  programs.  These 
efforts  have  continued  in  a  variety  of  states  and  are  well  represented  through  the 
individual  activities  of  each  of  our  twenty-two  (22)  state  affiliates. 

The  NCPG  does  not  take  a  stand  for  or  against  legalized  gambling.  Our  message  is  quite 
simple,  that  gambling  problems  exist,  that  this  is  a  treatable  disorder,  that  preventing 
gambling  problems  is  a  common  ground  in  which  all  related  entities  can  agree  with.  Our 
goal  is  to  further  the  help  and  understanding  for  those  problem  and  pathological  gamblers 
and  their  families  suffering  from  the  chronic  and  progressive  disorder. 
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The  American  Association  of  Dental  Schools  (AADS)  represents  all  of  the  dental  schools  in  the  United 
States,  as  well  as  advanced  education,  hospital,  and  allied  dental  education  institutions.  It  is  within  these 
institutions  that  future  practitioners,  educators,  and  researchers  are  trained;  significant  dental  care 
provided;  and  the  majority  of  dental  research  conducted.  The  AADS  is  the  one  national  organization 
that  speaks  exclusively  for  dental  education. 

Dentistry  has  been  highly  successful  in  preventing  oral  disease  and  in  developing  effective  primary  care 
treatments.  Every  dollar  invested  in  preventive  and  primary  care  dentistry  saves  consumers  between  $2 
and  $80.  While  we  are  extremely  proud  of  our  accomplishments,  we  do  not  want  to  leave  the 
Subcommittee  with  the  misconception  that  the  nation's  oral  health  problems  have  disappeared.  Oral 
diseases  are  among  the  most  prevalent  of  all  chronic  health  conditions.  Eighty-four  percent  of  all 
children  have  experienced  dental  decay  by  age  17.  Periodontal  disease  is  pervasive,  affecting  between 
forty  and  seventy  percent  of  adults.  More  than  a  third  of  adults  over  age  65  have  lost  all  their  teeth. 
Oropharyngeal  cancer  is  more  common  than  leukemia,  Hodgkin's  disease,  melanoma  of  the  skin,  and 
cancers  of  the  brain,  cervix,  ovary,  liver,  pancreas,  bone,  thyroid  gland,  testis,  or  stomach. 

Our  funding  requests  for  FY  1996  reflect  the  expanding  role  of  dentistry  and  the  changing  nature  of  the 
profession.  Because  the  Subcommittee  is  under  severe  fiscal  constraints,  we  have  focused  on  dental 
education  and  research  programs  that  are  extremely  cost-effective  and  will  yield  a  significant  return  for 
the  federal  investment. 

General  Dentistry  Residencies:  At  a  time  when  many  decry  the  shortage  of  primary  care  health 
professionals  and  search  for  programs  that  will  attract  generalists,  we  are  pleased  to  present  a  cost- 
effective  primary  care  success  story.  General  Dentistry  programs  provide  graduates  with  primary  care 
training  similar  to  the  internship  year  in  medicine.  Dentists  who  have  had  the  benefit  of  this  advanced 
residency  training  are  better  prepared  to  care  for  the  full  range  of  dental  services  for  all  their  patients. 
This  includes  the  ability  to  provide  complex  dental  services  for  patients  who  suffer  oral  problems  as  a 
consequence  of  chemotherapy  or  radiation  treatment  for  cancer  or  who  have  special  problems  from  other 
systemic  diseases,  including  asthma,  diabetes  and  heart  disease.  General  Dentistry  graduates,  who  can 
serve  a  broad  range  of  patient  needs,  are  especially  important  in  rural  and  underserved  urban  areas, 
where  logistical  or  financial  barriers  can  make  specialized  care  unobtainable. 

The  General  Dentistry  program  improves  access  and  availability  of  primary  care  services.  General 
Dentistry  programs  treat  large  numbers  of  underserved  populations  such  as  the  poor,  developmentally 
disabled,  elderly,  and  HIV  infected  individuals.  All  of  the  current  grantees  include  off-site  rotations  to 
underserved  communities  or  populations.  Eighty-six  percent  of  those  who  receive  general  dentistry 
training  remain  in  primary  care  practice  and  at  least  twenty-five  percent  of  recent  graduates  in  federally 
supported  General  Dentistry  programs  establish  their  practices  in  underserved  areas.  Recent  evaluations 
confirm  the  success  of  General  Dentistry  programs  in  meeting  federal  primary  care  objectives.  The 
Bureau  of  Health  Professions  study  of  postgraduate  General  Dentistry  education  found  that  "Considering 
the  relatively  modest  investment  of  funds  by  the  federal  government,  the  impact  on  the  growth  and  scope 
of  General  Dentistry  programs  and  the  subsequent  effect  on  dental  care  has  been  substantial."  And  all 
of  this  is  achieved  with  start-up  grants  which  provide  federal  support  for  no  more  than  3  years.  This 
requires  considerable  skill,  as  the  General  Dentistry  program  must  attract  enough  self-pay  patients  and 
patients  with  dental  insurance  to  offset  the  losses  incurred  in  treating  the  indigent.  (Unlike  their  medical 
counterparts,  these  dental  programs  cannot  rely  on  reimbursement  through  Medicare,  which  essentially 
excludes  dental  services;  and  the  reimbursement  available  through  Medicaid  is  extremely  limited,  if 
available  at  all.) 
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Demand  continues  to  outpace  supply  for  this  primary  care  training  as  approximately  300  additional 
training  positions  would  be  needed  to  accommodate  the  current  demand  for  these  positions.  Without 
Federal  support,  it  would  be  extremely  difficult  to  create  new  programs,  because  of  the  lead  time  needed 
for  these  programs  to  become  self-sufficient  and  because  of  the  high  cost  of  dental  equipment  and 
instrumentation. 

A  1995  Institute  of  Medicine  (lOM)  Study  of  Dental  Education  recommends  that  "postdoctoral  education 
in  general  dentistry  should  be  available  for  every  dental  graduate  and  that  an  emphasis  should  be  placed 
on  creating  new  residency  positions."  While  progress  has  been  made  in  meeting  the  current  and  future 
demand  for  primary  care  training  and  care,  a  reduction  in  funding  for  the  General  Dentistry  program 
would  halt  these  cost-effective  education  and  service  programs.  We  urge  the  Subcommittee  to  support 
the  IOM  recommendation  by  appropriating  $6  million  for  this  cost-effective  and  proven  program 
in  FY  1996. 

HIV/A  IDS  Dental  Reimbursement  program:  Federal  support  of  this  reimbursement  program  increases 
access  to  oral  health  services  for  HIV  positive  individuals  and,  at  the  same  time,  educates  dental  students 
and  residents  to  care  for  persons  with  HIV  disease.  Thus,  two  major  federal  objectives  -  service  to 
patients  of  limited  means  and  education  of  future  practitioners  -  is  accomplished  with  this  important, 
but  very  modest  federal  program. 

AIDS  patients  suffer  a  high  incidence  of  oral  disease  and  oral  health  care  is  very  important  to  them. 
A  survey  of  857  clients  of  the  Robert  Wood  Johnson  Foundations'  AIDS  Health  Services  Program  in 
9  cities  found  that  more  respondents  (52%)  reported  a  need  for  dental  care  than  any  other  service.  For 
example,  oral  lesions,  common  in  HIV  infected  individuals,  can  cause  significant  pain  and  oral  infection 
leading  to  fevers,  difficulty  in  eating,  speaking  or  taking  medication,  and  weight  loss.  Moreover,  the 
development  of  some  oral  problems  may  signify  that  HIV  disease  is  progressing.  Recognition  of  these 
oral  problems  indicates  the  need  for  initiation  of  treatment  with  antiretroviral  therapy,  drugs  to  prevent 
pneumonia,  or  involvement  in  a  clinical  drug  or  vaccine  trial. 

It  is  important  to  remember  that  private  insurance  and  Medicaid  coverage  for  dental  services  is  very 
limited  or  simply  unavailable  for  adults.  This  lack  of  sufficient  reimbursement  particularly  affects  those 
dental  clinics  providing  care  for  a  significant  number  of  HIV  infected  individuals.  The  AIDS  Dental 
Reimbursement  program  serves  as  a  kind  of  "matching  fund"  that  recognizes  the  significant  expenditures 
incurred  by  dental  programs  that  serve  a  disproportionate  share  of  AIDS  patients.  The  program  has  also 
enhanced  relationships  of  dental  education  institutions  with  state  and  local  AIDS  care  consortia. 
Unreimbursed  costs  continue  to  rise  as  the  number  of  HIV  infected  individuals  increases.  AADS  urges 
an  appropriation  of  $9  million  in  FY  1996  to  allow  modest  growth  in  this  important  program. 

National  Health  Service  Corps  Scholarship  and  Loan  Forgiveness  Programs:  We  strongly  support 
the  NHSC  Scholarship  and  Loan  Forgiveness  Programs  which  assist  students  with  the  rising  costs  of 
financing  their  health  professions  education  while  promoting  primary  care  access  to  underserved  areas. 

The  FY  1994  Appropriations  Conference  Report  instructed  the  NHSC  to  undertake  an  oral  health  care 
initiative  in  order  to  increase  dental  participation  in  the  NHSC.  As  a  result,  the  number  of  dental  loan 
repayment  awards  has  increased  from  22  in  1992  to  136  in  1994.  Problems  continue  to  exist,  however, 
in  the  scholarship  program,  which  has  almost  completely  abandoned  dental  scholarships  (only  8 
scholarships  have  been  awarded  since  1992  and  none  were  awarded  in  1994).  We  believe  it  is  critical 
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that  the  NHSC  commitment  to  dentistry  be  maintained  and  strengthened  as  the  need  for  dental  providers 
is  becoming  more  pronounced  in  underserved  areas  throughout  the  nation.  When  dental  Health 
Professions  Shortage  Areas  (HPSAs)  were  updated  in  1993,  it  became  clear  that  the  situation  worsened 
for  dentistry  -  2073  dentists  were  needed  to  service  1068  designated  HPSAs,  as  compared  to  1400 
dentists  needed  for  792  dental  HPSAs  prior  to  1993. 

This  means  that  oral  health  services  are  still  needed  throughout  the  U.S.  to  assure  rural  and  urban 
underserved  people  relief  of  pain  and  removal  of  oral  infections.  Without  these  services,  dental  and  oral 
diseases  will  result  in  diminished  employment  prospects  for  those  without  jobs,  decreased  ability  of 
school  children  to  concentrate,  lower  worker  productivity  and  increased  medical  problems.  Unless  more 
dentists  are  made  available  in  shortage  areas,  we  will  continue  to  see  costs  climb  as  hospital  emergency 
rooms  are  used  to  provide  extensive  care  for  what  began  as  a  dental  problem  and  has  evolved  into  a 
systemic  condition.  We  ask  the  subcommittee  to  address  this  growing  problem  by  including  Report 
language  reaffirming  the  need  for  a  substantive  NHSC  oral  health  care  initiative  in 
FY  1996. 

Other  Health  Professions  Education  and  Training  Programs:  We  want  to  express  our  support  for 
the  various  programs  involving  recruitment  and  retention  of  disadvantaged  students  and  promotion  of 
minority  faculty.  We  request  funding  for  the  Scholarship  for  Disadvantaged  Students  program  at  $26 
million  and  the  Exceptional  Financial  Need  Scholarships  at  $1 1  million,  the  Loan  for  Disadvantaged 
Students  program  at  $15  million,  the  Centers  of  Excellence  program  at  $32  million,  and  the 
Disadvantaged  Assistance  program  (Health  Careers  Opportunity  Program/Federal  Assistance  for 
Disadvantaged  Health  Professions  Students)  at  $32  million.  We  urge  support  for  the  Faculty  Loan 
Repayment  &  Faculty  Fellowship  program  at  $4  million  so  that  minority  faculty  can  be  recruited  to 
serve  as  role  models  in  health  professions  schools  at  this  critical  time.  In  addition,  we  urge  that  the 
Subcommittee  provide  $375  million  in  credit  authority  for  the  critically  important  Health  Education 
Assistance  Loan  (HEAL)  program. 

Because  the  Rural  Health  Training  and  the  Health  Education  and  Training  Centers  programs,  Geriatric 
Initiatives,  Area  Health  Education  Centers,  and  Allied  Health  Special  Projects  promote  access  to  health 
care  for  special  populations,  we  urge  the  Subcommittee  to  fund  these  programs  at  the  following  levels: 
$17  million  for  the  Geriatric  Training  and  GEC  programs,  $25  million  for  AHECs,  $5  million  for  Allied 
Health  Special  Projects,  $7  million  for  Rural  Health  Training,  and  $5  million  for  HETCs. 

Research:  Support  of  the  National  Institute  of  Dental  Research  (NIDR)  has  yielded  results  applicable 
not  only  to  oral  health  but  to  health  in  general.  NIDR's  objective  is  to  promote  the  advancement  of 
research  in  all  sciences  pertaining  to  the  mouth  and  facial  structures,  to  seek  ways  of  treating  and 
preventing  oral  diseases,  and  to  facilitate  the  transfer  of  knowledge  into  practical  help  for  the  public. 
Research  funded  by  NIDR  has  opened  new  pathways  to  better  diagnosis,  prevention,  and  treatment  of 
oral  disease.  Increased  funding  is  essential  to  the  continuation  of  important  research  into  the  general 
health  and  primary  care  of  America's  children,  adults,  and  senior  citizens.  AADS  endorses  the 
testimony  of  the  American  Association  for  Dental  Research  regarding  priorities  and  funding  of 
$215  million  for  the  NIDR  in  FY  1996. 
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I  am  privileged  to  be  able  to  submit  the  following  comments  for  the  Committee's 
consideration. 

Although  few  people  have  ever  heard  of  NF,  it  is,  in  fact,  the  most  common 
neurological  disorder  caused  by  a  single  gene.  At  least  100,000  Americans  have 
NF.  That  compares  with  about  30,000  who  have  Cystic  Fibrosis  and  20,000  who 
have  hereditary  Muscular  Dystrophy. 

NF  causes  tumors  to  grow  along  the  nerves  anywhere  on  or  in  the  body.  It  leads 
to  severe  disfigurements,  blindness,  deafness,  skeletal  deformities, 
malignancies,  brain  and  spinal  tumors  and  learning  disabilities. 

Givin  the  wide  variability  of  disease  manifestations  in  NF,  the  Committee  has 
urged  us  in  the  past  to  foster  collaborative  efforts  between  various  Institutes  at 
the  NIH  under  whose  purview  the  different  manifestations  in  NF  fall.  I  am 
pleased  to  report  that  these  efforts  are  taking  place  and  that  "Cross-Institute" 
activities  have  begun. 

Vv*  are  aware  of  other  testimony  given  to  the  Congress  to  the  effect  that 
collaboration  between  the  Institutes  on  neurofibromatosis  is  lacking.  We  wish  to 
strongly  distance  ourselves  from  such  an  observation.  In  our  experience,  there  is 
a  good  deal  of  collaboration  -  so  much  in  fact,  that  the  Cross  -  Institute  activities 
in  neurofibromatosis  represent  a  model  of  how  the  various  Institutes  can  act 
together  for  the  betterment  of  any  given  patient  population. 
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As  the  oldest  and  largest  NF  organization  by  far,  we  base  our  judgement  on  more 
than  12  years  of  working  with  the  various  NIH  Institutes,  their  leaderships, 
researchers  and  clinical  experts. 

NF  research  has  had  strong  support  from  this  Committee  and  because  of  that, 
NF  research  has  been  enormously  productive.  In  1990  we  found  the  gene 
causing  NF1  and  "neurofibromin",  the  protein  it  encodes.  Shortly  thereafter  ws 
found  that  the  mutated  NF1  gene  is  also  implicated  in  some  of  the  most  common 
human  cancers,  including  melanoma,  and  leukemia.  In  1993  we  found  the  gene 
causing  NF2  and  "merlin",  the  protein  it  encodes.  We  immediately  saw  that  this 
protein,  too,  has  profound  importance  for  other  medical  problems,  including  brain 
tumors,  malignancies  and  apparently  developmental  disorders  in  general.  And 
now  the  most  recent  development  is  the  start  of  the  first  multi-center,  national 
clinical  trials  in  NF1  to  test  possible  therapies. 

Much  of  this  progress  has  come  since  this  Committee  earmarked  $2  million  for 
NF  research  by  the  NIH.  these  funds  above  and  beyond  what  the  National 
Institutes  of  Health  were  already  spending  on  NF.  H  was  a  very  cost  effective 
investment. 

I  should  point  out  in  this  connection  that  the  progress  In  NF  research  has  been 
accomplished  with  a  fraction  of  the  public  and  private  resources  mobilized  for  far 
better  known  but  considerable  less  prevalent  genetic  problems.  We  attribute  this 
to  the  leadership  of  the  Congress,  including  this  Committee,  and  the  unusually 
effective  partnership  of  public  and  private  institutions  supporting  NF  research. 
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Our  Foundation,  which  began  the  first  research  program  for  NF  anywhere  in  the 
world  in  1983,  remains  a  driving  force  and  raises  about  $1.7  million  a  year  for 
research  and  medical  activities.  It  is  our  understanding  that  the  National 
Institutes  of  Health  spend  about  $1 1  million  on  NF  and  NF  related  research. 

You  have  urged  us  to  have  a  close  relationship  with  the  National  Institutes  of 
Health,  thus  leveraging  public  with  private  resources.  I  am  pleased  to  report  that 
we  have  done  this  and  that  our  relationships  with  the  various  branches  of  the  NIH 
are  excellent.  Dr.  Francis  Collins,  the  co-discoverer  of  the  NF1  gene  and  the 
former  head  of  our  Research  Board,  now  serves  as  Director  of  the  Federal 
Human  Genome  Project  and  continues  his  work  on  NF.  -  At  the  suggestion  of 
Dr.  Samuel  Broder,  the  head  of  the  National  Cancer  Institute,  we  are  developing 
a  novel,  interdisciplinary  workshop  on  research  approaches  to  treatments  for 
Neurofibromatosis.  As  many  as  six  Institutes  of  the  NIH  may  be  involved  in  this 
model  workshop. 

The  potential  of  Neurofibromatosis  research  from  hereon  out  is  enormous.  Not 
only  does  NF  affect  100,000  Americans  and  thus  a  greater  number  of  patients 
and  families  than  many  other  genetic  diseases,  but  the  additional  connections  to 
cancer  and  learning  disabilities  are  of  considerable  importance. 

As  you  well  know,  cancer  affects  about  a  quarter  of  the  population,  or  about  65 
million  Americans.  Learning  Disabilities  affect  as  much  as  15%  of  the  population, 
or  about  35  million  Americans.  It  may  be  that  NF  research  holds  the  key  to  both 
of  these  problems;  and  thus  NF  research  may  benefit  upwards  of  100  million 
Americans.  We  therefore  urge  you  to  increase  the  funding  for  NF  research  at  the 
NIH  to  $15  million  a' 
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Tie  US  Member  o/ tie  International Council  of Nurses  •  Equal  Opportunity  Employer 


This  joint  statement  endorses  the  testimony  of  the  Tri-Council  for  Nursing  on 
February  1,  1995. 

The  American  Nurses  Association  (ANA),  joined  by  the  American  College  of  Nurse 
Practitioners,  the  Association  of  Operating  Room  Nurses,  the  Emergency  Nurses  Association 
and  the  National  Association  of  Nurse  Practitioners  in  Reproductive  Health  appreciate  this 
opportunity  to  comment  on  Fiscal  Year  1996  appropriations  for  nursing  education  and  practice 
and  for  nursing  research. 

ANA  is  the  only  full-service  professional  organization  representing  the  nation's  2.2  million 
registered  nurses,  including  staff  nurses,  nurse  practitioners,  clinical  nurse  specialists,  certified 
nurse  midwives  and  certified  registered  nurse  anesthetists  through  its  53  state  and  terrioritial 
nurses  associations. 

The  American  College  of  Nurse  Practitioners  is  a  group  of  nurse  practitioner  organizations 
who  advocate  for  universal  access  to  basic  health  care  and  the  removal  of  barriers  to 
consumer  access  to  nurse  practitioner  care. 

The  Association  of  Operating  Room  Nurses  is  the  professional  association  of  perioperative 
nurses  representing  47,600  members  who  are  all  registered  nurses  specializing  in  care  of  the 
patient  undergoing  surgical  and  other  invasive  procedures. 

The  Emergency  Nurses  Association  a  voluntary  national  membership  association  of  nearly 
2 1 ,000  professional  nurses  committed  to  the  advancement  of  emergency  nurse  practice. 

The  National  Association  of  Nurse  Practitioners  in  Reproductive  Health  is  a  national  non- 
profit membership  association  representing  nurse  practitioners  who  practice  in  obstetrics, 
gynecology,  family  planning,  reproductive  endocrinology  and  infertility.    Its  purpose  is  to 
assure  the  availability  of  quality  reproductive  health  services.    NANPRH  is  a  national 
accreditor  of  women's  health  care  nurse  practitioner  programs. 

ANA  and  the  nursing  community  recognize  the  need  for  this  Subcommittee  to  make  difficult 
choices  in  this  year's  appropriations  recommendations.    We  will  identify  why  it  is  important 
for  federal  Fiscal  Year  1996  funds  to  be  invested  in:    1)  nursing  education  and  practice,  and 
2)  nursing  research.    We  will  emphasize  the  outcomes  which  derive  from  past  investments 
which  this  Subcommittee  has  made  in  both  nursing  education  and  practice  and  in  nursing 
research. 

Rationale  for  Appropriations,  Nurse  Education  Act 

External  estimates  of  the  need  for  well  prepared  registered  nurses  have  affirmed  our  own 
projections.    There  is  clearly  a  large  unmet  demand  for  advanced  practice  nurses  as  primary 
care  providers  to  be  utilized  in  increasingly  creative  ways  to  cost-effectively  meet  the  needs  of 
our  health  care  system. 


Several  nursing  organizations  have  been  tracking  a  ever-larger  number  of  reports  from  our 
chapters  and  our  constituent  state  and  territorial  nurses  associations  about  job  redesign, 
reengineering  and  restructuring  which  is  occurring  rapidly  throughout  the  health  care  industry. 
We  believe  that  some  changes  are  undertaken  without  evidence  to  support  the  direction  of  the 
change  and  we  are  likewise  concerned  about  measuring  the  effect  of  these  changes  on  the 
quality  of  patient  care.    For  the  purposes  of  this  testimony,  we  are  quite  clear  that  the  role  of 
nurses  in  the  future  has  been  reaffirmed  despite  the  turmoil  of  restructuring  throughout  the 
health  care  industry.    We  have  seen  that  employers,  themselves,  clearly  recognize  the  need  for 
well  prepared  registered  nurses  who  can  meet  the  needs  of  a  changing  health  care  system. 

To  enable  the  nurse  workforce  to  design  and  implement  curricula  that  prepare  nurses  for  a 
health  care  system  of  the  future: 

We  support  an  appropriation  of  $63.5  million  for  Title  VIII  programs  of  the 
Public  Health  Service  Act,  also  called  the  Nurse  Education  Act. 

If  nursing  care  is  to  be  restructured  to  reduce  the  numbers  of  managers  per  full  time 
equivalent,  and  to  utilize  self-managed  work  teams,  nurses  must  be  well  prepared  for  new 
expectations.    Funds  from  the  Nurse  Education  Act  are  the  primary  source  for  1,400  schools 
of  nursing  to  develop  new  curricula.    Funds  from  the  Nurse  Education  Act  also  support 
demonstration  and  evaluation  of  new  methods  of  nursing  care  delivery.    When  applied  to  a 
work  force  of  2.2  million  registered  nurses,  the  investment  of  money  has  an  enormous  impact. 

We  recommend  to  the  Subcommittee  several  publications  which  describe  the  uniqueness  of 
the  contributions  of  registered  nurses  to  our  current  and  future  health  care  system.    One  is  the 
1 994  report  of  the  Physician  Payment  Review  Commission  (PPRC)  which  recognizes  the 
contribution  of  nurse  practitioners  (NPs)  and  certified  nurse-midwives  (CNMs)  in  providing 
services  to  the  underserved.    Compared  to  physicians,  a  greater  proportion  of  NPs  and  CNMs 
practice  in  underserved  areas. 

Another  study  was  carried  out  as  part  of  Congressionally-required  evaluation  of  programs 
administered  by  the  Nurse  Education  Act.   That  study  is  the  1 993  Survey  of  Beneficiaries  of 
Nursing  Education  Projects.    The  survey  found  that  supported  projects  were  conducted  in  a 
wide  variety  of  settings,  including  long  term  care,  rural  clinics,  community  health  departments 
and  others.    We  have  additional  data  about  nursing  student  clinical  experiences  in 
nontraditional  settings  (especially  rural  settings),  which  we  have  found  serve  to  attract  nurses 
to  practice  in  those  settings. 

The  study  found  that  most  of  the  projects  which  created  opportunities  for  students  from 
disadvantaged  backgrounds  to  become  registered  nurses  were  created  because  of  the 
availability  of  federal  funding.    About  75  percent  of  the  projects  focusing  on  recruiting 
disadvantaged  students  into  nursing  were  in  operation  after  cessation  of  federal  funding. 
These  projects  have  had  outstanding  records  of  preparing  students  from  disadvantaged 
backgrounds  to  successfully  complete  nursing  programs. 

This  Subcommittee  has  heard  testimony  from  the  General  Accounting  Office  drawn  from  their 
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July,  1994  study  entitled  Health  Professions  Education:  Role  ofTitle(s)  VII  and  VIII 
Programs  in  Improving  Access  to  Care  is  Unclear.    It  is  our  opinion  that  the  GAO's  study 
made  valid  observations  and  conclusions  for  other  health  professional  groups,  especially  for 
physicians,  but  failed  to  examine  thoroughly  the  effects  on  nurses  of  Title  VIII  funding 
through  the  years.    The  GAO  study  did  speak  to  the  greater  likelihood  of  success  of  advanced 
practice  nurses,  as  compared  to  physicians,  being  able  to  meet  the  health  care  needs  of 
isolated,  frontier  and  rural  communities.   The  GAO  study  also  noted  that  nursing  students  are 
only  eligible  to  participate  in  three  of  the  eight  programs  in  Titles  VII  and  VIII  for  minority 
student.    We  believe  this  makes  a  clear  case  for  continued  support  for  minority/disadvantaged 
education  support  through  the  Nurse  Education  Act.    The  data  from  the  GAO  study  noted 
that,  from  1980  to  1991,  nursing  education  compared  to  physician  and  dentist  education,  had  a 
larger  percent  increase  of  first  year  enrollments  of  minority  applicants  and  of  minority 
graduates.    Even  though  we  are  pleased  for  this  record,  we  recognize  the  need  to  work  even 
harder  to  achieve  our  goals  of  a  diverse  and  culturally  competent  nursing  work  force  for  the 
present  and  the  future. 

A  final  study  we  commend  to  the  Subcommittee  is  the  Survey  of  Certified  Nurse  Practitioners 
and  Clinical  Nurse  Specialists  of  February,  1994.  This  large  survey  of  the  approximately 
38,000  such  nurses  found  that  both  categories  of  advanced  practice  nurses  (nurse  practitioners 
and  certified  nurse  midwives)  report  that  more  than  25  percent  of  their  patients  were  members 
of  special  populations  including  Medicaid-recipients,  substance  abusers,  non-English  speaking 
patients,  rural  residents,  culturally  diverse  patients  with  a  non- Western  orientation  to  health 
care,  homeless  people  and  the  elderly. 

If  we  are  to  achieve  the  goal  of  an  increasingly  diverse  and  culturally  competent 
nursing  work  force,  federal  support  of  the  Nurse  Education  Act  is  essential. 

Since  nursing  is  the  largest  single  professional  component  among  all  health  care  occupations, 
we  are  concerned  also  about  the  placement  of  nursing  advice  and  counsel  within  the  federal 
government.    We  have  concern  about  consolidation  of  health  professions  training  programs  to 
the  point  of  eliminating  the  only  Federal  focal  point  for  nursing  education  and  practice. 
Currently,  the  Division  of  Nursing  of  the  Bureau  of  Health  Professions  in  the  Health 
Resources  and  Services  Administration  serves  as  the  principal  advisor  on  nursing  to  the 
Secretary  of  Health  and  Human  Services.    We  fear  that  important  role  will  disappear, 
depending  on  the  nature  of  consolidation  efforts  in  reauthorization  language  which  has  not  yet 
been  introduced. 

Our  rationale  for  maintaining  the  federal  focal  point  for  nursing  is  that  nursing  is  the  largest 
health  professional  group  in  the  nation  and  currently  receives  only  limited  federal  funding  to 
support  nursing  education  and  practice  innovations.  We  firmly  believe  that  the  appropriation 
for  nursing  education  should  be  continued,  not  only  to  support  education  and  practice  efforts 
across  the  country,  but  to  maintain  the  stature,  significance  and  analytic  work  of  the  role  of 
the  Division  of  Nursing  within  the  Department  of  Health  and  Human  Services. 
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Rationale  for  Appropriations,  National  Institute  of  Nursing  Research 

We  have  a  second  category  of  requests  for  appropriations.   That  is  for  adequate  funding  for 
the  National  Institute  of  Nursing  Research  (NINR),  on  the  campus  of  the  National  Institutes  of 
Health  (NIH). 

We  recommend  an  appropriation  level  of  $63  million,  which  begins  to  address  the 
nation's  need  for  nursing  research. 

This  Subcommittee  has  shown  an  historic  interest  in  the  work  of  advancing  science  which,  in 
turn,  is  the  basis  for  implementing  that  knowledge  into  practice.   The  NINR  provides  the 
knowledge  base  for  practice  of  2.2  million  registered  nurses.   Nursing  and  other  biomedical 
research  has  shown  excellent  progress  in  reducing  health  care  costs  and  health  care  demands. 
Most  important  to  nurses,  the  portfolio  of  research  and  knowledge  development  currently 
underway  under  NINR-sponsorship  holds  promise  for  improving  the  quality  of  health  care  and 
the  quality  of  life  of  many  patients  who  have  diseases  or  conditions  which  require  services. 
The  research  sponsored  by  NINR  not  only  optimizes  independence  of  people  who  have 
conditions  or  diseases  which  require  care,  but  prevents  disease  and  increases  the  cost- 
effectiveness  of  care. 

NINR-sponsored  research  is  examining  outcomes  of  case  management  and  transitional  care 
which  enables  patients  to  be  discharged  earlier  from  hospitalization.   Other  sponsored  research 
is  evaluating  the  expanded  roles  of  nurses  who  work  in  community-based  settings  where 
health  care  is  delivered:   schools,  workplaces  and  homes.   As  appropriate  to  an  Institute  at  the 
NIH,  NINR-sponsored  research  also  addresses  research  priorities  across  Institutes  at  NIH  such 
as  investigations  of  improving  health  care  for  women,  minorities  and  people  who  live  in  rural 


We  recommend  to  the  Subcommittee  an  external  source  for  validation  of  the  significance  of 
nursing  research.    In  1994,  the  National  Research  Council  of  the  National  Academy  of 
Sciences  made  recommendations  in  Meeting  the  Nation s  Needs  for  Biomedical  and 
Behavioral  Scientists.   This  publication  was  required  in  legislation  which  established  in  1974 
the  National  Research  Service  Awards  program.   The  1974  law  is  the  nation's  most 
significant  national  research  program,  making  it  possible  for  thousands  of  people  to  obtain 
education  and  entry  into  research  in  biomedical,  behavioral  and  clinical  sciences.   The  Council 
recognized  that  "the  need  for  highly  trained  specialists  to  conduct  research  to  meet  the  health 
needs  of  the  country  is  as  great  today  as  it  was  twenty  years  ago."    Among  the  nine  chapters 
of  the  Council's  report  is  an  entire  chapter  on  the  need  for  nursing  research  personnel.    The 
Council's  report  notes  a  large  unmet  need  for  doctorally  prepared  nurses  to  conduct  research, 
increasingly  in  practice  settings,  as  well  as  in  academic  settings.    It  is  noteworthy  that  almost 
19  percent  of  doctorally  prepared  nurses  work  in  clinical  settings.   The  Council  recommended 
slightly  more  than  doubling  of  the  number  of  currently  supported  NRSA  awards  to  nurse 
researchers. 

We  point  out  that  there  is  a  supply  of  candidates  ready  and  willing  to  begin  the  expansion  of 
research  training  and  research  activity  made  possible  by  an  increased  appropriation  for  the 
work  of  NINR.    For  several  years,  the  "success  rate"  of  grants  at  NINR  has  not  compared 


with  the  rate  of  about  28  percent  for  other  Institutes  at  NIH.    Success  rate  refers  the  ratio 
between  research  grants  funded,  compared  to  research  grant  applications  received.    Briefly, 
there  are  a  large  number  of  nursing  research  grants  submitted  each  year  to  NINR,  but  only 
less  than  15  percent  per  year  have  been  funded  with  the  limited  appropriations  available. 
Grant  applications  which  met  criteria  for  award  but  were  not  awarded  because  of  the  limited 
funds  available  fell  into  all  priority  areas:   women's  health  research,  prevention  of  low 
•  birthweight,  symptom  management  in  disease,  including  infectious  disease,  increasing  primary 
care  access  and  effectiveness  and  direct  care  research. 

Last,  we  want  to  give  a  few  examples  of  NiNR-funded  research  to  describe  its  meaningfulness 
to  the  quality  of  life  of  health  care  consumers.    Treatments  for  breast  cancer  often  carry 
debilitating  side  effects.   Nursing  research  is  evaluating  teaching  of  simple  behavioral  skills  to 
patients  to  control  nausea  and  vomiting.   This  will  reduce  the  distress,  disrupted  work  and 
altered  family  and  social  life  of  patients  undergoing  long  term  chemotherapy  or  radiation 
therapy.    In  another  area  of  nursing  research,  since  pain  and  its  manifestations  and  control  is 
highly  influenced  by  cultural  factors,  nursing  research  is  investigating  techniques  with  infants, 
children  and  adolescents  to  better  manage  pain  in  those  individuals.    Symptoms  experienced 
by  patients  with  Alzheimer's  disease  are  severe  and  costly  to  the  individuals  and  their  families 
and  societies.    A  large  NiNR-funded  study  is  underway  to  evaluate  behavioral  techniques  to 
manage  complex  problems  such  as  wandering,  incontinence  and  sleep  disturbances.    These 
and  similar  studies  are  important  to  quality  of  life.    We  urge  the  Subcommittee  to  support 
NINR  at  S63  million. 

Thank  you  for  your  support  of  funding  for  nursing  programs  and  we  look  forward  to  working 
with  you  as  you  proceed  through  the  appropriations  process. 

DJO:g :\grcl\djo\iesthous  apr 
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Chairman  Porter,  members  of  the  Subcommittee,  my  name  is  David  Johnson.  I  am 
Executive  Director  of  the  Federation  of  Behavioral,  Psychological  and  Cognitive  Sciences,  a 
coalition  of  17  scientific  societies  and  some  150  university  graduate  departments  and  research 
centers.  The  more  than  25,000  scientists  we  represent  conduct  research  across  a  range  of 
subdisciplines  in  the  behavioral  sciences.  We  welcome  this  opportunity  to  express  our  views 
regarding  the  FY96  appropriation  for  the  National  Institutes  of  Health  and  the  Department  of 
Education,  particularly  the  Office  of  Educational  Research  and  Improvement  at  the  Department  of 
Education. 

Should  the  Department  of  Education  be  Abolished? 

Let  me  begin  with  a  word  about  the  Department  of  Education.  In  other  budget  years,  it 
has  been  appropriate  to  discuss  with  the  Subcommittee  the  various  activities  to  which  the  research 
budget  for  education  is  to  be  put  and  to  consider  whether  the  President's  requested  level  is 
adequate  to  perform  the  tasks  for  which  it  would  be  used.  This,  it  appears,  is  not  like  other 
budget  years.  The  first  item  of  discussion  cannot  be  whether  or  not  the  funding  request  is 
adequate.  The  first  order  of  business  is  to  discuss  whether  there  should  be  a  Department  of 
Education.  It  is  the  intention  of  some  in  the  Congress  to  do  away  with  several  cabinet 
departments,  and  Education  is  among  those  slated  for  elimination  or  drastic  modification. 

Again,  in  the  normal  order  of  things,  the  authorizing  committees  would  be  considering  the 
programs  and  the  reasons  for  existence  of  the  various  departments.  But  much  of  what  the  104th 
Congress  is  striving  to  do  will  be  carried  out  through  budget  and  appropriation  decisions.  That  is 
why  the  idea  of  doing  away  with  much  of  the  Federal  government's  involvement  in  education  must 
be  treated  in  testimony  to  this  appropriation  subcommittee.  In  arguing  for  abolition,  many  critics 
have  said  that  the  Department  has  performed  poorly.  Leaving  aside  whether  the  statement  is  true, 
arguing  to  eliminate  participation  in  an  activity  because  past  participation  has  been  less  than 
satisfactory  begs  the  question.  If  the  activity  is  a  necessary  activity,  then  the  focus  should  be  on 
understanding  and  alleviating  the  factors  that  have  led  to  poor  performance,  not  on  ceasing  to 
perform. 

The  Department  Should  Not  Be  Abolished.  It  Performs  Three  Essential,  Uniquely  National 
Functions 

The  fundamental  question  to  be  answered,  then,  is,  is  Federal  involvement  in  education  a 
necessary  activity?  We  believe  it  is  necessary  on  several  levels.  First,  the  nation,  and  not  simply 
the  States  and  localities,  have  a  stake  in  education.  An  educated  populace  is  a  precious  national 
asset  that  the  Federal  government  should  take  steps  to  secure.  The  government  itself  draws  from 
the  pool  of  highly  educated  citizens  for  its  own  personnel  needs.  Both  the  industrial  base  and  the 
leadership  base  on  which  this  country  depends  for  its  national  defense  are  dependent  on  highly 
educated  individuals.  Moreover,  the  ability  of  this  country  to  carry  on  its  relations  with  other 
countries  and  to  engage  other  countries  favorably  in  the  international  marketplace  are  dependent 
on  educated  professionals.  So,  to  assure  that  it  can  meet  its  own  needs,  the  national  government 
should  remain  involved  in  education. 
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Second,  the  ability  of  the  States  and  localities  to  deliver  education  is  inherently  unequal 
because  the  sources  of  wealth,  and,  thus,  the  sources  for  support  of  schools  are  not  distributed 
equally  in  the  country.  Without  a  device  for  equalizing  educational  opportunity,  a  trend  that  is 
already  too  pronounced  will  become  even  more  extreme.  That  is  the  tendency  for  some  citizens 
to  have  educational  opportunities  and  others  to  lack  them  Inadequately  educated  citizens  both 
fail  to  participate  fully  in  the  American  workforce  and  require  the  expenditure  of  public  funds  to 
meet  subsistence  needs.  So  lack  of  national  investment  in  education  results  in  increased  welfare 
costs  and  loss  of  tax  revenue.  Just  as  importantly,  if  too  large  a  segment  of  the  population  suffers 
from  inadequate  education,  and  is  thereby  cut  off  from  the  means  to  fulfill  its  aspirations,  the 
country  itself  runs  the  risk  of  becoming  unstable.  If  a  large  enough  segment  of  the  population 
becomes  seriously  discontent  with  the  quality  of  life  in  the  United  States  the  result  may  be 
growing  social  unrest  The  Los  Angeles  riots  demonstrated  only  recently  that  such  discontent  in 
some  areas  of  the  country  is  already  at  an  ignitable  level.  To  reduce  the  inherent  inequities  in 
distribution  of  educational  resources  in  the  country,  and  to  assure  that  all  citizens  will  receive  a 
level  of  education  that  will  help  them  to  be  productive  in  the  labor  force,  the  Federal  government 
should  maintain  a  role  in  education. 

It  should  be  noted  that  in  addition  to  its  efforts  at  the  elementary  and  secondary  levels,  the 
Federal  government,  through  loans  and  scholarships,  plays  a  major  role  in  making  college 
education  accessible  to  those  who  could  not  afford  it  without  assistance.  It  is  unlikely  that  State 
and  local  governments  would  fill  this  function  at  the  level  that  is  needed  to  assure  that  the  country 
will  have  an  adequate  supply  of  professionals  for  all  its  needs.  The  savings  plans  that  some  states 
are  now  offering  state  residents  could  meet  some  of  the  need.  But  to  participate  families  must 
have  sufficient  disposable  income  to  contribute  to  the  tuition  savings  plan,  and  not  all  students 
who  have  the  ability  to  excel  in  college  come  from  families  with  the  requisite  disposable  income. 
The  Federal  government  plays  the  important  role  of  seeing  that  access  to  higher  education  is  not 
limited  by  social  or  economic  class.  In  a  democratic  society,  that  is  an  essential  function. 

The  third  reason  the  Federal  government  should  not  abandon  its  role  in  education  is  that 
Federal  support  makes  it  possible  to  create  the  knowledge  base  on  which  improvements  in 
education  everywhere  in  the  country  rest  Research  on  learning,  teaching,  and  scientific  efforts  to 
improve  curriculum  all  receive  their  most  significant  support  from  the  Federal  government  as  does 
the  infrastructure  for  dissemination  of  education  improvements  to  local  education  agencies.  It  is 
impractical  to  count  on  SO  states  or  each  of  the  several  thousand  school  districts  in  the  nation  to 
mount  their  own  research  programs  to  improve  education.  To  even  attempt  to  do  so  would  be 
terribly  wasteful.  Support  of  educational  research  is  a  proper  and  necessary  function  of  the 
Federal  government  because  this  mode  of  support  is  the  least  duplicative,  most  efficient  means  to 
build  the  knowledge  base  from  which  improvements  in  education  can  be  drawn  for  the  good  of 
the  nation. 

OERI's  Structure  and  Mission  Were  Heartily  Endorsed  by  Republicans  and  Democrats 

As  you  know,  after  five  years  of  work  on  the  legislation,  the  Office  of  Educational 
Research  and  Improvement  received  its  new  authorization  last  year.  The  office  is  the  main  source 
of  support  in  the  Department  of  Education  for  research  to  improve  teaching  and  learning.  OERI's 
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new  authorization  was  carefully  crafted.  It  completely  restructures  OERI  along  lines 
recommended  by  the  National  Academy  of  Sciences.  The  reauthorization  received  the 
wholehearted  support  of  Republicans  and  Democrats  in  both  the  House  and  the  Senate.  It  also 
had  the  support  of  both  the  teaching  and  research  communities.  It  represents  the  best  thinking  of 
all  parties  about  how  to  generate  the  strongest  educational  research  and  use  it  in  improving 
education  in  the  country.  The  OERI  staff  has  put  a  great  deal  of  effort  into  remaking  the  Office  in 
the  image  of  the  legislation,  and  the  new  OERI  Board,  a  centerpiece  of  the  attempt  to  focus 
OERI-supported  research  on  the  nation's  true  education  needs  and  not  on  passing  political 
interests,  has  just  held  its  first  meeting.  This  is  an  agency  in  the  midst  of  positive  reform.  And  the 
administration's  requested  appropriation  for  OERI  is  meant  to  permit  the  Office  to  continue 
implementation  of  its  reform.  That  request  includes  cuts  in  funding  and  elimination  of  programs 
on  the  one  hand  and  increases  in  funding  for  some  programs  on  the  other.  It  is  a  budget  request 
that  aligns  dollars  with  the  aims  of  the  new  authorization.  Legislators,  Department  officials  and 
representatives  of  teachers  and  researchers  have  gone  to  great  lengths  to  decrease  partisan 
influence  on  educational  research  and  to  assure  that  research  dollars  are  focused  undividedly  on 
improving  teaching,  and  learning.  OERI  has  a  well-considered  direction  for  the  future. 
Republicans  and  Democrats  alike  have  noted  that  support  of  educational  research  is  a  Federal 
function  that  should  continue  even  if  other  aspects  of  Federal  involvement  with  education  are 
modified.  We,  therefore,  strongly  urge  the  Subcommittee  to  honor  the  administration's  requested 
funding  level  for  OERI  for  Fiscal  Year  1996. 

NIH:  Does  A  Cut  Followed  by  a  Freeze  Make  Sense? 

Let  me  turn  now  to  the  appropriation  for  the  National  Institutes  of  Health.  As  is  the  case 
with  the  Department  of  Education  budget,  this  is  not  a  normal  budget  year  for  NIH.  We  are 
aware  that  the  House  Budget  Committee  has  included  among  its  "illustrative"  cuts  to  balance  the 
budget  by  2002,  a  five  percent  cut  below  the  FY95  level  for  NIH's  FY96  appropriation  followed 
by  a  frozen  budget  through  the  year  2000.  When  other  Federal  agencies  face  termination,  the 
prospect  of  a  substantial  cut  followed  by  years  of  inflationary  erosion  of  buying  power  could  be 
regarded  as  a  lucky  break.  But,  while  viewing  the  NIH  budget  in  die  context  of  the  effort  to 
balance  the  budget  and  provide  tax  decreases  makes  these  cuts  look  good,  there  is  another  view 
that  deserves  consideration  as  you  deliberate  on  the  FY96  budget 

As  I  have  visited  Congressional  offices  during  the  104th  Congress,  it  has  become  a  matter 
of  increasing  frustration  that  it  is  very  difficult  to  discuss  the  value  of  Federal  programs  in  the 
context  of  what  those  programs  do.  The  discussion,  instead,  is  most  likely  to  revolve  exclusively 
around  the  cost  of  Federal  programs  and  the  related  topic  of  cutting  programs  regardless  of  their 
functions.  It  is  as  though  Federal  programs  are  being  looked  on  genetically  as  tax  dollar 
consumption  programs,  and  the  goal  is  to  stop  consumption  of  tax  dollars. 

Health  Care  Costs  Are  Staggering 

We  believe  some  Federal  programs  serve  outstandingly  important  national  needs,  needs 
that  cannot  be  addressed  anything  like  adequately  unless  the  Federal  government  plays  a  leading 
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role.  The  debate  over  the  future  of  these  programs  must  include  consideration  of  what  the 
programs  do,  not  just  of  how  much  they  cost,  because  their  cost  may  be  a  small  fraction  of  the 
return  on  investment  One  such  national  need  is  basic  to  just  about  everything  else  that  happens  in 
the  country.  That  is  the  need  to  preserve  the  health  of  the  citizens  of  the  country.  The  price  for 
not  doing  this  is  staggeringly  high~a  cost  that  dwarfs  the  annual  deficit  In  fact  it  is  maintained 
by  many  that  increases  in  health  care  costs  are  responsible  for  a  substantial  portion  of  the  national 
debt  But  the  direct  cost  to  the  government  of  health  care  is  just  one  class  of  costs  that  result 
from  the  health  problems  of  the  citizenry.  Add  to  that  direct  cost  the  cost  to  businesses  from  lost 
productivity,  the  loss  to  governments  from  tax  revenues  foregone,  the  cost  to  individuals  from 
lost  income,  non-reimbursed  health  care  costs,  and  premature  death,  as  well  as  the  monetary  and 
nonmonetary  costs  to  families  for  caring  for  ill  family  members,  and  that  begins  to  give  a  picture 
of  the  price  for  not  focusing  sufficient  resources  on  preserving  and  enhancing  the  health  of  the 
nation's  citizens.  It  is  the  purpose  of  the  National  Institutes  of  Health  to  use  scientific  research  to 
address  the  national  need  to  preserve  and  enhance  health. 

NIH  Is  an  Investment:  It  Produces  More  Value  Than  it  Consumes  in  Cost 

Our  argument  for  looking  on  the  NTH  budget  as  an  investment  rather  than  a  cost  is  simply 
that  the  improvements  in  health  that  are  realized  from  biomedical  and  biobehavioral  research  have 
a  monetary,  not  to  mention  a  human,  value  that  is  greater  than  the  cost  to  support  the  research. 
One  can  measure  that  value  in  very  straightforward  terms.  When  NTH  opened  its  doors  in  1887, 
the  life  expectancy  for  females  was  forty-four  years.  Today  it  is  seventy-eight  years,  a  77% 
increase  in  life!  Quality  of  health  for  many  millions  of  citizens  has  also  increased  dramatically 
over  that  period  to  the  point  where,  for  many,  the  largest  health  care  costs  come  only  in  the  last 
year  of  life.  It  is  now  possible  for  American  workers  to  be  productive  well  into  their  sixties  on  the 
average,  and  into  their  seventies  in  many  instances.  Again,  when  NIH  began  to  support  health- 
related  research,  life  itself,  let  alone  productive  work  life  did  not  last  forty-five  years. 

During  its  existence,  NTH  has  supported  research  that  has  led  to  control  of  most  of  the 
nation's  acute  sources  of  premature  death  such  as  polio  and  other  viral  and  bacterial  diseases. 
What  has  been  left  are  chronic  diseases,  those  with  slow  onset  and  relatively  long  (and  expensive) 
time  courses.  The  diseases  of  our  time  are  diseases  like  AIDS,  heart  disease,  cancer,  and  mental 
disorders.  They  are  diseases  that  consume  huge  numbers  of  health  care  dollars,  that  result  in 
millions  of  lost  work  days,  and  that  often  require  the  time  and  financial  resources  of  entire  families 
to  meet  the  human  and  financial  requirements  to  provide  care. 

NIH  has  spent  several  years  planning  how  best  to  turn  the  tools  of  research  toward  solving 
these  challenges  to  health.  And  the  strategy  that  has  emerged  includes  not  only  research  to 
understand  and  cure  these  diseases,  but  also  research  to  prevent  the  diseases  through  healthier 
behaviors,  and  research  to  ease  the  burden  on  families  when  efforts  at  prevention  fail. 

Because  Research  and  Education  Return  More  Than  They  Cost,  They  Should  Be  Protected 
from  Devastating  Cuts 

The  sheer  cost  of  health  care  tells  us  that  the  nation  cannot  afford  to  neglect  research 
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aimed  at  alleviating  or  preventing  the  problems  that  create  health  care  costs.  The  President  has 
asked  for  an  NTH  budget  that  is  a  bit  more  than  4%  higher  than  was  spent  in  FY95.  It  is  a 
somewhat  less  than  steady-state  budget  taking  the  rate  of  biomedical  inflation  into  account  We 
understand  that  this  is  a  time  of  shrinkage  in  the  size  of  the  Federal  government.  And  we  will  not 
suggest,  given  the  budget  realities,  that  NTH  funding  should  show  real  growth.  But  we  do 
strongly  believe  that  one  of  the  most  important  tools  the  government  has  for  controlling  the  rising 
cost  of  health  care,  and  the  annual  increments  in  the  national  deficit  that  result  from  rising  health 
care  costs,  is  research.  We  urge  the  Subcommittee  to  take  seriously  the  notion  that  some 
segments  of  Federal  spending,  NIH  expenditures  for  research  being  one  of  them,  and  education 
expenditures  being  another,  are  investments  rather  than  costs.  They  return  more  revenue  to  the 
government  and  to  the  citizens  of  the  country  than  they  consume  in  tax  dollars.  They  should, 
therefore,  be  afforded  protection  as  the  budget  axe  falls. 

We  thank  the  Subcommittee  for  the  opportunity  to  present  our  views. 


SGIM 


1646 


Society  of  General  Internal  Medicine 


Research  and  Education  in  Primary  Care 


Suite  250 

700  Thirteenth  Street,  NW 

Washington,  DC  20005 

(202)  393-1662  •  (800)  822-3060 

FAX  202-783-1347 


TESTIMONY  PRESENTED  TO  THE 

HOUSE  COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 

REGARDING 

FISCAL  YEAR  1996  APPROPRIATIONS 

FOR 

GENERAL  INTERNAL  MEDICINE  AND  GENERAL  PEDIATRICS  RESIDENCY 
TRAINING  PROGRAMS 

AND  THE 
AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 


April  3,  1995 


1647 


F.xfttMitive  Summary 

The  2,700  members  of  the  Society  of  General  Internal  Medicine  (SGIM)  are  involved  in 
medical  student  training,  general  internal  medicine  resident  education  and  research  in  the  delivery 
of  primary  care.  The  general  internist's  special  skill  is  the  provision  of  primary  care: 
longitudinal,  coordinated,  comprehensive,  and  patient-centered  care  for  adults.  Primary  care 
directly  addresses  the  full  range  of  personal  health  needs  through  preventive,  curative,  and 
rehabilitative  care. 

SGIM  commends  the  subcommittee  for  supporting  graduate  medical  education  and  health 
services  research.  We  appreciate  the  opportunity  to  provide  testimony  regarding  the  workforce 
supply  of  general  internists  and  general  pediatricians  and  to  offer  recommendations  concerning 
fiscal  year  1996  appropriations  for  Title  VII  primary  care  training  programs,  health  professions 
educational  research  and  primary  care  research  sponsored  by  the  Agency  for  Health  Care  Policy 
and  Research  (AHCPR). 

For  fiscal  year  1996,  we  recommend  the  following  appropriations: 

General  Internal  Medicine  and  General  Pediatrics  Residency  Programs 

recommended  funding:  $25  million 

Health  Professions  Educational  Research 

recommended  funding:  $2.2  million 

Agency  for  Health  Care  Policy  and  Research 

recommended  funding:  $194  million 
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Residency  Training  and  Faculty  Dp.yp.lnpment  Programs 

The  Society  of  General  Internal  Medicine  (SGIM)  was  founded  in  1978  to  promote 
improved  patient  care,  teaching  and  research  in  primary  care  general  internal  medicine.  There 
are  approximately  2,700  members  of  SGIM.  The  clinical  excellence  of  practicing  internists  is 
evident  in  every  region  and  almost  every  community  of  our  nation.  Internists  provide  medical 
care  for  adult  patients  and  many  of  their  family  members;  they  are  both  personal  physicians  to 
patients  as  well  as  consultants  to  other  physicians.  These  physicians  are  experts  in  the 
management  of  complex  and  multi-system  illness,  including  the  illnesses  affecting  the  aged  and 
HIV-infected  populations.  As  experts  in  adult  medicine,  internists  trained  in  primary  care  become 
the  backbone  of  managed  care  systems.  Over  the  past  few  years,  therefore,  managed  care 
organizations  have  come  to  rely  on  general  internists  as  primary  care  providers  for  their  adult 
patients. 

Over  the  past  100  years,  internal  medicine  has  evolved  into  the  major  standard-setting 
discipline  for  both  American  medicine  and  medical  education.  Responsible  for  training  almost 
35%  of  all  physicians,  departments  of  internal  medicine  are  found  in  all  of  the  nation's  125 
medical  schools.  Internal  medicine  also  has  significant  capacity  through  its  416  accredited 
programs  in  teaching  hospitals  to  produce  the  greatest  number  of  generalist  physicians  in  the 
nation,  as  well  as  subspecialists  who  provide  clinical,  technological,  and  research  expertise  in  all 
the  medical  subspecialty  disciplines.  Standards  of  excellence  set,  in  large  part  by  internal 
medicine,  have  resulted  in  the  pre-eminence  of  health  care  in  the  United  States  and  the 
unparalleled  success  of  its  biomedical  and  health  services  research  achievements. 

SGIM  supports  the  leadership  z:  fforts  of  Senator  Nancy  Landon  Kassebaum  in  the 
reauthorization  of  Title  VII  of  the  Public  Health  Service  Act  (S.  555,  the  Health  Professions 
Education  Consolidation  and  Reauthorization  Act  of  1995).  We  recognize  the  challenge  of 
addressing  many  complex  issues  related  to  the  consolidation  and  reauthorization  of  the  health 
professions,  minority,  and  disadvantaged  health  education  programs.  However,  we  are  concerned 
with  the  potential  impact  of  the  proposed  legislation  on  the  viability  of  many  residency  training 
programs  in  general  internal  medicine  and  general  pediatrics. 

Title  VII  programs  represent  the  only  federal  effort  to  support  increased  training  of 
primary  care  physicians,  such  as  general  internists,  general  pediatricians  and  family  practice.  The 
impact  of  Section  748,  which  supports  grants  for  general  internal  medicine  and  general  pediatrics 
training  and  faculty  development,  has  been  effective.  As  a  result  of  Title  VII  grants,  internal 
medicine  training  programs  have  been  able  to  respond  to  the  nation's  need  for  producing  high 
quality  primary  care  physicians. 

Enclosed  is  a  copy  of  an  article,  "Career  Differences  between  Primary  Care  and 
Traditional  Trainees  in  Internal  Medicine  and  Pediatrics,"  (Annals  of  Internal  Medicine. 
1992:116:482-487)  which  describes  a  study  of  all  residency  training  programs  in  internal  medicine 
and  pediatrics  to  assess  differences  in  career  choices  between  primary  care  trainees  and  other 
graduates  within  each  discipline.  According  to  the  results  of  the  study,  graduates  of  federally 
supported  primary  care  residency  training  programs  in  internal  medicine  have  chosen  generalists 
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careers  more  often  than  graduates  of  specialty  oriented  residency  programs.  Between  1977  and 
1983,  primary  care  careers  were  chosen  by  54%  of  the  graduates  of  traditional  residencies  in 
internal  medicine  as  compared  with  72%  of  graduates  from  federally  funded  primary  care 
programs.  In  addition,  primary  care  graduates  were  found  to  have  higher  board  certification 
scores  and  were  more  likely  to  practice  in  medically  underserved  communities. 

Title  VTI  funding  has  also  provided  critical  support  for  faculty  development  programs. 
Graduates  of  Title  VII  faculty  development  programs  have  remained  in  academic  settings  and,  to 
a  large  extent,  account  for  the  formation  of  over  350  sections  of  general  internal  medicine  based 
in  teaching  hospitals  throughout  all  parts  of  the  United  States.  Sections  of  general  internal 
medicine  provide  an  important  infrastructure  for  training  medical  students  in  primary  and 
ambulatory  care,  training  internists  who  will  practice  in  primary  care,  and  conducting  research 
on  primary  care.  They  also  provide  a  structure  for  primary  care  practices  in  some  of  the  most 
underserved  parts  of  the  nation.  Many  of  these  physicians  also  provide  much  needed  primary  care 
for  inner  city  populations.  Collectively,  these  generalist  physicians  comprise  the  largest  group  of 
primary  care  educators  in  the  country. 

The  potential  of  internal  medicine  to  reshape  the  nation's  medical  car';  system  has  not  been 
fully  exploited.  As  the  nation's  largest  medical  discipline,  internal  medicine  has  the  capacity  to 
change  the  workforce  to  support  the  optimal  goals  of  high  quality  health  care  and  cost 
containment.  Title  VII  grants  are  needed  to  strengthen  and  sustain  internal  medicine's  emphasis 
on  primary  care  training.  This  training  must  begin  with  the  predoctoral  year  and  include  residency 
training  and  faculty  development. 

Previous  funding  levels  have  been  inadequate  to  support  many  worthy  programs.  The 
fiscal  year  1995  appropriation  of  $16,695  million  supported  only  continuing  grants  for  general 
internal  medicine  and  general  pediatrics  residency  training  programs.  The  shortfall  in  funds 
available  for  competitive  applications  resulted  in  limited  training  opportunities  and  resources  for 
many  residency  programs.  In  addition,  potential  reductions  in  the  Federal  Government's 
financing  of  graduate  medical  education  (GME)  through  the  Health  Care  Financing  Administration 
(HCFA)  may  result  in  fewer  funds  for  supporting  training  in  general  internal  medicine  and  general 
pediatrics. 

The  lack  of  a  competitive  cycle  for  fiscal  year  1995  and  a  decrease  in  HCFA  GME  funds 
is  very  disturbing  given  the  need  for  increased  numbers  of  general  internists,  especially  as  it 
relates  to  the  nation's  aging  population  with  its  attendant  burden  on  chronic  disease  requiring 
primary  care.  The  present  system  of  allocating  funds  should  be  changed  to  reflect  the  proportion 
of  primary  care  graduates  and  practitioners  in  the  United  States  and  not  disadvantage  general 
internal  medicine  training  programs. 


SGBV1  recommends  fiscal  year  1996  funding  of  $25  million  for  General  Internal 
Medicine  and  General  Pediatrics  Residency  Training  Programs. 
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Health  Profftssinns  Educational  Research 

In  addition  to  support  for  residency  training  and  faculty  development,  there  is  a  need  for 
medical  education  research.  It  is  vital  to  assess  the  impact  of  our  medical  education  system  and 
the  effect  (and  costs)  of  any  changes  introduced.  Such  changes  have  broad  implications  for  faculty 
development,  costs  and  health  care  delivery.  We  support  the  purpose  and  rationale  of  the  Health 
Professions  Educational  Research  initiative,  which  authorizes  funding  to  public  and  nonprofit 
educational  entities  for  conducting  research  on  various  health  professions  issues.  One  of  the  issues 
for  research  which  has  been  authorized  for  this  program  is  to  assess  the  impact  of  medical  school 
curriculum,  including  the  availability  of  clinical  training  in  ambulatory  care  settings,  to  the  extent 
the  curriculum  influences  the  percentage  of  physicians  selecting  primary  care  residencies  and 
selecting  primary  care  as  a  medical  career. 

SGIM  recommends  fiscal  year  1996  funding  of  $2.2  million  for  Health  Professions 
Educational  Research. 

Agpnry  for  Tfcalth  Tara  Pnlir.y  and  Research 

General  internal  medicine  faculty  and  clinicians  play  an  important  role  in  health  services 
research,  with  an  emphasis  on  outcome  research,  clinical  epidemiology,  quality  improvement, 
meta-analysis  and  clinical  decision  making.  These  disciplines  are  critically  important  for 
improving  the  quality  of  primary  care  patient  care,  developing  effective  systems  of  primary  care, 
and  containing  costs. 

As  a  result  of  an  enormous  and  sustained  investment  in  biomedical  research  over  the  last 
40  years,  the  technical  capacity  of  the  United  States  health  care  system  is  unequaled  in  the  world. 
Relatively  few  dollars,  however,  have  been  invested  in  primary  care  research.  Despite  the 
technological  capabilities  of  the  nation's  health  care  delivery  system,  there  exists  inequities  in 
access  to  health  care  and  variations  in  costs.  An  expanded  research  program  examining  the 
organization  and  process  of  primary  care  is  essential  to  refine  rational  policy  development  and  to 
ensure  the  optimal  provision  of  services.  SGIM  strongly  supports  the  development  of  a  Center 
for  Primary  Care  Research  within  AHCPR. 

SGIM  supports  the  President's  recommendation  for  fiscal  year  1996  funding  of  $194 
million  for  the  Agency  for  Health  Care  Policy  and  Research. 

Conclusion 

Tide  VII  education  grants  provide  the  only  federal  support  that  is  designated  for  primary 
care  and,  therefore,  is  likely  to  have  a  direct  impact  on  shifting  the  balance  of  this  nation's 
primary  care  workforce  toward  generalist  physicians.  Though  the  actual  appropriations  in  the  past 
have  been  small,  the  potential  for  these  grants  to  leverage  widespread  eHuc?tion?!  change, 
affecting  all  physicians  in  training,  is  great.  Teaching  hospitals  and  academic  medical  centers  are 
facing  a  period  of  fiscal  cutbacks  at  a  time  when  primary  care  needs  in  many  areas  of  the  country 
cannot  be  met  Therefore,  we  believe  that  an  expansion  in  funding  for  general  internal  medicine 
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training  programs  is  critically  important  at  this  time. 


We  encourage  the  subcommittee's  leadership  through  support  of  Title  VII  grant  programs, 
health  professions  educational  research  and  AHCPR  sponsored  research.  We  are  confident  this 
funding  will  help  produce  a  more  suitable  physician  supply  and,  ultimately,  more  satisfied, 
healthier  patients.  The  Society  of  General  Internal  Medicine  is  committed  to  working  with  the 
subcommittee  and  to  serving  as  a  resource  for  this  effort. 
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A  C  A  D  E  M  I  A     and     clinic 


Career  Differences  between  Primary  Care  and 
Traditional  Trainees  in  Internal  Medicine  and  Pediatrics 

John  Noble.  MD:  Robert  H.  Friedman.  MD:  Barbara  Siaiiicld.  MD:  Arlcnc  Ash.  PhD: 
and  Charlyn  Black.  MD.  ScD 

■  Ob/ecfriw:  To  assess  the  relation  of  Primary  Car*  A  national  study  of  all  residency  training  programs  in 
Residency  Training  to  career  choice,  board  certrfica-  internal  medicine  and  pediatrics  was  conducted  10  jv 
tion,  ana  practice  location  of  internists  and  pediatry  scss  differences  in  career  choices  between  primary  care 
cians.  trainees  and  other  graduates  within  each  discipline.  Wc 

■  Design:  Cohort  study  wren  up  to  a  years  ot  follow-up.  compared  the  graduates  of  federally  funded  primary 

■  Strong:  The  United  State*.  care  residencies,  nonfcdcralfy  funded  primary  care  pro- 
el  ParHctpantr  The  17  933  residents  trained  in  all  in-  grams,  and  traditional  residency  programs.  Outcomes  of 
terns!  medicine  (13  7501  and  pediatrics  (4183)  residency  training  included  the  choice  of  a  gencralist-pnmary  care 
programs  between  1977  and  1982  were  studied  using  career,  board  certification,  and  the  location  of  practice 
information  from  the  National  Resident  Matching  Pro-  in  medically  undencrved  areas.  The  purpose  of  ihis 
gram,  the  AMA  Physician  Masterfke.  the  Area  Resource  study  was  to  assess  the  outcomes  of  primary  care  train- 
Fee,  and  a  telephone  survey.  mg  and  the  relevance  of  these  programs  to  reforms  in 

certification,  the  traditional  residency  curricula  of  internal  medicine 

relation  to  five  and  pediatrics  to  better  meet  the  nation's  need  for  pri- 

:  type  ot  residency  (primary  care  mary  care  physicians, 
track),  gender,  year  of  medical  school 
1  of  the  teaching  hos- 


We  studied  physicians  who  pinicipaied  in  the  National  Rev 


;  of  primary  care  residency  Participants 

in  genersitst  primary 

care  sigrirficantiy  more  often  than  did  graduates  of  ldeilcv  m,,^,,  program  inrmpi  during  the  vears  wmw: 

traditional  tracks  in  both  internal  medicine  (72%  com-  and  who  entered  practice  in  internal  medicine  or  pediatrics  bv 

pared  with  54%)  and  pediatrics  (88%  and  81%  respec-  1985.  The  Trainee  File,  obtained  from  the  NRMP.  contained 

•— -  »  -  0.001  for  both  values).  Board  certification  "*»*•  °»  '7  «  ""l**"""*  l3  ™,n,t??  '"  """"! 

;  and  4183  trained  in  pediatrics.  This  rile  was  merged 


graduates  Of  primary  care  training  programs  (80%)  than        1  AMA)  Physician  Mastcrftle  on  practicing  internists  and  pedi- 
for  graduates  Of  traditional  programs  (76%.  P  =  0.002)        ainaans.  The  AMA  Die  contained  data  on  physicians  who 

I  Of        received  any  residency  training  in  either  of  the  two  specialties 

_  0(_  between  1973  and  1983  and  who  had  provided  information  in 

19S3  regarding  their  practice  specialties,  board  certification 


tocaiiotv  Fdf  cacti  person  in  the  I 


U.S.  medical  (radeaics:  only  2%  I 
outside  of  the  United  States. 

Thii  prebmmarv  Trainee  File  was  prepared  for  analysis  by 
removing  records  on  persons  who  left  internal  medicine  or 
pediatrics  after  I  year  to  study  other  medical  specialties  (usu- 
ally alter  compaMina  a  l-vear  preliminary  residency  programi. 
Records  with  missmt  values  for  anv  of  the  explanatory  or 


Am*,  of  Imen*  M«bane.   l992;llfc4M2-U.7.  ^  ^  |WJ  AMA  , 

two! 

From  Boston  Universirv  School  of  Medicine  and  Boston  Cirv  1985  I 

Hospital.    Boston.    Massachusetts:    and    the    Johns    Hopkins  classified  as  generalise  in  this  siudv.  Those  who  passed  I 

School  of  Hvciene  and  Public  Health.  Baltimore.  Man/land.  general  ccnifying  ewir.inai.on  in  internal  medtcme  or  pediai- 

For  current  author  addresses,  see  end  of  text,  rics  were  considered  hoard  certified    Practice  location  was  a 

4*2       £  I  "9:  American  College  of  Physicians 
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Table  I.  Frequency  of  Generalisl  Career  Choice  by  Graduates  of  Internal  Medicine  and  Pediatric]  Residency  Trai- 


Programs 

Type  of  Residency  Program 

Internal  Medicine 

Pediatric* 

Number                     Generalists.  % 

Number 

Ceneralists.  *> 

12  594 

All  pnmary  care  U5h 

Federally  funded  pnmary  care  ""HA 

Nonfederally  funded  pnmary  care  370 


continuous  vanable  denned  as  (he  density  of  physicians  in  the  in  federally-funded  programs  with  those  in  programs  wuhoui 

county  in  which  the  physician  practiced  I  number  per  100  0U0  such  funding. 

population  derived  from  the  Area  Resource  File  of  the  United  Associations  between  type  of  criming  (primary  care  com- 

Stales   Department   of   Health   and   Human   Services   (USD-  pared  with  traditional  and  federally  funded  compared  with  non- 

HHS|).  To  introduce  physician  density  within  the  county  of  federally  funded)  and  choice  of  practice  speoalry  (generalist  or 

medical  practice  to  the  Trainee  File,  zip  codas  m  the  Area  subtpecialnau  and  the  relations  birwaan   training  type  and 

Resource  File  were  matched  with  those  of  physician  addresses  board  certification  icenrned  or  noil  were  tested  using  chi- 

m  the  Trainee  File.   Unfortunately,  the  federal  Health  Man-  souare  analysts.  The  relation  between  the  type  of  training  and 

power  Shortage  Area  (HMSAI  designation  could  not  be  used  the  number  of  physicians  per  capita  m  the  physicians  county 

because  it  doss  not  conform  to  census,  zip  code,  or  other  of  practice  were  tested  using  the  Student  uest. 

national  data  sets  of  either  population  or  geography.  The  joint  effects  of  the  five  explanatory  vanaMes  on  the 

Explanatory  Variables  logistic  regression  analyses  with  stepwise  fitting.  To  detect 


Five  explanatory  variables  were  studied:  the  type  of  resi- 
dency program  (traditional  or  pnmary  care,  and  if  pnmary         i^ton***  who  graduated  hennas*  iWand  'l'«79  were  da 
funded),  gender,  the  year  of         ,lted  „  ..eirty. .  ,„»*,,,,,  „*  atone  who  graduated  dune*  i 


For  training  programs  with  omv  a  single  track  (either  rradi-  q^,^  „,  t  pnm^y  Care  Generalisl  Career 
nonal  or  pnmary  caret  and  programs  with  both  tracks  but 

separate  NRMP  match  numbers  for  each  track,  the  training  Between  1977  and  1983.  graduates  of  primary  care 

program  type  for  each  phystaaa  in  the  Tramee  Fife  was  de-  ^^n-  lnuuM  -„,-,,„  w  pou,  mtemai  medicine 

termtned  using  the  physacaa  s  NRMP  match  number.  For  dual-  "*T"""Z  ,nunm8  prog™™  m  ooui  internal  meosctiie 

track  programs  that  used  on*  one  NRMP  match  number  for  *«*   pediatrics   Chose   general*!   pnmary  care   careers 

both  pnmary  care  and  traditional  tramiii.  residents  were  idea-  more  often  than  did  gradu~::     „.'  tra_>uonai  programs 

titled  in  each  track  using  the  names  of  ail  pnmary  care  rest-  (Tabic  1).  In  internal  medicine,  pnmary  care  careers 

dent,  obtained  from  the  program  d.reaorv           ^^  ^^  ^^^   ^  #%  of  the   graduate*  of  traditional 

^25TJS£?ZZi  7£^£JZ?Z  «3  ******  <>»***  *****<*  p*-*  *«**  »> 

the  Kelly  Typology  (St.  Hospitals  wen  categonztd  as  follows:  maty  care  programs.  In  pediatrics,  geoeralist  careers 
I  -  nonieachtng  hospuat:  2  -  regional  hospital:  3  -  major  were  chosen  by  88%  of  the  primary  care  graduates, 
academic  amliaied  hospital:  and  a  .  one  of  the  100  largest  compared  with  81%  of  those  m  traditional  programs 
''TWrestutTof  the  medical  school  aaaoctsied  with  each  "*  *  °  °01  for  •"  **"•«'•  ,n  contra*,  no  difference  in 
training  program  was  obtained  from  Cole  and  Lipton's  national  career  choice  was  found  between  the  graduates  of  fed- 
study  of  the  npiaiei  of  full-time  medical  school  faculty  (4).  eralry  funded  and  nonfederally  funded  pnmary  care 
Tros  Prestige  Rank  Scale  was  coded  oe  an  ordinal  scale  of  I  to  (raining  programs  m  either  speoalry. 
4  ,n  which  4  indicated  a  teaching  hospital  affiliated  prnwanty  Mulirvanaie  analyses  were  done  using  five  explana 
with  a  methcal  »choolnithe  h.ghes.  presttaejauarttte  Ptest.ee  vtnsotes  for  career  choices  in  internal  medicine 
rank  scores  were  attached  to  the  Trainee  Fne  bv  linking  each  lorv  vanaoses  "»  career  enwecs  an  »«"  «""*" 
Hospital  with  the  score  of  the  medwai  school  most  closer,  and  pediatrics  (Table  2).  In  each  specialty,  all  five  var 
affiliated  with  «.  as  determined  from  the  19*5  NRMP  Dircc-  tables  were  significantly  assoctated  with  the  choice  of  a 
,0<y  generalisl.  as  compared  with  a 
Statistical  Analysts  Pnmary  care  generalist  car 

mon  among  those  who  had  received  pnmary  care  rest- 
Analyses  were  done  separately  for  internal  medicine  and  ^nc*  training,  who  had  trained  in  leta  academic -on 


amluted  with  less  prestigious  medical  schools.   I 
only  graduates  ot  primary  care  programs,  and  compared  those         nists    4nd    pediatricians    with   generalist   careen   were 
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Table  2.  Faclon  Associated  with  a  "Generalisl"  Career  for  Graduates  of  Internal  Medicine  and  Pediatric  Residents 
Training  Programs* 


V  jn.oic 

Internal  Medicine 

Pediatrics 

Orderr 

Ol 

Odds  Ratio 

Orderr  ot 

Emrv 

nin 

Model 

i«5«5  Cht 

Emrv 

inio 

Model 

951  CI. 

Ml  residents 

Primarv  care  iraining  program 

MM  11.83  to 

401 

J 

1  49 

II  III  lo 

Hirsoiul  ivpe 

ii  rs  III  74  to 

l.80i 

« 

Medical  scnnol  preslice* 

.- 

U  4ii«  HI.87  in  U.94I 

10.79  to 

1  V". 

Fcmaic  sex 

4 

1.52*  11.38  to 

ISKI 

7 

1.72 

Recent  medical  school  graduation"- 

1 

:.:wo.i>*io 

.38) 

1 

2.48 

12.08  to 

Primarv  care  residents  onlv 

Fcdcmuv  lunded  trainine  prozrams 

Lift  hi  .82  to  1.651 

II  s)4 

11.60  to 

4Ki 

Hosniiai  ivpe 

3 

11.78*  (O.M  to  1 

.951 

0.99 

10.77  to 

.Si 

Medical  school  prestige' 

11.96  HI.K4  to  1 

101 

I  03 

0.85  to 

•«, 

Female  sex 

2 

1.92*11.35  10 

.801 

1  *? 

II. 11  to 

S3i 

Receni  medical  school  graduation" 

1 

1.99*11.5:  to  2.621 

1 

2.34 

11.4610 

"4i 

more  likely  to  be  women  and  more  recent  medical 
school  graduates.  Recent  graduation  from  medical 
school  was  the  first  variable  to  enter  the  stepwise  re- 
gression model  in  both  internal  medicine  and  pediatrics. 
Multivariate  analyses  were  also  done  for  the  subset  of 
trainees  in  either  federally-funded  or  nonfederally 
funded  primary  cure  programs  [see  Table  21.  The  same 
five  explanatory  variables  were  used  to  compare  career 
choices  among  primary  care  trainees:  however,  in  these 
analyses  the  training  program  marker  distinguished 
those  in  tcdcrally  funded  programs  from  other  primary 
care  resident  trainees.  In  both  internal  medicine  and 
pediatrics,  women  and  more  recent  medical  school 
graduates  were  more  likely  to  he  generalists.  Among 
internists,  hut  not  pediatricians,  those  training  in  less 
tcacning  oriented  hospitals  were  more  likely  to  choose 
•jencransi  careers. 

Board  Ccrnnc.      n 

Wc  noted  a  small  hut  statistically  significant  differ- 
ence  in  rrnard  certification  rates  in  internal  medicine 


Table  3.  Graduates  of  Internal   Medkiae  and   Pediatric 
Resident-.  Training  Programs  Who  Are  Board  Certified* 


Internal  Medicine     Pediatrics 


Traditional* 
Ml  primary  care 
FederalK  lunded  I 


between  the  graduates  of  primary  care  training  pro- 
grams 1 80*)  and  the  graduates  of  traditional  residencies 
(76*1  (Table  31.  A  larger  difference  in  rates  of  board 
certification  was  seen  between  internal  medicine  gradu- 
ates of  federally  funded  primary  care  programs  1850) 
and  those  of  nonfederally  funded  primary  care  programs 
i  "10 1.  Differences  in  board  certification  rates  between 
graduates  ot  primary  care  programs  and  traditional  pro- 
grams in  pediatrics  and  between  graduates  of  federally 
and  nontcderally  funded  pediatric  programs  were  not 


A  multivariate  logistic  analysis  was  done  for  board 
certification  with  the  same  live  explanatory  variables 
used  to  study  career  choice  (Table  41.  Male  graduates 
trom  medical  schools  in  the  earlier  period  and  trainees 
at  centers  with  more  teaching  and  affiliation  with  more 
prestigious  medical  schools  were  more  likely  to  be 
hoard  certified.  In  internal  medicine,  primary  care  grad- 
uates were  more  likely  to  achieve  certification  than 
were  traditional  program  graduates. 

When  the  analysis  was  connncd  to  graduates  of  pri- 
mary care  programs  in  each  ol  the  specialties,  the 
teaching  orientation  of  the  hospitals  and  the  period  of 
medicai  ~  •"  craduation  remained  important  explana- 
tory van.imcs.  hut  eender  did  not.  No  difference  in 
hoard  certification  was  seen  when  we  compared  men 
and  women  in  primary  care  (raining  programs.  Among 
primary  care  graduates,  t'inme  in  a  iedcrally  funded 
program  and  affiliation  v  <i  j  rp  ire  prestigious  medical 
school  were  significantly  associated  with  board  certifi- 
cation lor  internal  medicine  hut  not  tor  pediatrics. 


Practice  Location 


n,.i  i.t  piuui'iis  ./•  -  Graduates  ol  primary  care  training  programs  tended 

lo  practice   in  areas  with  lewer  physicians  per  capita 

"'"'niT'»>»  ,ITT»  ^i,  ,njn  Jid  uraduatcs  ol  traditional  training  programs  I  Ta- 

nk   5 1.    This    dillerence    was    signincant    in    pediatrics 


\tmut\  "t  Internal   \lt-thii 


1655 


Table  4.  Factors  Associated  with  Ach.e»»m*m  of  Board  Ctrtmcatna  <b»  |9S5i 
Pediatric  Resideacy  Traiaiat  Protraau* 

by  Graduates  of  Intenui 

Medicine  and 

Vanabte 

Internal  Medicine 

Pcduincs 

Order  M                        Odds  Rami 
Entry  mio  Model                i95';  Cll 

Order  ot 
Entry  into  Model 

Odds  Rjiu. 
1*'.  til 

All  I 

Pnmary  care  iraming  program  5  1 .35*  11.15  to  l..\si 

Hospital  type  I  1.55*  iMiio  l.nn 

Medical  school  prestige  :  1.22*  11.17  m  l.2?| 

Female  sex  4  11.72  lll.fti  to  l».7»l 

Recent  medical  school  nrjuujuon  3  ii.nv*  (11.64  in  11.751 

Primary  care  resident*  nniy 

Federally  tunded  training  program  I  I.ft7*  11.15  to  2.421 

Hospital  type  3  1.3: 1 1. IN  to  I. nil 

Medical  school  prestige  4  I . I«*  ( I .1)3  io  I  ..Vii 

Female  sex  0.87  iii.mi  to  1 .261 

Recent  medical  school  graduation  2  0.67*  10.511  tn  11.W1 


1.02  10  n<  in  1 

:ii 

l.4Ht||.M,ll 

1    Ml 

1 .3 1 1 

ii.SHt  111  TO  tn  1 

1  <»Z\ 

O.lOt  111.71  u. , 

,*-., 

11  *»  10.71  |„  | 

,3<*i 

1.4ft*  II.JI  Kl 

1.771 

1 .07  HI  su  10  | 

,«l 

O.W.  Hl.ftK  10  | 

U\ 

II  Ml  III. IN  hill 

iyi 

(P  »  (1.007)  but  not  in  internal  medicine  iP  >  0.2).  For  residency  training  until    1987  when  pediatric  subspc- 

each  specialty,  graduates  of  noniedcrally  funded  pn-  aalry  training  began  to  receive  more  emphasis  K».  KM. 

mary  care  programs  tended  to  practice  in  counties  with  Pediatric  departments  continue  to  support  pnmary  care 

lower  proportions  of  physicians  per  capita  (P  -  0.013  training,  as  rejected  in  the  H\c>  of  erai'uaics  trom  tra- 

for  all  valuesi.  ditional  pediatric  residencies  who  described  themselves 

For  internal  medicine,  all  five  explanatory  variables  in  our  study  as  general  pediatricians.  However,  among 

were  associated  with  the  number  of  physicians  per  cap-  pediatricians  who  trained   in   primary  care   tracks,  a 

ita  in  the  communities  where  the  graduates  practiced  higher  percent  <K8<rl  chose  pnmary  care  careers.  In  an 

(Table  61.  In  the  regression  analysis,  the  independent  earlier  study.  Shclov  and  colleagues  ill)  reported  that 

vanabte  was  the  physician-to-population  ratio  in  the  97<r  of  the  graduates  of  federally  funded  pcdiainc  pn- 

1985  practice  location  of  the  former  trainee.  A  lower  mary  care  training  programs  were  practicing  general 

density  ot  physicians  in  the  practice  area  was  associated  pediatrics.  As  noted,  the  limited  designation  of  pediatric 

with  a   primary  care   residency,  with  residencies  at-  subspecialties  in  the  1985  AMA  Mastcrfile  undoubtedly 

tached  to  less  prestigious  medical  schools,  and  with  increased  the  number  of  pediatricians  reporting  gener- 

programs  located  in  less  teaching-oriented  hospitals.  A  alist  careers  in  our  study. 

lower  density  ol  physicians  in  the  practice  area  was  also  Although  the  association  of  pnmary  care  training  and 

associated  with  male  sex  and  with  more  recent  gradua-  a  subsequent  pnmary  care  career  choice  has  been  noted 

tion.  Similar  findings  pertained  to  pediatrics,  except  that  in  preliminary  surveys  ot  the  career  choices  ot  pnmary 

trainee  type  ipnmary  care  compared  with  traditional)  care  and  traditional  residents  in  both  internal  medicine 

and  year  ot  medical  school  graduation  did  not  enter  the  1 12)  and  pediatrics  (131.  our  sur>"-   -dicais  that  more 

model.  In  analyses  limited  to  graduates  ot  pnmary  care  recent  graduates  of  pnmary  care  residencies  have  cho- 

iraining  programs,   less  medical  school  prestige,  less  sen  pnmary  care  careers  more  often  than  have  earlier 

leaching  onentation  of  the  hospital,  and  male  sex  were  graduates. 


associated  with  internists  and  pediatricians  practicing  in 
areas  with  fewer  physicians  1  Table  61. 


In  this  national  study  about  three  quarters  of  physi- 
cians who  entered  pnmary  care  internal  medicine  train- 
ing programs  chose  generalist  careers.  This  finding  con- 
firms previous  reports  of  individual  ptuaianu  (5-7)  and 
contrasts  sharply  with  both  the  37*7  of  internists  who 
chose  generalist  careers  in  the  immediate  prepnmary 
care  training  era  isi  and  with  (he  54<r  of  residents  in 
iraditional  residency  programs  who  chose  these  careers 
idcnuncd  in  our  study  between  1980  and  1985.  The 
increase  in  generalist  career  choices  by  traditional  pro- 
gram trainees  observed  between  1972  and  1985  may 
reflect  the  secular  (rend  toward  pnmary  care  prevalent 
m  (he  internal  medicine  during  (he  laie  |s)7(K  and  1980s. 

Pnmary  care  was  ihe  ccniral  mission  of  pcdiainc 


Type  01  Training  Program 

Physicians  per  ll«l  mi 
Population 

Imemal  Mcdnae     Pediatrics 

Mem  s  SO 

Traditional! 

All  pnmary  care 

Federally  lunded  primary  caret 

NonicderaHV  funded  pnmary  care 

as  s  an      m  =  ins 

27H  =  IMS         253  :  It* 
5w  s  Ml         :f*  =  177 

^3  :16ft        236  =  147 
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The  extent  to  which  the  differences  in  career  choice 
between  primary  care  and  traditional  residents  can  be 
attributed  to  primary  care  residency  training  is  unclear. 
This  is  because  of  recruitment  bias:  that  is.  trainees 
entering  primary  care  residencies  may  have  had  predis- 
positions towards  different  careers  than  did  traditional 
trainees  at  the  Stan  of  their  residencies. 

Primary  care  programs  have  provided  three  of  the 
four  factors  identified  by  Ernst  and  Yen  (14)  to  explain 
the  career  choices  of  physicians:  provision  of  a  defined 
curricula,  preferential  recruitment  of  interested  individ- 
uals, and  exposure  to  faculty  role  models.  Despite 
lower  incomes  of  gcncralists  (the  fourth  (acton,  most 
primary  care  program  graduates  went  on  to  choose  pri- 
mary care  careers. 

The  increased  likelihood  of  recent  graduates  to 
choose  generalist  careers  may  reflect  the  maturation  of 
primary  care  training  programs,  or  it  may  be  a  reporting 
artifact  associated  with  an  earlier  stage  in  a  physician's 
career.  However,  no  evidence  of  attrition  or  switching 
to  subspecialty  careers  of  primary  care  graduates  was 
apparent,  in  our  data,  in  more  recent  surveys  (5-7)  or 
during  reviews  of  graduate  placements  at  the  12  site 
visits  to  primary  care  programs  conducted  as  part  of 
our  study  (1).  The  vital  importance  of  faculty  who 
served  as  role  models  was  emphasized  both  during  the 
site  visits  and  in  other  studies  (15-17). 

Practice  styles  of  primary  care  graduates  were  found 
during  the  site  visits  to  differ  from  those  of  their  tradi- 
tionally trained  peers.  Similar  findings  were  reported  by 
Weil  and  Schleiter  (18).  who  noted  that  primary  care 
program  graduates  provided  more  principal  care  than 
did  subspecialty  graduates  in  the  1976-1977  cohort  of 
residents  in  internal  medicine.  More  recent  graduates  of 
primary  care  training  programs  have  reported  that  they 
provide  a  greater  breadth  of  service  and  more  psycho- 
social support  and  that  they  use  community  agencies 
more  extensively  than  do  their  peers  who  trained  in 
traditional  tracks  sponsored  by  the  same  residency  pro- 
gram (7.  11). 
Although 


pendcntly  idcntirv  the  effect  of  the  pnmarv  care  training 
programs  on  outcomes,  tnc  data  from  mis  national  sur- 
vey, from  our  site  visits,  and  from  the  luerature  sho» 
that  graduates  oi  pnmarv  care  training  programs  in  each 
discipline  make  substantially  different  career  choices 
than  do  graduates  of  traditional  residency  programs. 


Differences 


career  outcomes  were  identified  among 


pnmarv  care  trainees  in  federally  funded  and  in  nonfed- 
erally  funded  residency  training  programs.  Most  feder- 
ally funded  pnmarv  care  training  programs  in  internal 
medicine  are  in  larger,  more  academic  hospitals,  and 
this  may  account  for  the  higher  rate  of  board  certifica- 
tion among  this  subset  of  trainees.  Overall,  the  repons 
of  board  certification  in  our  study  indicate  that  partici- 
pation in  a  pnmarv  care  program  did  not  diminish  the 
trainee's  ability  to  master  the  traditional  elements  of 
cither  the  internal  medicine  or  pediatrics  curriculum 
These  results  answer  questions  posed  by  medical  edu- 
cators ten  years  ago  about  the  quality  of  pnmarv  care 
training  (19.  20). 

The  results  of  the  practice  location  analyses  are  dif- 
ficult to  interpret  because  the  outcome  measure  "den- 
sity of  physicians"  is  a  weak  indicator  of  a  health 
manpower  shortage  area.  In  our  study,  primary  care 
graduates  tended  to  establish  their  practices  in  areas 
with  fewer  physicians  per  capita  than  did  graduates  of 
traditional  programs.  This  trend  appeared  in  every  anal- 
ysis and  is  consistent  with  earlier  findings  that  graduates 
of  traditional  training  programs  in  internal  medicine 
continue  to  enter  practice  in  more  urban  and  suburban 
areas  (14.  21.  22). 

In  all  analyses  among  primary  care  trainees  alone  (in 
both  disciplines),  the  graduates  of  nonfederally  funded 
primary  care  programs  practiced  in  areas  with  fewer 
physicians  than  did  graduates  of  federally  funded  pro- 
grams. This  finding  may  have  occurred  because  a  large 
number  of  the  nonfederally  funded  primary  care  resi- 
dency programs  were  located  in  smaller  regional  hospi- 
tals that  arc  situated  in  less  populated  areas.  Ernst  and 
Yen  (14)  have  reported  that  up  to  63%  of  physicians 


Tabic  6.  Factors  Associated  with  lb*  Density  of  Physician*  in  Practice  Local**  of  Granules  of  lalcnta 
Pediatric  Residency  Training  Programs* 

IMediciacaad 

Variable 

Internal  Medicine 

Pediatries 

Order  ol             Coemcientr 
Enirv  into  Model 

SE 

Coefficient 

Order  ol            Coelhctenlt           SE 
Entry  into  Model                          Cocmoeni 

Recent  medical  school  graduation 
Pnmarv  care  residents 
Primary  care  training  program 
Hospital  type 
Medical  school  prestige 
Female  sex 
Recent  medical  school  i 


0.7 

0.7 

2.2 

0.4 

3.1 

0.3 

2.9 

0.6 

0.0 

0.6 

1.8 

1.2 

2.1 

0.7 

1.9 

0.5 
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practice  in  the  state  in  wnich  their  residency  was  lo- 
cated. 

Lewis  123)  stated  in  IV86  that  it  was  "time  to  retool 
the  factory"  in  his  assessment  of  the  recent  NRMP 
results  and  the  decline  of  applicants  to  internal  medicine 
and  other  primary  care  residencies.  Similar  calls  for 
action  and  change  have  been  expressed  for  both  pedi- 
atric and  internal  medical  residency  training  (21.  25.  26). 
Primary  care  residency  training  programs  have  provided 
an  important  expansion  of  traditional  residency  training 
in  both  disciplines.  They  have  "retooled"  the  curricu- 
lum and  the  orientation  of  faculty  and  academic  leaders 
at  teaching  hospitals  throughout  the  nation.  The  chal- 
lenge for  the  next  decade  is  to  secure  a  more  stable 
basis  on  which  to  finance  the  costs  of  primary  care 
training  (27)  and  to  incorporate  this  training  more 
widely  in  internal  medicine  and  pediatrics. 


WTJHiJMM. 

ST.  Allan  XI.  I 

Federally    MippunCd 

lanm.  Am  J  On  Child.  lv*7:MI:tS-t. 

DL.  hw  JT.  Cakta  AS.  The  effect  ol  <  primary-cue 
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TESTIMONY  OF 
THE  HUMANE  SOCIETY  OF  THE  UNITED  STATES 


BEFORE  THE 

HOUSE  COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION 


FY96  APPROPRIATION  FOR  THE  NATIONAL  INSTITUTE  OF 
ENVIRONMENTAL  HEALTH  SCIENCES 


April  1995 


The  Humane  Society  of  the  United  States 
2100  L  Street,  NAV,  Washington,  DC  20037 
(202)  4521100     FAX  (202)  778-6132 


The  Humane  Society  of  the  United  States  (HSUS)  appreciates  the 
opportunity  to  submit  testimony  on  the  FY96  appropriation  for  the 
National  Institutes  of  Health's  National  Institute  of 
Environmental  Health  Sciences  (NIEHS) .   The  HSUS  is  the  nation's 
largest  animal  protection  organization,  with  over  2.3  million 
members  and  constituents. 

The  HSUS  requests  that  this  committee  support  the  NIEHS 's 
important  work  in  advancing  new  methods  of  safety  testing  that 
are  alternatives  to  traditional  animal-based  experiments. 

Alternative  tests  comprise  the  Three  Rs;  that  is,  they  are 
methods  that  replace  or  reduce  animal  use  in  specific  procedures, 
or  refine  those  procedures  to  minimize  animal  suffering. 
Although  alternative  methods  of  safety  testing  are  defined  with 
reference  to  humane  criteria,  they  have  additional  appeal  to 
industry,  regulatory  agencies,  and  academia  because  they  tend  to 
be  quicker,  less  expensive,  and  more  sophisticated  than 
traditional  procedures. 

However,  until  recently,  there  was  no  entity  within  the  federal 
government  that  could  provide  industry  with  official  guidance  on 
(i)  how  to  evaluate  the  new  test  methods  to  determine  which  ones 
worked  best  for  specific  purposes,  and  (ii)  how  to  conduct  such  a 
"validation"  process  in  order  to  gain  regulatory  approval.   The 
NIEHS  is  now  in  the  process  of  filling  this  void. 

The  NIEHS  has  taken  seriously  its  mandate  on  alternative  methods 
in  the  1993  NIH  Revitalization  Act.   This  Act  states  in  part: 

(a)   There  is  established  within  the  Institute  [NIEHS]  a 
program  for  conducting  applied  research  and  testing 
regarding  toxicology....      (b)    In  carrying  out   [this 
program],    the  Director  of  the  Institute  shall    ...    carry  out 
activities — . . . 

(3)  to  develop  and  validate  assays  and  protocols, 
including  alternative  methods  that  can  reduce  or  eliminate 
the  use  of  animals  in  acute  or  chronic  safety  testing; 

(4)  to  establish  criteria  for  the  validation  and 
regulatory  acceptance  of  alternative  testing  and  to 
recommend  a  process  through  which  scientifically  validated 
alternative  methods  can  be  accepted  for  regulatory  use; 

(5)  to  communicate  the  results  of  research   to  government 
agencies,    to  medical,    scientific,    and  regulatory 
communities,    and  to  the  public;  and 

(6)  to  integrate  related  activities  of  the  Department  of 
Health  and  Human  Services.    (Title  XIII,  S  1301) 

A  coalition  of  representatives  from  private  industry,  academia, 
and  animal  protection  was  instrumental  in  the  incorporation  of 
these  provisions  in  the  NIH  Revitalization  Act.   This  coalition, 
known  as  the  Dialogue  Group,  includes  Procter  &  Gamble,  Tufts 
University,  The  HSUS,  and  many  other  organizations. 
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We  commend  the  NIEHS  for  its  recent  initiatives  to  implement  the 
above  provisions  in  the  NIH  Revitalization  Act. 

*  The  NIEHS  has  established  the  Interagency  Coordinating 
Committee  for  the  Validation  of  Alternative  Methods 
(ICCVAM) ,  which  has  representation  from  all  relevant  federal 
regulatory  agencies  and  which  will  provide  industry, 
academia,  and  interest  groups  with  guidance  on  conducting 
validation  programs  and  gaining  regulatory  acceptance  of 
their  new  methods.   ICCVAM  has  begun  collaborations  with  its 
European  counterpart,  the  European  Center  for  the  Validation 
of  Alternative  Methods  (ECVAM) . 

*  The  NIEHS  has  solicited  advice  from  all  interested  parties 
on  how  the  agency  can  best  carry  out  its  congressional 
mandate  on  alternative  methods. 

*  The  NIEHS  has  initiated  a  modest  but  important  funding 
program  ($1.5  million)  to  support  studies  of 
"mechanistically-based  alternative  methods  in  toxicology." 

The  formation  of  ICCVAM  will  allow  the  various  federal  agencies 
involved  in  safety  assessment  to  speak  with  one  voice  when 
addressing  industry's  efforts  to  substitute  the  new  alternative 
methods  for  outdated  and  unsophisticated  animal  tests.   Private 
industry  is  hesitant  to  pursue  alternative  test  methods  to  their 
full  potential  without  the  involvement  and  imprimatur  of  the 
federal  government,  which  regulates  the  safety  of  consumer 
products.   It  is,  therefore,  imperative  that  an  agency  of  the 
federal  government  assume  an  active  and  high  profile  role  in 
alternative  test  development.   The  NIEHS  is  emerging  as  that 
agency  and  The  HSUS  hopes  that  it  will  continue  to  have  the 
resources  to  continue  these  efforts. 

We  recognize  that  the  NIEHS  is  operating  in  a  era  of  budgetary 
constraints  and  competing  priorities.   However,  the  NIEHS 's  small 
monetary  investment  in  advancing  alternative  methods  will  have  a 
considerable  impact  in  facilitating  the  private  sector's  adoption 
of  more  sophisticated  and  humane  methods  of  safety  testing. 
Moreover,  federal  agencies  themselves  will  also  incorporate  the 
newer  methods  into  their  own  safety  assessment  programs.   The 
NIEHS 's  modest  investment  in  new  technology  now  will  be  quickly 
recouped  given  the  cost-efficiency  of  alternative  methods. 

[g:\lab\group\niehs395.tat) 
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Mr.  Chairman  and  members  of  the  Subcommittee,  I  appreciate  this  opportunity  to 
submit  comments  to  all  of  you  on  behalf  of  the  Head  Start  Community.     Head  Start  as  you 
know,  is  a  comprehensive  child  development  and  family  services  program.    It  currently 
serves  740,493  children  between  the  ages  of  3  and  5  at  an  average  cost  of  $4,343  per  child. 
Under  the  1994  Head  Start  Reauthorization  Act,  the  Congress  agreed  to  increase  funding  for 
Early  Head  Start  which  expands  services  to  children  ages  0  to  3  years.   The  Act  also 
authorizes  the  Secretary  of  Health  and  Human  Services  to  establish  national  Quality 
Standards  for  the  monitoring  of  Head  Start  Agencies  and  Programs.   Since  its  birth  thirty 
years  ago,  Head  Start  has  always  enjoyed  bi-partisan  support  in  the  U.  S.  Congress.   The 
program  has  received  substantial  increases  over  the  years  and  the  Head  Start  community  is 
certainly  grateful  for  every  dollar.    However,  as  years  passed,  large  expansions  and 
regulations  for  the  program  increased,  in  turn,   driving  up  the  cost  of  providing  quality 
service. 

In  1993,  a  bi-partisan  Advisory  Committee  on  Head  Start  Quality  and  Expansion  was 
formed  to  address  the  quality  and  expansion  of  Head  Start  programs.    In  the  Committee's 
final  report,  recommendations  were  made  to  improve  quality  and  expand  services.       In 
order  to  meet  the  criterion  set  by  the  committee,  additional  funds  are  needed.   The 
President's  1996  budget  includes  an  increase  of  $400  million  for  Head  Start,  and  the  Head 
Start  community  concurs. 
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President  Bush  gave  Head  Start  its  greatest  boost  when  he  approved  the  largest 
increase  ever  given  to  the  program  since  its  birth.    He  authorized  this  increase  to  fulfill  his 
pledge  to  achieve  full  enrollment  for  Head  Start.    We  in  the  Head  Start  community 
understand   the  urgency  to  control  spending  in  this  country  but  the  long  term  effects  of 
investing  in  at-risk  preschool  children  could  mean  the  difference  between  their  being  a 
liability  or  becoming  an  asset  to  society. 

The  National  Head  Start  Association  has  put  together  a  "Resource  Paper:    Cost- 
Benefit  Approach  to  Understanding  Why  Head  Start  is  the  Nation's  Pride"  to  validate  our 
claim  that  Head  Start  dollars  are  well  spent  and  to  justify  any  request  for  increase  in 
funding.    A  copy  is  included  with  this  statement  for  your  perusal.      On  behalf  of  the  Head 
Start  community,  I  thank  you  for  accepting  this  statement  and  the  supporting  document.   We 
ask  that  you  give  every  consideration  to  our  plea  to  continue  to  provide  quality  service  to 
those  who  need  it  the  most,  our  children. 


89-504    O— 95 53 
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The  Paget  Foundation  for  Paget's  Disease  of  Bone  and  Relate 
Disorders  supports  the  statement  submitted  on  our  behalf  by  the  National 
Coalition  for  Osteoporosis  and  Related  Bone  Diseases. (enclosed). 

Paget's  disease  of  bone,  the  second  most  prevalent  bone  disease  after 
osteoporosis,  affects  our  geriatric  population,  causing  pain,  disability  and 
deformity  for  those  who  are  affected  severely.  The  cause  or  causes  of 
Paget's  disease  are  not  known,  and  future  generations  of  Paget's  disease 
sufferers  depend  on  NIH  sponsored  research  to  determine  these  causes.  The 
only  way  that  the  pain  and  suffering  as  well  as  the  costs  of  this  disease  will 
be  diminished  is  by  the  appropriation  of  adequate  federal  research  funds. 

We  are  fully  aware  of  the  severe  constraints  placed  on  the 
appropriations  process  for  Fiscal  Year  1996,  but  we  ask  that  the 
subcommittee  strongly  consider  providing  all  or  part  of  the  $40,000,000  for 
bone  disease  research  which  was  included  in  the  1993  NIH  Revitalization 
Act. 

The  Paget  Foundation  greatly  appreciates  the  support  of  the 
subcommittee  in  previous  years,  and  will  be  very  grateful  for  your 
consideration  of  additional  funding  for  those  NIH  institutes  which  address 
Paget's  disease  of  bone  as  well  as  all  other  bone  diseases: 

The  National  Institute  on  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  (NIAMS)  -  the  lead  institute. 

The  National  Institute  of  Diabetes  and  Digetive  and  Kidney 
Diseases(NIDDK); 

The  National  Institute  on  Aging  (  NIA); 

The  National  Institute  of  Dental  Research  (NIDR). 
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Statement  for  Submission  to  the 

House.  Labor.  Healrtt  aT1«*  Hymj^  Sejgiges  and 

Education  Appropriations  Subcommittee 


Mr.  Chairmaii  and  members  of  the 
Subcommittee,  this  Statement  is  submitted  on  behalf  of 
the  National  Coalition  for  Osteoporosis  and  Related 
Bone  Diseases.  We  very  much  appreciate  the 
opportunity  to  submit  our  comments  on  the  FY  1996 
Labor,  HHS  and  Education  Appropriations  bilL 

The  National  Coalition  for  Osteoporosis  and 
Related  Bone  Diseases  (the  Coalition)  consists  of  four 
organizations:  The  National  Osteoporosis  Foundation; 
The  American  Society  for  Bone  and  Mineral  Research; 
The  Paget  Foundation;  and  The  Osteogenesis 
Imperfecta  Foundation.  Together  these  organizations 
represent  the  millions  of  women,  men  and  children  who 
suffer  from  bone  diseases  and  the  physicians,  dentists 
and  scientists  that  perform  the  basic  and  clinical 
research  for  these  diseases.  Each  year,  osteoporosis, 
Paget's  disease,  and  osteogenesis  imperfecta,  among 
other  bone  diseases,  strike  30  million  Americans  and 
cause  loss^of  independence,  disability,  pain,  and  death. 
The  annual  cost  of  acute  and  long-term  care  is 
estimated  to  be  $20  billion.  As  the  population  ages, 
these  costs  are  expected  to  increase  to  more  than  $60-80 
billion  by  the  year  2020.  Without  intervention  now, 
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these  diseases  will  drive  the  cost  of  acute  and  long-term 
care  well  into  the  next  century  and  overwhelm  any 
effort  to  contain  health  care  costs. 

Bone  diseases  affect  women,  men  and  children 
of  all  ages.  From  infancy  to  old  age,  these  diseases 
profoundly  alter  the  quality  of  life  for  millions  of 
Americans.  Osteoporosis,  the  leading  bone  disease, 
disproportionately  affects  women.  Of  the  25  million 
Americans  with  osteoporosis,  80%  are  women.  Each 
year,  osteoporosis  leads  to  more  than  1.5  million  bone 
fractures,  typically  of  the  hip  and  spine,  although  any 
bone  can  be  affected.  The  consequences  of  osteoporosis 
include  pain,  disability,  deformity,  and  death- 
One  in  two  women  and  one  in  eight  men  are  at 
risk  in  suffering  a  fracture  due  to  osteoporosis.  A 
woman's  risk  of  developing  an  osteoporosis-related  hip 
fracture  is  equal  to  her  combined  risk  of  developing 
breast,  uterine  and  ovarian  cancer. 

While  osteoporosis  can  be  prevented  and 
treated,  there  is,  as  yet,  no  cure.  Prevention  is  the  only 
way  to  avoid  osteoporosis  and  its  debilitating  fractures. 

Paget's  disease  of  the  bone,  is  a  chronic 
disorder  which  results  in  enlarged  and  deformed  bones 
in  one  or  more  regions  of  the  skeleton.  Excessive  bone 
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breakdown  and  formation  causes  the  bone  to  be  dense 
but  fragile.  Paget's  disease  is  most  common  in 
Caucasian  people  of  European  decent,  but  it  also  occurs 
in  African  Americans.  Paget's  disease  is  rarely 
diagnosed  in  people  under  age  40,  but  may  occur  in  up 
to  3%  of  the  American  population  over  age  60.  Both 
men  and  women  are  affected. 

Osteogenesis  imperfecta  is  a  genetic  disorder 
characterized  by  fragile  bones  which  fracture  easily, 
often  from  no  apparent  cause.  A  severely  affected  child 
begins  fracturing  before  birth.  A  mildly  affected  person 
may  not  realize  that  she  has  the  disorder  until  she  has 
a  child  who  is  more  severely  affected. 

Osteogenesis  imperfecta  can  cause  hundreds  of 
fractures  in  a  lifetime,  as  well  as  hearing  loss,  short 
stature,  skeletal  deformities,  breakable  teeth,  weak 
muscles,  and  respiratory  difficulties.  Use  of  crutches  or 
wheelchairs  for  mobility  is  common. 

It  is  estimated  that  approximately  40,000 
people  in  the  United  States  have  osteogenesis 
imperfecta.  This  disease  affects  people  of  all  ages,  races 
and  both  sexes. 
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Bone  disease  has  never  received  adequate 
medical  research  funds.  The  major  reason  for  this  lack 
of  research  attention  is  due  to  the  general  lack  of 
attention  to  women's  diseases.  Also,  the  lead  institute 
charged  with  the  responsibility  for  conducting  research 
on  osteoporosis  is  a  young  institute  which  came  into 
being  at  a  time  of  severe  federal  cutbacks  and  funding 
for  research.  That  institute,  the  National  Institute  of 
Arthritis  and  Musculoskeletal  and  Skin  Diseases,  has 
never  received  adequate  funding  to  carryout  its 
mission.  Over  the  last  three  years,  NIAMS  has  been 
able  to  fund  only  19%  of  the  high  quality  grant  request 
it  receives,  whereas  the  overall  NTH  average  is  almost 
27%.  This  means  that  outstanding  scientific  oppor- 
tunities to  increase  our  understanding  and  treatment  of 
bone  disorders  are  being  lost,  and  young,  talented 
investigators  are  hesitating  to  follow  careers  in  bone 
research.  As  a  result,  osteoporosis,  Paget' s  disease  and 
osteogenesis  imperfecta  continue  to  be  under- 
researched.  While  NIAMS  should  be  commended  for 
the  excellent  and  far-reaching  bone  disease  research  it 
has  conducted,  there  is  little  doubt  that  the  institute 
could  do  so  much  more  with  additional  funding. 
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Much  clinical  and  laboratory  work  needs  to  be 
done  in  order  to  understand  the  pathology  of  these 
diseases  and  to  find  ways  to  prevent,  treat,  and  cure 
them.  Support  for  funding  for  NIH  is  critical  to  the 
progress  being  made  by  physicians  and  basic  scientists 
whose  work  and  research  are  dedicated  to  under- 
standing the  molecular  and  cellular  basis  of  skeletal 
diseases  which  should  eventually  lead  to  new  strategies 
for  their  prevention  and  treatment.  Investment  in 
research  today  can  save  billions  of  dollars  in  treatment 
in  the  future. 

There  are  major  questions  that  must  be 
addressed  if  we  are  to  bring  these  diseases  under 
control.  For  example,  how  to  build  new  bone  rather 
than  merely  retarding  bone  loss  (an  essential  element 
in  developing  a  cure  for  osteoporosis);  how  to  address 
the  growing  issue  of  osteoporosis  in  men  and  young 
women;  how  to  better  understand  the  basic  cellular 
mechanism  for  which  bone  remodeling  is  controlled; 
how  to  define  the  role  of  factors  produced  by  cells  of  the 
immune  system  in  maintaining  bone  integrity  and 
determine  if  osteoporosis  results  from  abnormalities  in 
their  production.  The  keys  to  answering  these 
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questions  and  bringing  these  diseases  under  control  will 
only  be  discovered  through  a  rigorous  program  of 
medical  research- 
On  behalf  of  the  millions  of  Americans  who 
suffer  from  these  debilitating  diseases,  we  request  that 
your  subcommittee  provide  additional  funding  to 
NIAMS  to  expand  and  intensify  the  research  on  bone 
disease.  We  also  request  additional  funding  for  the 
other  institutes  at  NIH  which  conduct  bone  disease 
research:  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Diseases,  the  National  Institute 
on  Aging,  and  the  National  Institute  of  Dental 
Research.  In  1993  Congress  approved  $40  million  in 
new  funding  for  bone  disease  research  in  the  NIH 
Revitalization  Act.  Unfortunately,  Congress  has  never 
appropriated  the  funds  for  this  authorization.  We  ask 
that  you  consider  providing  this  additional  funding,  or 
some  portion  thereof,  in  your  FY  96  appropriations  bilL 
We  ask  that  you  do  so  this  year  in  order  to  send  a  signal 
to  the  millions  of  Americans  who  suffer  from  bone 
disease  that  Congress  recognizes  the  dire  need  to  step 
up  the  research  in  this  area.  Without  this  specific 
support,  these  diseases  will  swamp  the  overburdened 
health  care  system  and  render  fruitless  any  effort  to 
implement  cost  containment  strategies. 
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Please  do  all  that  you  can  to  provide  additional 
research  funding  for  these  diseases.  Investment  in 
further  research  on  bone  disease  will  lead  to  greater 
understanding  of  the  diseases  and,  especially,  how  to 
prevent  them  and  how  to  treat  them  once  they  have 
developed.  In  fact,  there  are  many  scientists  and 
researchers  who  work  in  these  fields  who  believe  that  it 
is  within  our  power  to  eliminate  these  diseases  as  a 
public  health  problem.  This  subcommittee  can  take  an 
important  step  toward  these  goals  by  approving 
additional  funding  for  the  1996  appropriations  bill  to 
increase  bone  disease  research. 


Thank  you  Mr.  Chairman 
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STATEMENT   OF 


THE  CONVENTION  OF  AMERICAN   INSTRUCTORS  OF  THE  DEAF 
(CAID) 


TO   THE   HOUSE  APPROPRIATION   SUBCOMMITTEE 


ON  LABOR,   HEALTH,   HUMAN  SERVICES,   EDUCATION  AND 
RELATED   AGENCIES 


RELATIVE  TO  FY  1996  APPROPRIATIONS 


FOR  PROGRAMS  PROVIDING  SERVICES  FOR  PERSONS  WHO  ARE 
DEAF  AND  HARD  OF  HEARING 
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STATEMENT    OF 

THE  CONVENTION  OF  AMERICAN   INSTRUCTORS  OF  THE   DEAF 

TO  THE 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE 

ON  LABOR,  HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION 

FROM  THE 


BacKground 


The  Convention  of  American  Instructors  of  the  Deaf  (CAID)  is  the  oldest  professional  association 
for  educators  of  the  deaf  in  the  United  States.  We  have  been  in  existence  for  144  years  and  our 
membership  is  comprised  of  teachers,  supervisors,  administrators,  and  other  personnel  who  ably 
serve  students  who  are  deaf  or  hard-of-hearing  from  birth  through  adulthood.  These  services  are 
provided  in  a  number  of  school  and  community  based  settings,  ranging  from  "regular"  education 
classrooms  to  special  programs,  classes,  and  schools.  The  purpose  of  our  organization  is  to 
promote  the  education  of  all  deaf  and  hard-of-hearing  students  and  to  serve  as  a  professional 
organization  of  individuals  engaged  in  the  education  of  deaf  and  hard-of-hearing  students  in  the 
United  States.  As  part  of  our  focus  on  achieving  quality  programming,  CAID,  in  cooperation  with 
the  Conference  of  Educational  Administrators  Serving  the  Deaf  (CEASD),  publishes  the 
American  Annals  of  the  Deaf,  a  professional  journal  founded  in  1847  and  dedicated  to  quality  in 
education  and  related  services  for  children  and  adults  who  are  deaf  or  hard-of-hearing. 

1 .         CAID  recommends  full  funding  for  the  Individuals  with  Disabilities 
Education  Act  (State  and  Local  Grant  Programs  •  P.L.  94-142) 

Approximately  80  percent  of  students  who  are  deaf  or  hard-of-hearing  in  the  United  States  are 
educated  in  mainstream  programs.  This  form  of  education  has  proven  useful  to  deaf  and  hard-of- 
hearing  students  with  strong  family  support  and  communication,  access  to  deaf  culture  through 
noneducational  setting  (like  social  and  support  groups),  and  sufficient  communication  skills  to 
enable  them  to  socialize  adequately  with  their  hearing  peers.  The  IDEA  constitutes  the 
central  vehicle  through  which  the  federal  government  maintains  a  partnership 
with  the  states  and  localities  to  provide  an  appropriate  education  for  all  deaf  and 
hard-of-hearlng  children  requiring  special  education  and  related  services.    The 
original  fiscal  promise  of  P.L.  94-142  was  determined  by  the  funding  formula,  which  at  40  percent 
of  the  national  average  per  pupil  expenditure  (NAPPE)  times  the  number  of  children  being  served 
would  have  been  generating  approximately  $9.37  billion  for  FY  1994.  Actual  appropriations  have 
never  provided  more  than  12  percent,  and  often  much  less.  As  a  result,  the  financial  burden  of 
providing  children  who  are  deaf  and  hard-of-hearing  with  an  appropriate  education  has  fallen  on 
states,  and  increasingly,  local  governments. 

In  current  economic  times,  these  budgets  are  strained  to  their  limits.  The  local  education 
tax  is  the  single  tax  subject  to  direct  local  vote.  When  this  tax  is  not  supported  locally  by  already 
overburdened  middle  class  tax  payers,  deaf  and  hard-of-hearing  children  are  among  the  first  to 
suffer.  They  are  placed  in  programs  which  cannot  provide  the  special  services  they  need,  such 
as:  teachers  of  the  deaf,  interpreters,  note-takers,  tutors  who  can  sign,  speech  teachers,  and 
auditory  training.  When  a  single  deaf  of  hard-of-hearing  student  is  placed  in  the  school  nearest 
home,  it  is  very  expensive  for  that  school  to  provide  full  services.  Unsuspecting  parents  may 
support  these  arrangements  because  they  want  their  children  in  the  schools  closes  to  home,  or 
are  unaware  of  the  academic  potential  of  their  children.    The  federal  government  must 
guide  the  states  by  funding  necessary  services.    CAID  believes  that  all  children 
have  the  right  to  be  educated  to  their  full  potential.    This  can  only  be 
approached  If  IDEA  Is  fully  funded. 
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2.  CAID  supports  an  appropriation  of  $175  million  for  the  Education  of 
Children  with  Disabilities.  (State  Operated  Programs  ••  P.L.  89-313). 

Educating  the  Nation's  population  of  students  who  are  deaf  and  hard-of-hearing  requires  that  a 
full  range  of  programming  options  be  available.  The  "continuum  of  placement  options"  allows 
providers  of  special  education  services  to  educate  deaf  and  hard-of  hearing  students  in  an  array  of 
placements,  depending  on  each  child's  unique  abilities  and  needs.  While  education  in  the 
mainstream  is  a  viable  and  appropriate  option  for  many  students  who  are  deaf  or  hard-of  hearing, 
for  some  students  this  type  of  placement  might  not  be  the  Least  Restrictive  Environment  (LRE) 
for  the  child.    In  October.  1992  The  United  States.  Department  of  Education  (DOE)  issued  a 
policy  guidance  suggesting  that  for  some  deaf  children  the  LRE  might  be  a  school  for  the  deaf.  In 
February,  1994  the  Director  of  the  Office  of  Special  Education  Programs,  issued  a  memorandum 
addressed  to  Chief  State  School  Officers,  calling  attention  to  this  policy  document  and  stating  that 
placements  must  be  made  on  the  basis  of  individual  needs.  As  stated  in  this  policy  guidance 
placement  must  take  into  consideration  the  child's  academic,  social,  emotional,  cultural,  and 
communication  needs.  For  some  deaf  and  hard-of  hearing  students  the  mainstream  environment 
does  not  provide  an  appropriate  level  of  communication  access  and  their  participation  in  the  full- 
range  of  academic,  cultural,  social  and  leadership  development  activities  is  limited  or  actually  non- 
existent. In  a  school  for  the  deaf  these  students  would  benefit  from  a  higher  level  of 
communication  and  language  access  and  be  able  to  participate  in  a  full  range  of  academic  and 
extra-curricular  activities.  They  would  also  be  able  to  engage  in  classroom  discussions  and  make 
presentations  without  depending  on  the  intervention  of  a  third  party  (e.g.,  interpreter)  to  facilitate 
communication.  For  these  students  the  school  for  the  deaf  provides  them  with  a  Free  and 
Appropriate  Public  Education  (FAPE)  in  the  LRE.  Individuals  educated  in  these  environments 
often  view  their  deafness  as  part  of  their  human  experience,  instead  of  as  a  biological 
manifestation.  They  identify  themselves  as  members  of  a  cultural  and  linguistical  micro-culture 
group,  and  they  do  not  endorse  or  subscribe  to  the  medical  model  which  classifies  them  as 
deficient.  Like  many  other  Americans,  these  individuals  graduate  from  schools  and  colleges, 
obtain  meaning  full  employment,  marry  and  raise  children,  participate  in  social  organizations  (e.g., 
deaf  clubs  and  community  events)  in  the  Deaf  community  and  larger  hearing  community,  own 
houses,  buy  and  sell  stocks  and  bonds,  vote,  and  pay  taxes.  For  these  reasons,  CAID 
recommends  that  all  state-operated  and  state-supported  schools  should  continue  to  be 
supported  by  P.L.  89-313. 

3 .  CAID  recommends  funding  for  the  Individuals  with  Disabilities  Education 
Act  (IDEA)  Special  Education  Personnel  Development  (SEPD)  at  a  level 
of  $114  million. 

There  currently  exists  a  shortage  of  qualified  providers  of  special  education  and  related  services, 
as  it  pertains  to  the  education  of  students  who  are  deaf  or  hard-of-hearing.  Most  notable  is  a 
significant  shortage  of  qualified  and  certified  interpreters  that  threatens  the  ability  of  states  and 
localities  to  provide  programming  for  deaf  and  hard-of-hearing  students  in  regular  education 
classrooms.  There  is  also  a  critical  shortage  of  educators  who  themselves  are  deaf  or  hard-of- 
hearing,  and  who  often  serve  as  role  models  for  these  students.  Students  who  are  deaf-or  hard- 
of-hearing  are  entitled  to  the  services  of  an  array  of  qualified  and  certified  personnel  including 
specially  trained  teachers  who  can  communicate  in  the  child's  language  and  mode  of 
communication,  teachers  of  American  Sign  Language,  school  counselors  with  whom  they  can 
have  direct  communication  access,  interpreters,  note-takers,  speech  and  language 
teachers/pathologists,  and  parent  educators.  The  purpose  of  SEPD  (Part  D,  Sections  631  and 
632  of  the  IDEA)  is  to  provide  for  development  of  an  adequate  supply  of  qualified  service 
providers  as  described  above.  For  this  reason  CAID  recommends  an  appropriation  of  $1 14  million 
for  FY  1995,  and  also  recommends  an  increment  of  5  percent  annually  over  the  duration  of  the 
IDEA  reauthorization  cycle. 
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4.  CAID  recommends  an  appropriation  of  $15  million  In  FY  1996  for  the 
Individuals  with  Disabilities  Education  Act  (IDEA  )  Special  Education 
Technology 


With  the  advent  ot  the  Information  Highway  a  significant  number  of  new  technologies  are 
expected  to  emerge,  many  with  implications  for  the  education  of  students  with  disabilities.  These 
technologies,  as  they  emerge,  must  be  examined  for  their  potential  to  enhance  special  education 
programming  for  deaf  and  hard-of -hearing  students.  An  example  of  this  might  be  voice  and/or 
sign  to  text  technologies  which  could  have  profound  implications  for  educating  students  who  are 
deaf  or  hard-of-hearing  in  both  mainstream  and  separate  schools.  As  these  technologies 
emerge,  and  are  developed,  efforts  must  be  undertaken  to  advance  their  use  in  classrooms, 
schools,  and  communities.  Students  who  are  deaf  or  hard-of  hearing  also  benefit  from  and  need 
a  variety  of  existing  technologies.  Enhanced  telecaptioning  of  television  and  motion  pictures 
greatly  impacts  on  the  education  of  these  students,  and  open  the  doors  to  new  and  exciting 
educational  opportunities.  Technological  support  for  students  who  are  deaf  or  hard-of-hearing  is 
essential  if  their  potential  as  individuals  and  scholars  is  to  be  fully  realized. 

5.         CAID  recommends  an  appropriation  of  $114  million  In  FY  1996  for  the 
Individuals  with  Disabilities  Education  Act  fIDEA)  Centers  and 
Services  for  Deaf-Blind  Children. 


Deaf  -blind  individuals  often  require  specialized  services  that  extend  beyond  the  level  of  services 
provided  to  children  who  are  either  deaf  or  blind.  The  implications  of  their  dual  sensory  loss  is 
enormous  and  there  is  clearly  a  need  to  continue  assisting  state  and  local  agencies  in  their  quest 
to  adequately  serve  this  population.  There  are  currently  6,400  students  who  have  been 
identified  and  may  benefit  from  continued  funding  of  this  provision  (Part  C.  Sec.  622  of  the  IDEA). 
The  appropriation  level  recommended  by  the  CAID  is  consistent  with  a  level  of  funding,  on  a  per 
student  basis,  that  would  be  considered  reasonable  for  a  modest  sized  school  district  with  a 
population  of  non-disabled  students.  This  provision  of  the  IDEA  has  been  greatly  underfunded 
and  this  situation  needs  to  be  promptly  rectified. 
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JOSHUA  M.  JAVITS 

BOARD  MEMBER 

THE  AMYOTROPHIC  LATERAL  SCLEROSIS  ASSOCIATION 

submitted  to  the 

HOUSE  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
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COMMITTEE  ON  APPROPRIATIONS 

FRIDAY,  MARCH  31,  1995 
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Mr.  Chairman,  Members  of  the  Subcommittee,  thank  you  for  this 
opportunity  to  offer  testimony  on  behalf  of  the  Amyotrophic  Lateral  Sclerosis 
Association  (ALSA),  and  the  30,000  Americans  afflicted  with  ALS,  most 
commonly  known  as  Lou  Gehrig's  Disease. 

Speaking  for  myself  and  ALSA,  I  would  like  to  express  my  deep 
appreciation  to  you,  Mr.  Chairman,  and  the  Members  of  your  Subcommittee  who 
over  the  recent  years  have  provided  strong  leadership  and  support  for  the  research 
projects  on  ALS  being  undertaken  by  the  National  Institute  of  Health  (NIH)  and 
the  National  Institute  of  Neurological  Disorders  and  Stroke  (NINDS). 

As  you  know,  for  the  last  three  years  the  Subcommittee  has  included 
language  in  the  Labor,  HHS  appropriations  bill  that  is  specifically  aimed  at 
increasing  the  funding  for  ALS  research  at  NIH  within  the  existing  NINDS  budget. 
All  of  us  associated  with  ALS  are  appreciative  of  your  efforts  and  look  forward  to 
working  with  the  Subcommittee  this  year,  and  in  the  years  to  come  until  ALS  is 
eliminated. 

I  am  Joshua  Javits  and  I  am  the  son  of  the  late  Jacob  Javits,  who  proudly 
served  his  country  for  24  years  as  a  Senator  from  the  State  of  New  York  and  as  a 
Member  of  the  House  of  Representatives  for  8  years.  My  father  died  in  1986  after 
a  valiant  struggle  against  this  degenerative  and  always  fatal  disease.  While  in 
Washington,  and  later  in  private  practice,  my  father  maintained  an  astonishing 
schedule  of  practicing  law,  giving  speeches  and  writing  articles  despite  being 
diagnosed  with  ALS.  As  the  disease  progressed,  he  required  life  support, 
including  a  respirator  and  a  wheelchair,  even  becoming  virtually  paralyzed. 

I  currently  serve  as  a  member  of  the  Board  of  Trustees  of  The  ALS 
Association.  ALS  is  a  progressively  degenerative  neuromuscular  disease  that 
attacks  the  nerve  cells  and  pathways  in  the  brain  and  spinal  cord.  Motor  neurons, 
among  the  largest  of  all  nerve  cells,  reach  from  the  brain  to  the  spinal  cord  and 
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from  the  spinal  cord  to  muscles  throughout  the  body.  When  these  motor  neurons 
die,  as  with  ALS,  the  ability  of  the  brain  to  start  and  control  muscle  movement  dies 
with  them  As  voluntary  muscle  action  is  affected,  patients  become  progressively 
more  paralyzed,  eventually  leaving  the  person  unable  to  speak,  eat  or  breath  on 
their  own.  Yet,  through  this  completed  degeneration  of  the  body,  the  mind 
remains  fully  intact. 

There  are  three  types  of  ALS:  Sporadic,  which  is  the  most  common; 
familial  which  is  the  inherited  form  affecting  5%- 10%  of  all  cases  of  the  disease 
and  Guamanian,  so  called  because  at  one  time  there  was  an  increased  incidence  of 
ALS  on  the  island  of  Guam  and  the  Kii  Peninsula  of  Japan. 

ALS  was  first  identified  in  1869  by  Jean- Martin  Charcot,  a  French 
neurologist.  Only  recently  has  there  been  exciting  new  discoveries  that 
significantly  advance  the  medical  and  scientific  community's  understanding  of  the 
disease  and  which  underscores  our  belief  that  a  cause  and  a  cure  can  be  found. 
The  technology  and  understanding  is  available;  what  is  needed  are  resources 
-  both  financial  and  human.  With  federally  supported  research,  such  as  that 
provided  to  the  National  Institute  of  Health  and  the  National  Institute  of 
Neurological  Disorders  and  Stroke,  we  believe  the  next  key  discoveries  can  take 
place,  thus  offering  genuine  hope  to  an  otherwise  hopeless  situation. 

There  is  no  known  cause,  treatment  or  cure  for  those  afflicted  with  ALS. 
The  majority  of  people  diagnosed  live  only  two  to  five  years.  Over  5,000  new 
cases  are  diagnosed  each  year.  That  is  13  new  cases  per  day!  And  ALS  knows  no 
boundaries  —  it  can  strike  anyone  regardless  of  age,  race,  color  or  geographic 
origin.  And  it  is  not  a  rare  disease.  It  is  projected  that  approximately  300,000 
Americans  alive  and  well  today  will  ultimately  die  from  ALS.  More  people  die 
each  year  of  ALS  than  of  Huntington's  disease  or  Multiple  Sclerosis. 
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It  is  important  to  reemphasize  that  one  of  the  crudest  aspects  of  ALS  is 
that  it  does  not  affect  intellectual  function.    My  father  was  a  very  active  and 
athletic  man  all  his  life  until  ALS  entombed  his  mind  in  a  progressively 
dysfunctional  body.  The  financial  costs  to  families  of  a  person  suffering  with  ALS 
are  extraordinarily  high. 

It  can  cost  up  to  $250,000  per  year  to  care  for  a  person  with  ALS.  The 
entire  savings  of  a  family  can  be  depleted  in  a  short  time,  and  there  are  limited  or 
no  federal,  state  or  local  financial  resources  available  to  provide  even  a  minimum 
level  of  care.  Too  often  the  disease  destroys  the  family's  economic  ability  to 
provide  the  patient  with  the  right  to  a  quality  of  life  that  includes  dignity  and 
respect. 

The  ALS  Association  is  the  only  national  not-for-profit  voluntary  health 
agency  dedicated  solely  to  the  fight  against  ALS.  Its  mission  is  to  encourage, 
identify,  fund  and  monitor  worldwide,  cutting-edge  research  into  the  cause, 
prevention  and  cure  of  ALS.  The  Association  is  also  dedicated  to  educating  the 
public  about  the  gravity  of  this  disease  in  order  to  stimulate  support  in  the  search 
for  a  cause  and  a  cure;  to  serving  as  an  information  resource  for  the  medical 
community;  and  all  the  while,  assisting  patients  and  families  through  information, 
resources,  and  referrals  for  counseling,  training  and  support  on  how  to  cope  with 
this  disease. 

The  Association's  nation-wide  network  of  local  Chapters  and  Support 
Groups,  as  well  as  ALSA-certified  ALS  centers,  help  to  cany  out  the  mission  of 
the  organization  at  the  grassroots  level. 

The  Association  is  governed  by  a  volunteer  Board  of  Trustees,  of  which  I 
am  one.  Professional  guidance  and  assistance  is  provided  by  a  Scientific  Review 
Committee  comprised  of  eminent  scientists  and  neurologists  of  world  renown, 
which  screens  applications  for  ALSA-supported  research  grants.  It  reviews  and 


1681 


scores  the  applications  as  to  their  scientific  merit  and  relevance  to  ALS,  making 
recommendations  for  funding  to  the  Board  of  Trustees. 

A  major  portion  of  The  ALS  Association's  annual  budget  is  committed  to 
fund  ALS-specific  research.  The  Association's  Grant  program  follows  the  format 
and  rating  procedures  established  by  the  NHL  In  1994  alone,  ALS  A  awarded  1 1 
grants  of  a  total  commitment  of  $900,000.  In  1995,  ALSA  expects  to  increase  its 
grants  awards  by  at  least  50-percent.  ALS  is  proud  of  its  expanding  research 
program  that  has  contributed  to  the  increasing  interest  of  ALS  research  by  the 
scientific  community. 

Since  the  beginning  of  1993,  ALSA  has  received  390  proposals  for 
research  projects.  This  increasing  interest  in  ALS  research,  we  believe,  is  also 
directly  related  to  the  Subcommittee's  report  language  that  accompanies  fiscal  year 
appropriations  for  NTH  and  NINDS.  ALSA  would  like  to  continue  this 
partnership  with  NINDS,  in  both  intramural  and  extramural  research,  which  is 
especially  critical  to  capitalize  on  recent  breakthroughs  and  the  promising  ALS 
research  opportunities. 

During  the  past  two  years,  a  team  of  scientists,  led  by  ALSA-funded 
researchers,  identified  the  gene  that  when  defective  is  responsible  for 
approximately  20-percent  of  the  cases  of  familial  ALS.  These  findings  could 
unlock  the  mysteries  not  only  for  familial  ALS  but  also  for  the  sporadic  form  of 
this  disease.  While  not  a  cure,  it  opens  the  door  to  understanding  the  degeneration 
of  motor  neurons  and  gives  insight  to  possible  treatment  and  eventually  therapeutic 
intervention  for  those  individuals  at  risk  of  familial  ALS. 

Furthermore,  several  research  programs  have  reported  encouraging 
developments  in  the  treatment  of  this  disease.  One  especially  hopeful  sign  is  the 
development  of  the  transgenic  mouse  which  allows  researchers  to  perform  quick 
and  inexpensive  experiments  on  a  model  that  resembles  the  human  ALS  condition. 
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Clinical  trials  of  nerve  growth  factors  such  as  rihizole,  a  ghitamate-blocker 
and  IGF- 1,  on  which  tests  were  just  completed,  hold  great  hope  for  the  sufferers  of 
ALS.  Other  potential  therapies  are  also  in  various  stages  of  trial.  These  are  the 
first  real  clues  into  the  disease  in  over  125  years. 

The  ALS  Association  supports  compassionate  access  to  drugs  in  clinical 
trial  after  appropriate  safety  and  efficacy  date  have  been  obtained.  We  work 
through  all  channels,  including  the  federal  government  (FDA),  drug  companies , 
and  other  applicable  parties  to  expedite  both  evaluation  of  data  and  compassionate 
access  to  all  promising  therapies. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  please  accept  our 
sincere  appreciation  for  all  the  support  you  have  provided  to  those  afflicted  with 
ALS  and  their  families.  We  recognize  that  budgetary  concerns  are  on  your  mind, 
and  the  minds  of  most  Americans.  We  are  seeking  not  more  funding,  merely  an 
assurance  that  the  funding  allocated  by  NINDS  for  ALS  research  is  dedicated 
exclusively  to  this  disease.  The  ALS  Association  believes  that  an  assurance  of  a 
continued  commitment  by  NINDS  can  be  achieved  by  the  inclusion  in  the  bill's 
report  language  of  a  statement  of  support  from  this  Subcornmittee. 

Toward  this  end,  we  will  be  submitting  for  your  consideration  report 
language  that  can  accompany  the  FY  1996  Labor,  Health  &  Human  Services, 
Education  Appropriations  Bill  We  are  at  a  very  important  juncture  in  the  quest  to 
unlock  the  mysteries  of  this  dreaded  disease,  and  the  continued  support  of 
Congress  is  critical  to  finding  a  cure. 

Again,  thank  you  for  your  support  and  your  commitment  to  the  30,000 
Americans  with  ALS. 
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The  National  Minority  Public  Broadcasting  Consortia1  (Minority  Consortia) 
submits  this  statement  regarding  FY1998  funding  for  the  Corporation  for  Public 
Broadcasting  (CPB).  We  support  the  FY1998  request  of  $296.4  million  made  by  CPB, 
but  realize  that  any  future  federal  funding  for  public  broadcasting  will  likely  be 
distributed  in  accordance  with  a  new  statute  which  restructures  CPB. 

Our  requests  of  the  Appropriations  Committee  are  that  the  Committee  report 
support: 

1)  continued  CPB  funding  for  the  work  of  the  Minority  Consortia  in  bringing 
to  the  nation  programming  by  and  about  minority  peoples2  Regular   programming 
about  minorities  is  not  generally  undertaken  by  stations  themselves,  and  requires 
the  kind  of  continued  ground-level  efforts  undertaken  by  the  Minority  Consortia 
organizations.   Since  1988,  seven  House  and  Senate  Congressional  reports3  have 
expressed  written  support  for  CPB  funding  for  the  National  Minority  Public 
Broadcasting  Consortia. 

2)  preservation  of  the  CPB  funding  for  the  initiative  begun  in  FY1994  to 
formalize  partnerships  between  the  Minority  Consortia  organizations  with  CPB, 
PBS,  APTS  and  stations  to  work  cooperatively  to  maximize  all  our  resources  to  bring 
more  minority  programing  to  public  television.    CPB  had  pledged  to  provide  $5 
million  annually  for  this  initiative  beginning  with  FY1996  funds.   This  is  an 
extremely  important  cooperative  effort  which  holds  great  promise  for  bringing 
minority  programming  into  the  mainstream  of  public  broadcasting.   Attached  is  a 
news  release  from  CPB  regarding  this  initiative. 

Status  of  Minority  Programming  in  a  Restructured  Public  Broadcast  System. 
Much  attention  has  focused  on  whether  future  Corporation  for  Public  Broadcasting 
funding  would  provide  a  "safety  net"  for  rural  television  and  radio  stations.   We 
hope  so,  but  also  bring  to  your  attention  that,  with  regard  to  the  very  large  segment 
of  our  society  comprised  of  minority  communities  -  both  urban  and  rural  -  there  is 
the  critical  consideration  of  the  need  for  expanded  development  and  distribution  of 


1  The  National  Asian  American  Telecommunications  Association,  Native  American  Public 
Broadcasting  Consortium,  National  Bjack  Programming  Consortium,  National  Latino  Communications 
Center,  Pacific  Islanders  in  Communications  -  known  collectively  as  the  National  Minority  Public 
Broadcasting  Consortia. 

2  The  Minority  Consortia  organizations  receive  a  modest  amount  of  discretionary  CPB  funding  -  $250,000 
each  for  operational  support  in  FY1994  and  $300,000  in  FY1995;  and  $425,000  for  programming  in  FY1994 
and  $600,000  in  FY1995.  The  organizations  do  not  retain  programming  monies,  but  rather  re-grant  them 
to  independent  producers. 

3  S.  Rpt  100-444  (Public  Telecommunications  Act  of  1988 
H.  Rpt.  100-825  (Public  Telecommunications  Act  of  1988) 
S.  Rpt.  102-221  (Public  Telecommunications  Act  of  1991) 
H.  Rpt.  102-363  (Public  Telecommunications  Act  of  1991) 

H.  Rpt.  102-78  (FY1993  Appropriations  Act  -  FY1995  CPB  funding) 
H.  Rpt.  103-156  (FY1994  Appropriations  Act  -  FY1996  CPB  funding) 
H.  Rpt.  103-553  (FY1995  Appropriations  Act  -  FY1997  CPB  funding) 
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programming  by  about  about  minority  peoples.  We  need  a  "safety  net"  in  a  newly 
restructured  public  broadcast  system  for  minority  programming. 

We  are  concerned  that  a  totally  "privatized"  CPB  would  result  in 
programming  which  is  driven  by  commercial  interests  -  a  market  which  we  expect 
would  greatly  diminish,  if  not  totally  eliminate,  minority  programming,  and /or 
relegate  it  into  less  accessible  minority  channels  or  ghettoized  time  slots,  and  thus 
diminish  its  national  impact  and  educational  value. 

Work  of  the  Minority  Consortia.   The  programing  one  sees  and  hears  on 
public  television  and  radio  are  the  end  products  of  a  long,  long  road.  The  work  of 
the  Minority  Consortia  organizations  is  largely  on  the  front  end  of  the  process,  and 
thus  we  are  not  particularly  visible.  Our  efforts  are  not,  by  and  large,  ones  which  are 
a  community  service  priority  undertaken  by  mainstream  radio  and  television 
stations.   The  Minority  Consortia  organizations  have  close  ties  with  our 
communities  and,  as  such,  are  in  a  position  to  act  as  a  bridge  between  public 
broadcasters  and  the  general  public.  Not  only  do  we  deliver  national  programming 
about  pur  communities,  but  among  other  things  wg: 

—  distribute  works  and  conduct  outreach  to  schools,  universities,  libraries, 
museums,  and  community  organizations 

-  provide  critical  seed  money  for  scripts  and  productions 

-  assist  producers  to  leverage  other  sources  of  funds 

—  provide  training  opportunities  for  minority  persons  in  public  broadcast 
fields 

A  brief  description  of  each  of  our  organizations  illustrates  the  impact  our  . 
programs  have  had  and  will  continue  to  have  in  the  years  to  come. 

The  National  Asian  American  Telecommunications  Association   (NAATA) 
was  founded  in  1980,  and  serves  the  Asian  Pacific  American  community,  as 
well  as  the  general  public  through  national  and  local  public  television 
programming.   We  have  brought  numerous  award-winning  programs  to 
national  audiences,  including  DAYS  OF  WATTING,  the  Academy-Award 
winning  documentary  by  Steven  Okazaki,  THE  COLOR  OF  HONOR  by  Lord 
Ding  about  the  442nd  regiment  serving  during  WW  II,  and  more  recently, 
works  that  highlight  contemporary  Asian  American  issues  and  concerns, 
including  the  experiences  of  recent  immigrants  and  refugees.  As  an 
important  adjunct  to  our  public  broadcasting  work,  NAATA  provides  a 
nationwide  educational  distribution  service  that  brings  these  programs 
directly  into  classrooms  and  libraries  across  the  country.  Over  the  past  four 
years,  NAATA  has  regranted  $600,000  to  more  than  fifty  film  and  video 
projects  with  the  purpose  of  increasing  the  number  of  works  by  and  about 
Asian  Pacific  Americans  for  public  television.  Since  1990,  NAATA  has 
awarded  75  production  grants  to  independent  producers. 
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For  the  past  thirteen  years,  the  National  Black  Programming  Consortium 
(NBPC)  has  been  dedicated  to  programming  by  and  about  African  Americans. 
NPBC  has  funded  70  productions  and  has  distributed  429  programs  to 
stations,  including  6  to  regional  broadcast  networks  and  11   on  the  national 
public  broadcasting  schedule.  It  has  also  distributed  over  500  productions  to 
community  organizations  and  individuals.    NBPC  houses  over  2000  viewing 
hours  of  video,  one  of  the  largest  and  most  definitive  collections  of  African 
American  video  in  the  nation.   On  both  local  and  national  levels,  NBPC 
works  with  teachers,  youth,  community  centers,  corporate  entities  and 
schools  to  broaden  multicultural  education  programming.    NBPC's  work 
helps  provide  our  young  people  with  role  models,  with  alternatives  to  drugs 
and  crime,  with  encouragement  to  stay  in  school,  and  with  fostering  a 
positive  self  image.  NBPC  also  sponsors  a  youth  program  which  trains  24 
economically  disadvantaged  teenagers  in  media  literacy,  culminating  in  the 
production  of  their  own  program. 

The  National  Latino  Communications  Center  (NLCC),  founded  in  1975,  has 
worked  for  two  decades  to  create  opportunities  for  Latino  voices  in  public 
media,  and  to  present  programs  that  educate  and  inform  the  general  public. 
Headquartered  in  Los  Angeles,  California,  the  NLCC  has  distributed 
approximately  600  hours  of  programming  to  public  broadcasting  stations.  Of 
this  programming,  400  hours  were  syndicated  through  the  serious  "Presente" 
and  "Vistaas",  and  the  others  were  syndicated  as  specials  or  were  broadcast 
nationally  by  PBS.  In  addition,  NLCC  has  provided  funding  to  over  sixty 
projects.  The  NLCC  is  currently  working  on  a  ground-breaking  four-part 
documentary  series  for  public  television  chronicling  the  history  of  Mexican 
American  civil  rights  movement  of  the  1960s  and  70s.   Another  NLCC 
project,  a  Latino  education  channel,  will  help  to  reform  public  education  by 
providing  programming  aimed  at  developing  English  literacy  in  preschool 
and  school-age  Latino  children,  and  prepare  them  to  succeed  academically. 


The  Native  American  Public  Broadcasting  Consortium  (NAPBC),  founded  in 
1977,  is  the  authoritative  national  resource  for  authentic  Native  American 
public  broadcasting  programs.  Programs  NAPBC  has  brought  to  national 
audiences  include:   IN  THE  WHITE  MAN'S  IMAGE,  I  AM  DIFFERENT 
FROM  MY  BROTHER,  and  the  Public  Radio  series,  SPIRITS  OF  THE 
PRESENT,  a  joint  project  with  the  Smithsonian  Institute.   In  addition  to 
national  public  broadcast  programming,  NAPBC  works  to  expand 
employment  and  training  opportunities  for  Native  Americans  in  the  public 
telecommunications  industry  and  conducts  national  studies  documenting 
unserved  needs  of  tribal  and  Native  American  programs  available  to 
educational  institutions  as  well  as  to  local  public  television  and  radio  stations. 
NAPBC  is  assisting  with  the  link  up  29  American  Indian  colleges  in  13  states 
through  the  utilization  of  telecommunications  technology.     NAPBC,  with 
CPB  support,  implemented  in  1994,  the  American  Indian  Radio  on  Satellite 
(AIROS)  network  which  provides  programming  to  25  Native-controlled 
public  radio  stations  in  10  states.  NAPBC  has  funded  40  television  projects  for 
national  feed  to  the  pubic  broadcast  system,  acquired  170  programs  and 
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provided  them  directly  to  stations,  and  distributed  for  broadcast  and  non- 
broadcast  6,691  programs  via  its  video  tape  library. 

The  newest  consortium,  Pacific  Islanders  in  Communications  (PIC),  was 
founded  in  1992  with  the  mission  of  developing  programming  produced  by 
and  about  Indigenous  Pacific  Islanders  for  a  national  public  television 
audience.   In  the  last  two  years,  PIC  has  undertaken  a  community  assessment 
to  identify  the  indigenous  Pacific  Islander  producing  communities  that 
include  the  Native  Hawaiian,  Chamorra  (Guam  and  the  Northern  Mariana 
Islands)  and  Samoan  (American  Samoa)  communities  and  increasing  access 
for  producers  from  these  communities  to  the  resources  of  PIC.   The  work  of 
PIC  is  integrally  connected  to  the  survival  of  Pacific  Islander  cultures.  The 
very  act  of  creating  public  television  programs,  that  is  inscribing  and 
recording  Pacific  Islander  voices,  experiences,  and  traditions  on  film  ad  tape, 
becomes  a  process  by  which  Pacific  Islanders  record  history  and  keep  alive  the 
authenticity  of  cultural  traditions  that  have  been  appropriated  by  commercial 
media.  In  addition  to  providing  grants  for  new  productions,  PIC  offers 
training  to  both  experienced  and  emerging  Pacific  Islanders  film  and  video 
producers  in  the  areas  of  producing,  scriptwriting,  acting  and  directing. 

CPB  support,  while  modest,  has  enabled  the  Minority  Consortia  to  bring  to 
the  public  programming  that  might  otherwise  go  unseen  and  unheard  by  the 
American  public.   Among  them  are  LA  PASTORELA,  A  BOWL  OF  BEINGS,  LA 
CARPA,  DAUGHTERS  OF  THE  DUST,  DAYS  OF  WAITING,  THE  COLOR  OF 
HONOR,  WHO  KILLED  VINCENT  CHIN?,  MANDELA,  JAZZ  AT  O.S.U.,  LOS 
LOBOS  ...  AND  A  TIME  TO  DANCE,  A  QUESTION  OF  COLOR,  and  MALCOLM  X: 
MAKE  IT  PLAIN.   Among  the  radio  programs  which  have  achieved  national 
acclaim  is  SPIRITS  OF  THE  PRESENT  which  was  co-produced  by  the  Native 
American  Public  Broadcasting  Consortium  and  Smithsonian  Radio,  and  Norman 
Jayo's  THE  LAST  GAME  SHOW,  co-produced  by  NAATA  and  winner  of  the  Gold 
Medal  of  the  International  Radio  Festival  of  New  York. 

These  programs  represent  significant  contributions  to  the  body  of 
contemporary  work  which  address  the  concerns  of  the  communities  we  represent. 
But  in  relation  to  the  size  of  our  constituency,  which  accounts  for  30%  of  our 
nation's  population,  this  body  of  work  is  inadequate.  Moreover,  at  30%  of  the 
population,  and  growing  (projected  to  be  nearly  50%  by  the  year  2050)  the  concerns 
of  our  constituencies  have  long  ceased  to  be  "marginal"  in  relation  to  the  so-called 
mainstream,  if  they  ever  were. 

It  serves  the  national  interest  for  those  of  us  who  have  historically  been 
misrepresented,  unheard,  and  unseen  to  have  a  voice  and  be  part  of  the  solutions  to 
the  problems  our  society  faces.   We  need  more  than  ever  a  forum  for  the  intelligent 
and  honest  investigation  and  discussion  of  the  issues  of  the  day  from  the 
perspectives  of  those  individuals  and  communities  are  most  affected  by  these  issues 
and  who  will  soon  make  up  the  majority  of  the  U.S.  population.   Public 
broadcasting  can  provide  this  forum. 

Thank  you  for  your  consideration  of  our  concerns. 
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FURTHER  INFORMATION: 

Jeannie  Bunton,  202-879-9687 


FOR  IMMEDIATE  RELEASE 


MINORITY  GROUPS  AND  PUBLIC  TELEVISION 
REACH  NEW  COOPERATIVE  PROGRAM  AGREEMENT 

WASHINGTON,  D.C.,  June  10r-  Public  broadcasters  and  a  nationwide  minority  coalition 
have  reached  agreement  on  a  television  program  production  initiative  that  provides  for  a 
new  level  of  cooperation  among  the  parties,  as  well  as  expanded  funding.  CPB  President 
and  CEO  Richard  W.  Carlson  said  today. 

"This  plan  is  the  start  of  a  great  partnership, "  said  Carlson.  "It  not  only  meets  many  of  our 
mutual  needs  in  the  short  term,  it  sets  public  broadcasting  on  a  new  and  constructive  course 
for  the  longer  term,  and  we're  very  pleased  and  excited  about  it. ' 

Five  organizations  make  up  the  coalition,  known  as  the  Minority  Consortia:  the  National 
Asian  American  Telecommunications  Association,  the  National  Black  Programming 
Consortium,  the  National  Latino  Communications  Center,  the  Native  American  Public 
Broadcasting  Consortium.  Inc.,  and  Pacific  Islanders  in  Communications. 

The  plan  brings  together  the  Minority  Consortia,  public  television  stations,  regional  public 
television  networks,  and  the  Public  Broadcasting  Service  in  a  strengthened  effort  to 
develop  and  air  high-quality  programming  on  multicultural  issues.  The  new  initiative  also 
establishes  a  Station  Advisory  group  that  will  include  management  and  programming 
executives  from  throughout  me  public  television  system. 

A  new,  $5  million  Minority  Program  Fund,  to  be  administered  by  the  consortia  beginning 
in  Fiscal  Year  1996,  is  the  cornerstone  of  the  plan.  Projects  initiated  by  consortia  members, 
stations,  regional  networks,  and  producers  of  all  races  and  backgrounds  will  be  eligible. 
Funding  will  also  be  available  for  regional  programming,  multiple-station  proposals, 
audience  building,  outreach  services,  and  minority  consortia  capacity  building. 

The  $5  million  program  fund  announced  today  by  Carlson  will  be  in  addition  to  the  regular, 
annual  CPB  funding  for  the  five  groups.  CPB  and  public  television  stations  will  jointly  fund 
the  new  plan.  The  programming  will  be  available  to  all  public  stations. 

The  plan  also  calls  for  regular  evaluation  of  programming  and  the  development  of 
long-range  strategic  goals  for  the  Consortia. 


901  E  Street,  NW  .  Washington,  DC  20004-2037  •  (202)  879-9600  •  FAX  (202)  783-1039 
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Distinguished  Chairman  and  Members  of  the  Subcommittee: 

The  National  Center  for  Medical  Rehabilitation  Research  Coalition  (NCMRR  Coalition)  is 
comprised  of  a  wide  range  of  consumer,  physician,  and  nonphysician,  disability-related  national 
organizations  supportive  of  disability  and  rehabilitation  research  conducted  by  the  National  Center 
for  Medical  Rehabilitation  Research.  The  NCMRR  Coalition  believes  that  a  significant  federal 
investment  in  rehabilitation  research  will  eventually  minimize  the  effects  and  costs  of  physical 
disability  in  this  country. 

Basic  and  applied  research  supported  by  the  NCMRR  has  the  potential  to  improve  the 
quality  of  life  and  the  ability  to  function  for  people  with  strokes,  head  injuries,  spinal  cord  injuries, 
amputations  and  joint  disorders,  neurological  disorders  such  as  multiple  sclerosis,  epilepsy,  and 
spina  bifida,  developmental  disabilities  such  as  cerebral  palsy,  and  a  whole  host  of  other  physical 
disabilities. 

National  Center  for  Medical  Rehabilitation  Research 

The  National  Center  for  Medical  Rehabilitation  Research  (NCMRR)  was  created  in  1990 
as  part  of  the  National  Institute  on  Child  Health  and  Human  Development  (NICHD)  at  the 
National  Institutes  of  Health  (Nffl).  The  National  Center  for  Medical  Rehabilitation  Research 
focuses  its  resources  on  all  aspects  of  rehabilitation  research,  particularly  the  functional  limitations 
of  persons  with  physical  disabilities  and  chronic  illnesses.  While  most  of  NIH  focuses  on 
preventing  and  "curing"  diseases  and  disorders,  the  National  Center  for  Medical  Rehabilitation 
Research  focuses  its  resources  on  improving  rehabilitation  therapies,  devices,  and  medical 
interventions  that  will  enhance  the  ability  of  people  with  disabilities  to  function  in  society  once  a 
disabling  condition  has  been  incurred. 

The  National  Center  for  Medical  Rehabilitation  Research  has  the  potential  to  link  a  vision 
for  greater  independence  and  freedom  with  49  million  Americans  with  disabilities.  Relatively 
small  investments  in  rehabilitation  research  today  have  the  potential  to  pay  huge  dividends 
tomorrow.  The  economic  costs  of  dependency,  welfare,  and  nonproductivity  for  this  population 
cannot  be  understated.  NCMRR-supported  research  can  be  extremely  cost-effective,  leading  to 
far  more  reliance  on  the  individual  and  far  less  reliance  on  government.  In  terms  of  quality  of  life, 
NCMRR-supported  research  has  tremendous  potential  to  positively  affect  the  lives  of  people  with 
physical  disabilities. 

Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts  across  all 
physical  disability  groups  and  spans  the  lifetime  of  a  person  with  a  disability.  This  research 
encompasses  the  wide  spectrum  of  disability,  from  the  pathophysiology  of  disabling  conditions 
through  societal  limitations,  which  are  often  the  most  formidable  obstacles  to  achieving  a  high 
quality  of  life.  There  are  seven  general  categories  of  medical  rehabilitation  research  supported  by 
the  NCMRR.  These  categories  include: 

(1)  mobility, 

(2)  behavioral  adaptation  to  disability, 
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(3)  whole  body  systems'  response  to  disability, 

(4)  assistive  technology  to  empower  people  with  disabilities, 

(5)  measurement,  assessment  and  epidemiology  of  rehabilitation  methods  and 
interventions, 

(6)  treatment,  evaluation  and  outcomes  research,  and 

(7)  the  training  of  rehabilitation  researchers  and  scientists. 

In  the  first  four  years  of  operation,  the  National  Center  for  Medical  Rehabilitation 
Research  has  funded  grants  across  these  areas  of  research,  albeit  at  inadequate  levels  due  to 
funding  constraints.  Over  140  grants  have  been  awarded  throughout  this  time  with  an  emphasis 
on  training  of  rehabilitation  researchers  and  whole  body  systems'  response  to  disability. 
Significant  funding  increases  are  necessary  to  address  important  medical  rehabilitation  research  in 
the  remaining  priority  areas  of  the  NCMRR's  research  plan,  mentioned  above. 

Despite  funding  limitations,  however,  significant  progress  is  being  made.  The  NCMRR 
has  issued  a  number  of  Requests  For  Applications  (RFAs)  in  the  recent  past  including  an  RFA 
entitled  "Biomaterials  to  Restore  Function  in  Persons  with  Disabilities."  The  goal  of  the  RFA  was 
to  stimulate  exploratory  research  that  would  lead  to  the  development  of  novel  biomaterials  for 
medical  rehabilitation.  A  number  of  conferences  and  workshops  have  also  recently  been  convened 
and  supported  by  the  NCMRR.  Conference  topics  have  included  neuroimaging  and  medical 
rehabilitation,  cognitive  and  behavioral  deficit  research  in  children  with  AIDS,  and  research  issues 
concerning  the  health  needs  of  women  living  with  physical  disabilities.  In  addition,  the  NCMRR 
supported  conferences  on  hip  joint  replacement  and  advances  in  medical  rehabilitation  outcomes 
research.  In  April  1995,  the  NCMRR  will  support  a  conference  on  assistive  technology  to 
improve  the  function  of  people  with  disabilities. 

NCMRR's  agenda  on  assistive  technology  and  mobility  research  is  particularly  well-suited 
to  the  Small  Business  Innovative  Research  (SBIR)  grant  mechanism.  Over  10%  of  NCMRR's 
total  appropriations  have  funded  these  types  of  grants.  Much  of  the  research  on  assistive  devices 
for  people  with  disabilities,  such  as  advances  in  orthotic  (orthopedic  braces)  and  prosthetic 
(artificial  limbs)  devices,  takes  place  through  the  SBIR  program.  Although  it  is  too  early  to  tell, 
funding  of  assistive  technology  through  SBIR  grants  will  likely  lead  to  readily  available 
improvements  in  rehabilitation  methods  and  devices  for  people  with  mobility  impairments  as  a 
result  of  physical  disability. 

Research  Centers  and  Other  Foregone  Opportunities 

NCMRR's  rehabilitation  research  plan  calls  for  the  creation  of  Centers  of  Excellence 
where  multidisciplinary  rehabilitation  research  would  take  place  that  cuts  across  all  aspects  of 
physical  disability.  Two  different  kinds  of  research  centers  have  been  contemplated  by  the 
NCMRR:  Comprehensive  Rehabilitation  Research  Centers  of  Excellence  (CRRCEs),  which 
would  foster  multidisciplinary  investigations  of  cross-cutting  issues  regarding  medical 
interventions  and  health  maintenance;  and  Rehabilitation  Core  Research  Centers  (RCRCs),  which 


would  focus  on  improving  the  useful  functioning  of  people  with  disabilities  through  the  provision 
of  research  support  services  to  individual  investigators  conducting  or  planning  research  on  topics 
relevant  to  medical  rehabilitation. 

The  NCMRR  research  plan  has  identified  several  important  areas  where  these  centers 
would  optimize  the  outcomes  of  rehabilitation  research.  The  "team"  approach  to  rehabilitation 
service  delivery  naturally  lends  itself  to  research  through  Centers  of  Excellence.  Interdisciplinary 
centers  traditionally  have  been  used  by  NIH  to  facilitate  the  pursuit  of  thematically  focused 
research  spanning  many  scientific  disciplines.  Centers  have  been  used  to  create  bridges  to  link 
intervention  and  clinical  studies  with  ongoing  research  activities,  to  expedite  achievement  of 
research-based  improvements  in  the  quality  of  care,  and  to  reduce  the  need  for  duplicate  study 
samples  and  equipment.  Centers  have  also  been  used  as  effective  resources  for  the  continuing 
education  of  health  care  providers  and  scientists.  The  research  centers  model,  therefore,  is 
well-suited  for  interdisciplinary  rehabilitation  research. 

To  date,  however,  funding  constraints  have  prevented  the  NCMRR  from  pursuing 
rehabilitation  research  Centers  of  Excellence.  In  fact,  NCMRR's  limited  funding  throughout  its 
first  four  years  of  operation  has  created  numerous  foregone  opportunities  in  priority  areas  of 
rehabilitation  research.  The  NCMRR  Advisory  Board  has  recently  identified  over  $30 
million  worth  of  identifiable  and  highly  credible  research  opportunities  that  will  not  be  able 
to  be  funded  in  Fiscal  Year  1995  alone.  In  total,  this  represents  94  research  grants  that  may 
have  significantly  improved  the  lives  of  people  with  disabilities.  These  foregone  opportunities 
include  research  on  traumatic  head  injury  and  cognitive  retraining,  the  study  of  pain  and  disability, 
functional  assessments  of  musculoskeletal  disorders,  medical  rehabilitation  outcomes  research, 
fatigue  and  disability,  and  obstetrical  and  gynecological  management  of  women  with  disabilities. 

Clinical  trials  concerning  new  and  improved  orthotic  and  prosthetic  devices  to  assist 
people  with  disabilities  and  clinical  trials  involving  bowl  and  bladder  management  for  persons  with 
spinal  cord  injuries  will  also  remain  unfunded  until  significant  appropriation  increases  occur. 
Finally  high  quality,  Small  Business  Innovative  Research  grant  applications  continue  to  pour  into 
the  NCMRR  with  very  little  chance  of  ultimately  being  funded. 

Fiscal  Year  1996  Appropriations  Reques  for  NCMRR 

NICHD  devoted  $600  thousand  to  rehabilitation  research  training  grants  in  Fiscal  Year 

1991  to  be  administered  by  the  NCMRR.  NCMRR's  first  full  fiscal  year  of  appropriations  was 

1992  with  an  initial  $7.5  million  appropriation.  The  appropriation  for  Fiscal  Year  1993  was  raised 
to  $9.9  million.  Fiscal  Year  1994  witnessed  the  most  significant  increase  for  the  NCMRR  at 
$14.2  million,  a  40%  increase  in  appropriations  over  the  previous  year.  This  increase  significantly 
enhanced  the  momentum  of  the  NCMRR  throughout  the  rehabilitation  research  community. 
Unfortunately,  this  momentum  was  not  fueled  by  the  FY  1995  appropriation.  Fiscal  Year  1995 
resulted  in  a  budget  of  approximately  $15  million  dollars,  a  modest  increase  over  the  previous 
year. 
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Of  this  $15  million  figure,  $10.8  million  has  already  been  committed  to  fund  existing 
research  projects,  leaving  $4.2  million  for  Fiscal  Year  1995  research  activities.  This  represents 
approximately  nine  investigator-initiated  (RO-1)  grants,  six  career  and  training  awards,  four  Small 
Business  Innovative  Research  grants,  one  reviewed  program  project  award  (PO-1)  and  the 
funding  of  an  adolescent  health  study.  Aside  from  the  financial  infeasibility  of  funding  research 
Centers  of  Excellence,  a  whole  host  of  rehabilitation  research  applications  will  not  be  able  to  be 
funded  with  the  current  FY  1995  budget. 

The  initial  NIH  discussions  concerning  the  creation  of  the  NCMRR  contemplated  a 
$30  million  budget  by  Fiscal  Year  1995.  Yet,  the  current  budget  represents  just  half  of  that 
figure.  Because  of  the  potential  for  cost-effectiveness  of  medical  rehabilitation  research  and 
the  intense  interest  among  researchers  and  people  with  disabilities  throughout  the  country 
concerning  these  research  topics,  we  recommend  a  Fiscal  Year  1996  appropriation  for  the 
National  Center  for  Medical  Rehabilitation  Research  of  $25  million,  an  increase  of  $10 
million  over  FY  1995  levels.  In  addition,  because  applied  rehabilitation  research,  particularly  in 
the  area  of  assistive  technology,  has  the  potential  to  quickly  yield  tangible  improvements  in 
rehabilitation  treatments  and  devices  for  people  with  physical  disabilities,  and  small  businesses  are 
often  the  laboratories  for  this  type  of  research,  we  recommend  the  commitment  of  a 
disproportionate  share  of  NIH's  set-aside  SBIR  funds  to  support  NCMRR  research. 

In  this  era  of  deficit  reduction,  it  may  appear  at  first  glance  that  a  $10  million  increase  for 
the  NCMRR  is  unattainable.  The  NCMRR  Coalition,  however,  believes  that  with  less  resources 
available  for  federal  funding  of  this  nature,  funding  must  be  targeted  to  make  the  greatest  impact 
in  outcomes  with  the  greatest  degree  of  cost-effectiveness.  NCMRR-supported  research  meet 
these  criteria  and  should  be  considered  a  priority  within  the  National  Institutes  of  Healih  for 
significant  funding  increases. 

Thank  you. 


Keepers  of  the  Treasures 

Cultural  Council  of  American  Indians, 
Alaska  Natives  and  Native  Hawaiians 


STATEMENT  OF 

KEEPERS  OF  THE  TREASURES: 
CULTURAL  COUNCIL  OF  AMERICAN  INDIANS, 
ALASKA  NATIVES  AND  NATIVE  HAWAIIANS 


SUBMITTED  TO  THE 

U.S.  HOUSE  OF  REPRESENTATIVES 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 

APPROPRIATIONS  SUBCOMMITTEE 


March  31,  1995 


Keepers  of  the  Treasures  asks  this  Subcommittee  to  recommend  that  the 
budget  of  the  Administration  for  Native  Americans  (ANA)  be  increased  by  $4.5 
million  for  grants  pursuant  to  the  Native  American  Languages  Act  of  1992.  Pub.  L. 
102-524.   This  act  authorizes  ANA  to  make  grants  to  Indian  tribes,  Alaska  Native 
villages  and  corporations,  and  Native  Hawaiian  organizations  for  the  purpose  of 
"assisting  Native  Americans  in  assuring  the  survival  and  continued  vitality  of 
Native  languages." 

Keepers  of  the  Treasures  is  a  national  intertribal  organization  founded  in  1991 
as  a  nonprofit  educational  and  charitable  corporation,  dedicated  to  supporting  and 
assisting  the  preservation,  maintenance  and  revitalization  of  the  cultural  lifeways  of 
American  Indians,  Alaska  Natives,  and  Native  Hawaiians. 


1785  Massachusetts  Ave,  NW   Washington,  DC  20036   (202)673-4207   (202) 673-4038 (fax) 
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The  Native  American  Languages  Act  of  1992  is  similar  in  purpose  to  an  Act  of 
the  same  name  that  was  enacted  in  1990.  Pub.  L.  101-477.  The  1990  Act  proclaimed 
that  it  is  "the  policy  of  the  United  States  to  preserve,  protect,  and  promote  the  rights 
and  freedom  of  Native  Americans  to  use,  practice,  and  develop  Native  American 
languages."  25  U.S.C.  §  2903.  The  1990  statute  proclaimed  policy,  but  did  not 
authorize  funding.   The  1992  statute  authorized  funding  to  implement  the  policy. 

In  FY  1994  ANA  made  available,  for  the  first  time,  funding  for  native 
language  projects.   The  amount  of  funding  available  was  $1  million.   ANA  received 
over  100  applications  and  made  18  grants  for  native  language  projects.  We 
understand  that  the  number  of  applications  for  FY  1995  native  language  grants  is 
expected  to  greatly  exceed  the  number  of  FY  1994  applications. 

Maintaining  the  viability  of  Native  languages  is  essential  if  American  Indian, 
Alaska  Native  and  Native  Hawaiian  peoples  are  to  have  any  realistic  opportunity  to 
maintain  their  unique  cultures.   Many  aspects  of  tribal  cultures  simply  cannot  be 
transmitted  from  one  generation  to  the  next  except  through  the  use  of  tribal 
languages.  The  importance  of  preserving  tribal  languages  was  emphasized  in  a 
report  submitted  to  Congress  in  September  1990,  entitled  Keepers  of  the  Treasures: 
Protecting  Historic  Properties  and  Cultural  Traditions  on  Indian  Lands.    That  report 
found,  not  surprisingly  given  that  in  the  past  the  federal  government's  policies 
discouraged  or  forbid  the  use  of  tribal  languages,  that  "In  many  tribes,  only  a 
handful  of  elders  remain  who  can  speak  their  language  fluently  ands  know  the 
'higher'  levels  of  language  used  in  oral  tradition  and  the  conduct  of  ceremonies." 
Keepers  Report,  at  page  29.   That  report  also  found  that  many  of  the  cultural 
preservation  programs  that  tribes  have  supported  with  their  own  limited  resources 
have  focused  on  language  preservation. 

The  report  of  the  1991  White  House  Conference  on  Indian  Education,  which 
was  released  in  May  1992,  entitled  Indian  Nations  at  Risk,  also  emphasized  the 
importance  of  maintaining  the  viability  of  tribal  languages.   Among  the 
recommendations  of  that  report  was  that  Congress  enact  legislation  to  implement 
Public  Law  101-477,  the  1990  Native  American  Languages  Act.  The  enactment  of  the 
1992  Act  carried  out  this  recommendation.   Now  we  call  on  this  Subcommittee  to 
take  the  next  step  and  recommend  appropriations  to  implement  the  proclaimed 
federal  policy  of  supporting  the  efforts  of  American  Indian,  Alaska  Native  and 
Native  Hawaiian  peoples  to  preserve  their  Native  languages  as  part  of  their  living 
cultures. 
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CHAIRMAN  JOHN  EDWARD  PORTER 


I  am  Michael  Savage,  Chair  of  The  National  Ryan  White  Title  III  (B)  Coalition.  The  Title 
111(B)  Coalition  includes  representatives  from  community  and  migrant  health  centers,  city  and  county 
health  departments,  health  care  for  the  homeless  centers  and  diverse  community-based  organizations. 
Providers  funded  under  Title  01(B)  of  the  Ryan  White  CARE  Act  specifically  target  women,  children, 
adolescents,  communities  of  color  and  other  historically  underserved  populations.  Title  111(B) 
provides  grants  to  existing  community-based  clinics  and  public  health  providers  to  develop  and 
deliver  both  early  and  ongoing  comprehensive  HIV  services  to  persons  living  with  HI V7 AIDS,  on  an 
outpatient  basis. 

/  urge  you  to  provide  an  increase  of  $40  million  for  an  FY  1996  appropriation  of  $92 
million  for  Title  111(B)  of  the  Ryan  White  CARE  Act 

The  Coalition's  request  is  $40  million  above  the  FY  1995  appropriation  of  $52.3  million. 
Title  III(B)  of  the  CARE  Act  is  an  essential  component  of  our  national  response  to  the  AIDS 
epidemic  which  continues  unabated  every  day,  and  is  now  the  leading  cause  of  death  for  Americans 
age  25-44.  The  Coalition's  request  has  two  components:  1)  The  federal  government  has  already 
approved  over  $25  million  to  qualified  grantees,  but  cannot  fund  those  applications  due  to  a  lack  of 
appropriations;  2)  Another  $15  million  is  urgently  needed  by  the  132  current  Title  BI(B)  providers 
whose  client  intake  increases  exceed  600%  in  some  cases. 

Title  D3(B)  providers  are  located  across  the  United  States  -  serving  urban,  suburban  and  rural 
neighborhoods.  For  example,  Title  111(B)  providers  serve  people  living  with  HIV/ ADDS  in  Chicago, 
IL,  San  Antonio,  TX,  Oklahoma  City,  OK,  Washington,  DC,  San  Francisco,  CA,  New  York  City, 
NY,  Pine  Bluff,  AR,  and  Guerneville,  CA. 

Tide  m(B)  has  been  severely  underfunded  throughout  the  history  of  the  CARE  Act,  despite 
expanding  caseloads  and  increasingly  complex  client  needs.  In  FY  1993,  Title  111(B)  was  reduced  by 
almost  $1  million.  In  FY  1994,  Title  111(B)  was  level-funded,  although  there  were  increases  in  all 
other  Tides  of  the  CARE  Act.  In  FY  1995,  the  Congress  appropriated  $52.3  million  -  an  increase 
of  $4.35  million  for  Title  ffl(B)  -  the  first  increase  since  FY  1992.  This  increase  was  positive 
movement  in  an  era  of  fiscal  constraint,  and  the  Coalition  urges  the  Congress  to  continue  its 
investment  in  Title  111(B)  programs. 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  reported  that  AIDS  cases  increased 
1 1 1  percent  in  1993.  As  community  "safety  nets"  for  primary  medical  care,  this  increase  in  AIDS 
case  reporting  had  significant  effects  on  current  Title  111(B)  providers  who  increased  in  their  client- 
intakes  as  a  result. 

Title  II  1(B)  community  health  providers  provide  early  intervention  and  outpatient  care  that 
enable  people  living  with  HI  V/ AIDS  to  avoid  the  need  for  costly  inpatient  care  at  public  hospitals. 
Tide  111(B)  of  the  CARE  Act  is  a  cost-effective  and  compassionate  response  to  the  ADDS  epidemic. 
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Title  111(B)  early  intervention  HTV  services  keep  people  well  longer  and  provide  a  "safety  net"  for 
local  public  health  infrastructure.  Title  ffl(B)  services  enables  clients  to  be  seen  on  an  outpatient  basis 
and  to  avoid  expensive  in-patient  hospitalizations  which  can  cost  an  average  of  $1,000  per  day. 
Provided  in  community  settings,  outpatient  services  are  estimated  to  cost  only  $5,904  annually.  In 
contrast,  the  usual  medical  care  cost  of  treating  a  person  with  an  AIDS  diagnosis  is  estimated  to  be 
$38,000  annually. 

Without  increased  CARE  Act  funds,  Title  111(B)  community  providers  will  be  forced  to  turn 
away  patients,  creating  waiting  list,  as  HIV/ AIDS  caseloads  increase.  Needs  will  go  unaddressed, 
care  will  be  delayed  until  the  need  is  acute  and  the  cost  is  high.  Due  to  insufficient  resources,  care 
for  all  of  a  clinic's  patients  -  not  just  those  living  with  HIV/ADDS  ~  will  suffer  if  there  are  not 
adequate  resources  to  address  the  specific  needs  of  people  living  with  HTV/ AIDS.  Inadequate 
funding  of  the  inexpensive  care  provided  by  Title  D3(B)  grantees  will  result  in  a  shifting  of  the  burden 
of  both  HTV-specific  and  non-HIV  care  to  the  more  expensive  emergency  and  acute  care  in  the 
already  overcrowded  public  hospital  system. 

Over  60,000  people  received  comprehensive  primary  care  services  from  Title  m(B)  providers 
in  FY  1993.  Title  111(B)  funds  enable  a  community  provider  to  aggressively  reach  out  to  people  at 
high  risk  for  HIV,  incorporate  counseling  and  testing  opportunities  in  the  overall  scope  of  services 
and  focus  on  the  earliest  interventions  possible  in  the  onset  of  HIV  disease.  By  getting  people  with 
HIV  disease  into  care  systems  earlier,  they  remain  healthier  longer  and  out  of  costly  in-patient 
settings.  It  has  been  proven  that  people  with  AIDS  within  a  managed  system  of  care  live  66  percent 
longer  and  realize  a  savings  of  46  percent  in  hospitalization  costs. 

Title  111(B)  community  health  providers  are  the  primary  "point  of  access"  to  comprehensive 
health  care  for  historically  underserved  populations  and  medically  indigent  individuals,  particularly 
women,  children  and  people  of  color.  The  communities  with  the  fastest  growing  rates  of  HTV 
infection  are  also  the  most  disproportionately  medically  underserved.  As  of  June  1994,  African 
Americans  account  for  48  percent  of  the  total  national  AIDS  caseload.  AIDS  cases  among  women 
are  growing  at  a  rate  more  than  five  times  the  national  average.  As  a  model  of  family-oriented  care, 
Title  111(B)  community  providers  are  able  to  identify  HIV-positive  individuals  and,  as  a  result,  other 
family  members.  This  type  of  outreach  is  invaluable,  and  increases  a  provider's  ability  to  provide 
comprehensive,  early  HIV  care. 

In  1993,  an  estimated  150,000  people  with  HIV,  or  at  high  risk  for  HTV,  were  served  by  136 
Title  HI(B)  centers  nationwide.  Forty  percent  of  the  clients  were  women;  fifty-five  percent  were 
people  of  color,  twenty-eight  percent  were  substance  users  and  their  partners;  one-in-five  clients  were 
adolescents.  Title  111(B)  of  the  Ryan  White  CARE  Act  is  unique  in  that  its  programs  are  exclusively 
situated  in  community-based  settings.  These  settings  assure  that  services  are  culturally  and 
linguistically  appropriate,  and  therefore,  accessible  for  affected  populations,  particularly  communities 
of  color.  The  centralization  of  HTV-specific  services  within  a  client's  existing  health  care  network 
builds  upon  historical  and  familiar  relationships  between  patients  and  their  Title  D1(B)  providers. 
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One  clinic,  located  in  the  Bronx,  serves  predominantly  African-Americans  and  Latinos  (70 
percent  of  its  caseload  is  African  American).  In  1991,  the  center  served  320  people  with  HTV/AIDS. 
Two  years  later,  the  clinic's  caseload  had  increased  to  750.  In  one  Massachusetts  clinic,  every  woman 
entering  the  clinic  for  prenatal  care  was  offered  HIV  testing  and  counseling,  and  90  percent  of  these 
women  voluntarily  accepted  the  service.  87  percent  of  children  with  HIV  are  infected  through 
perinatal  transmission,  and  in  the  next  decade,  AIDS  threatens  to  be  among  the  leading  causes  of 
death  among  all  children.  It  is  essential  that  HIV  care  services  are  available  in  these  central  medical 
"points  of  access"  for  the  populations  at  high  risk  for  HIV  infection.  Title  m(B)  of  the  CARE  Act 
must  be  funded  at  $92  million  in  FY  1996  —  to  provide  a  modest  increase  to  providers  struggling 
under  expanding  caseloads  and  to  fund  approved  Title  111(B)  programs  that  have  gone  unfunded  due 
to  a  lack  of  appropriations. 

Despite  limited  funding,  Title  111(B)  of  the  Ryan  White  CARE  Act  has  been  an  extremely 
successful  program  ~  combining  testing  and  counseling  services  with  medical  treatment  for  an 
estimated  150,000  HIV  positive  persons  or  persons  at  high  risk  for  HIV  infection.  Comprehensive 
care  services  have  been  provided  to  60,000  of  those  individuals.  Title  111(B)  clinics  create  a  "one- 
stop  shopping"  opportunity  for  comprehensive  care,  including  HIV  diagnosis  and  care.  In 
Philadelphia,  for  example,  Title  ni(B)  funds  enabled  a  community  grantee  to  care  for  683  individuals 
with  HIV  disease.  This  Philadelphia  clinic  has  an  average  intake  of  one  new  HIV  infected  patient 
daily.  Such  one-stop  shopping  assures  the  integration  of  HTV  services  into  the  continuum  of  care  and 
avoids  inefficient  fragmentation  and/or  duplication  of  services  within  the  community. 

Title  HI(B)  provides  a  cost-effective  alternative  to  expensive  in-patient  care.  Without 
adequate  funding  of  Title  m(B),  the  burden  of  care  for  people  living  with  HIV/ AIDS  in  community- 
based,  Title  111(B)  settings  will  again  shift  to  the  public  hospitals,  and  will  overburden  our  public 
hospital  system.  An  important  goal  of  Title  111(B)  is  to  keep  people  living  with  HIV/ AIDS  healthy 
with  the  earliest  intervention  possible  so  that  they  can  stay  at  home  with  their  families  and  continue 
to  work  and  be  a  productive  part  of  the  American  economy. 

Title  111(B)  of  the  CARE  Act  must  receive  $92  million  in  FY  1996  in  order  to  begin  to 
address  the  needs  of  people  living  with  HIV/AIDS  across  the  country. 

I  urge  you  to  give  careful  consideration  to  our  urgent  request,  and  to  make  Title  111(B)  a 
Congressional  priority.  Title  111(B)  funds  provide  a  literal  lifeline  to  thousands  of  medically  indigent 
and  underserved  communities  in  our  nation,  in  our  states  and  in  our  hometowns.  By  funding  the  early 
intervention  services  under  Title  111(B)  of  the  Ryan  White  CARE  Act,  the  government  will  not  spend 
resources  on  other,  more  expensive  HTV/AIDS  health  care  in  costly  hospital  settings.  The  Congress 
seems  to  be  focused  on  saving  dollars  and  precious  resources  —  funding  for  Title  111(B)  is  a  locally 
directed  investment  toward  those  savings. 

Thank  you  for  your  consideration  of  our  testimony. 
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Mr.  Chairman,  members  of  the  Committee,  I  am  Sandra  Raymond,  Executive 
Director  of  the  National  Osteoporosis  Foundation.  I  appreciate  this  opportunity  to 
address  this  distinguished  panel. 

In  my  testimony  today,  I  want  to  describe  to  you  the  invisible  faces  of  osteoporosis 
and  outline  the  extent  of  the  problem;  urge  that  NIH  be  provided  adequate  funding  to 
continue  its  important  mission  in  biomedical  research  and,  describe  how  we  can 
immediately  expand  our  prevention  education  efforts  with  your  help. 

You  may  have  seen  the  face  of  osteoporosis-perhaps  in  your  mother,  your 
grandmother,  your  aunt  or  favorite  neighbor.  She  most  likely  is  bent  over,  perhaps  walks 
with  a  cane  or  a  walker;  her  back  exhibits  a  pronounced  curvature-a  dowager's  hump. 
More  often  than  not,  her  back  causes  her  constant  pain.  The  pain  and  the  malformation  of 
her  body  reduces  her  ability  to  perform  activities  of  daily  living  and  therefore  reduces  her 
quality  of  life.  She  may  have  had  a  hip  fracture  which  would  have  caused  her  to  be 
hospitalized  and  to  have  spent  post-operative  time  in  a  nursing  home  adding  untold  costs 
to  the  Medicare  program. 

The  face  of  osteoporosis  that  you  may  not  have  seen,  is  the  43-year  old  woman, 
whose  bones  have  deteriorated  to  the  degree  that  she  has  been  diagnosed  with 
osteoporosis.  She  looks  normal  and  healthy,  but  for  unknown  reasons,  she  is  losing  bone 
at  an  accelerated  rate  and  placing  her  at  risk  of  fractures. 

Or  the  young  woman  who  at  34  was  diagnosed  with  osteoporosis  due  to  athletic 
training  and  anorexia  causing  amenorrhea  14  years  earlier  when  she  was  only  20  years  old. 

Nor  may  you  have  recognized  the  face  of  osteoporosis  in  the  36  year  old  man 
whose  bones  are  like  a  65  year  old  woman.  At  age  14,  he  was  diagnosed  with  rheumatoid 
arthritis  and  given  prednisone-a  drug  which  he  is  still  taking.  Recently,  after  feeling  he 
was  getting  shorter  and  in  an  effort  to  find  the  cause  of  his  back  pain,  he  had  a  bone 
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density  test.    He  was  shocked  when  he  was  diagnosed  with  osteoporosis-a  disease  he 
thought  was  reserved  for  old  women. 

Osteoporosis  has  very  different  faces--and  many  go  unrecognized  and  undiagnosed 
until  debilitating  fractures  occur.  Osteoporosis  is  today  a  major  health  problem  which  the 
World  Health  Organization  has  characterized  as  "epidemic."  In  the  United  States,  it 
affects  more  than  25  million  people,  80  percent  of  whom  are  women.  Its  direct  medical 
costs  are  estimated  to  be  at  least  $10  billion  each  year,  but  its  degrading  effects  on  the 
quality  of  life  for  those  who  suffer  the  pain,  deformity  and  fear  caused  by  fractures  are 
immeasurable.  The  disease  causes  1.5  million  fractures  annually—a  figure  which  is 
expected  to  increase  dramatically  in  the  future.  With  so  many  Americans  likely  to  live  into 
their  seventh,  eighth  and  ninth  decades  when  osteoporosis  fully  expresses  itself  in 
fractures,  it  is  critical  that  an  effective,  comprehensive  national  research  and  education 
effort  be  undertaken  immediately. 

The  NIH  Revitalization  Act  of  1993  called  for  two  osteoporosis-related  initiatives. 
First,  it  authorized  $40  million  in  new  funds  for  osteoporosis  and  related  bone  disease 
research  at  the  National  Institute  of  Health  (NIH).  Second,  it  called  for  an  osteoporosis 
and  related  bone  diseases  resource  center.  Allow  me  to  elaborate  on  both  points. 

Biomedical  Research 

Fust,  the  $40  million  additional  research  funding,  while  yet  to  be  appropriated, 
clearly  underlines  that  the  intent  of  Congress  is  to  further  support  the  important 
osteoporosis  research  taking  place  at  the  National  Institute  of  Arthritis,  Musculoskeletal 
and  Skin  Disease  (NIAMS)--the  iead  institute  for  osteoporosis  research  and  other 
institutes  such  as  the  National  Institute  of  Aging,  the  National  Institute  for  Diabetes  and 
Digestive  and  Kidney  Diseases  and  the  Institute  of  Dental  Research.  While  many  exciting 
discoveries  are  made  by  the  private  sector,  i.e.  pharmaceutical  and  bio  tech  companies, 
these  entities  have  a  narrow  clinical  focus  with  a  product  as  the  end  result  NIH,  on  the 
other  hand,  conducts  the  basic  biomedical  research  that  provides  the  basis  for  further 
applied  research  by  the  private  industry.    Together  they  form  an  important  partnership. 
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We  are  at  the  precipice  of  major  breakthroughs  in  osteoporosis  research-but  that  research 
will  not  proceed  without  adequate  funding.  NIAMS  has  been  underfunded  since  its 
inception.  NIAMS  has  done  so  much  with  so  little,  yet  so  much  more  remains  to  be  done. 

We  know  that  earmarks  are  not  popular,  Mr.  Chairman,  but  at  a  minimum, 
NIAMS  should  be  brought  to  parity  with  NIH.  Over  the  last  few  years,  NIAMS  has  only 
been  able  to  fund  an  average  of  19  percent  of  the  grants  they  receive  as  opposed  to  almost 
25  percent  for  NIH  overall.  What  has  fallen  through  the  cracks  is  osteoporosis  research. 
A  multitude  of  worthy  research  projects  go  unfunded  year  after  year  while  another 
generation  of  young  researchers  decide  to  investigate  better-funded  areas.  To  meet  the 
medical  demand  of  the  21st  century  and  to  attract  the  young  scientists  to  carry  out  the 
many  promising  research  opportunities  within  its  mandate,  NIAMS  will  need  to  fund  at 
least  30  percent  of  its  research  grants,  or  $271  million  for  fiscal  year  1996. 

Osteoporosis  and  Related  Bone  Diseases  National  Resource  Center 

Second,  last  year  the  National  Osteoporosis  Foundation  (NOF)  was  awarded 
$500,000  a  year  grant  for  four  years  from  the  National  Institutes  of  Health  (NIH)  to  create 
the  Osteoporosis  and  Related  Bone  Diseases  National  Resource  Center.  This  Center 
carries  out  the  mandate  described  in  the  NIH  Revitalization  Act  to  address  the  need  for 
increased  public  awareness  and  knowledge  about  osteoporosis. 

The  need  to  educate  and  disseminate  information  about  prevention  of  osteoporosis 
is  underscored  by  a  recent  women's  health  survey.  Over  60  percent  of  women  surveyed 
were  unfamiliar  with  osteoporosis.  In  1991  the  Gallop  poll  revealed  that  70  percent  of 
women  polled  never  address  this  crippling  disease  with  their  physicians.  A  1994  OTA 
report  entitled  Public  Information  About  Osteoporosis:  What's  Available,  What's 
Needed?  pointed  out  the  urgent  need  to  meet  this  lack  of  public  awareness.  OTA  states  in 
this  report  that  better  ways  of  disseminating  public  information  materials  and  programs  are 
needed,  and  that  the  new  resource  center  must  "develop  ways  of  targeting  information  to 
different  population  groups;"  respond  "constructively  to  media  reports  that  provide 
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incomplete  or  contradictory  information;"  and  reduce  "the  duplication  of  effort  that 
currently  occurs." 

Unfortunately,  the  present  level  of  funding  for  the  Resource  Center,  does  not  allow 
the  Center  to  meet  the  needs  as  outlined  in  the  OTA  Report  and  severely  limits  access  to  a 
majority  of  Americans.  The  Resource  Center  currently  can  only  answer  less  than  30,000 
calls  per  year  through  the  use  of  a  tool-free  number.  Additional  funding  would  permit  the 
toll-free  line  to  be  advertised  more  widely  with  access  to  at  least  150,000  callers  per  year. 

The  Resource  Center's  behavioral  research  addresses  two  key  subsets  of  the 
population,  i.e.  adolescent  girls  and  the  frail  elderly.  However,  no  funds  were  allocated 
for  implementation  of  the  recommendations  emanating  from  the  research.  Additional 
funding  is  needed  to  launch  the  major  health  promotion  programs  suggested  by  the 
research  for  these  two  major  high  risk  segments  of  the  population. 

Lastly,  funding  is  needed  to  develop  gender,  ethnic,  and  age-appropriate  materials 
for  the  general  population  as  well  as  specialized  resources  for  people  with  hearing  and 
vision  impairment,  different  literacy  skills,  and  foreign  language  needs,  since  no  such 
materials  exist 

We  request  that  you  provide  additional  funding  in  the  amount  of  $1  million  for  the 
Resource  Center  in  the  FY  1996  Labor,  HHS,  and  Education  Appropriations  bilL  This 
additional  million  will  assure  that  the  National  Resource  Center  reaches  the  millions  of 
American  who  have  or  are  at  high  risk  for  developing  osteoporosis  and  related  bone 
diseases.  A  total  budget  of  $1.5  million  in  1996  will  enable  the  Center  to  more 
comprehensively  address  the  prevention  and  treatment  of  this  major  public  health  problem 

In  conclusion,  we  appreciate  the  funding  constraints  Congress  is  under  at  the 
present  time,  but  investing  in  osteoporosis  not  only  is  an  investment  in  keeping  medical 
costs  under  control,  but  is  an  investment  in  the  strength  of  America's  future.  To  reduce 
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health  care  costs  of  a  disease  with  epidemic  proportions,  we  must  invest  in  finding  answers 
to  this  disease  now.  NIAMS  must  reach  parity  with  other  institutes  in  order  that 
investigators'  initiatives  will  be  funded  and  biomedical  bone  research  will  flourish,  and  the 
Osteoporosis  and  Related  Bone  Diseases  National  Research  Center  must  accelerate  its 
prevention  efforts  as  soon  as  possible  with  the  help  of  an  additional  $1  million. 
Osteoporosis  is  one  disease  that  with  an  expanded  research  effort,  education  and 
preventive  medical  treatment  can  be  brought  under  control  and  eradicated  within  a  decade. 
We  need  your  help,  and  with  it  we  can  make  osteoporosis  a  disease  of  the  past 

Thank  you. 
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Oral  health  is  often  taken  for  granted.  Despite  former  Surgeon  General  C.  Everett  Koop's 
insistence  on  the  recognition  of  oral  health  as  a  basic  health  need,  there  exists  a  concept  of 
the  mouth  as  separate  from  the  rest  of  the  body  within  both  professional  training  and  the 
insurance  industry.  Despite  the  fact  that  oral  health  when  neglected  can  cause  excruciating 
pain  and  phenomenal  dental  bills,  many  Americans  do  not  even  know  the  importance  of  basic 
daily  preventive  care.  And  despite  the  fact  that  speech  and  eating  abilities,  employment 
opportunities,  and  quality  of  life  are  obstructed  without  a  healthy,  functioning  mouth,  over 
20  million  patients  requiring  unusual  oral  health  care  due  to  genetic  and  acquired  disorders 
are  waiting  in  desperate  need  of  research  and  quality  care  to  improve  their  situations. 

The  National  Alliance  for  Oral  Health  (NAOH)  is  a  coalition  of  patients  and  practitioners 
concerned  about  the  needs  of  special  oral  health  care  populations.  Patients  needing 
extraordinary  oral  health  care  just  to  maintain  ordinary  oral  health  status  range  from 
children  born  with  mental  and  physical  disabilities  to  adults  who  develop  oral  cancers  to 
senior  citizens  who  develop  the  tremors  of  Parkinson's  disease  or  the  softened  bones  of 
Paget's  disease.  Special  care  patients  come  from  all  walks  of  life,  all  social  classes,  all  ethnic 
origins,  both  genders,  all  sexual  orientations,  and  all  levels  of  education.  Yet  for  all  their 
differences,  they  "fall  through  the  cracks"  in  the  same  places:  research,  insurance  coverage, 
and  quality  care.  To  achieve  our  goals  of  widespread  education  about  special  care  patients 
and  accessible,  quality  care  for  them,  we  urge  support  of  both  the  National  Institute  of  Dental 
Research  and  General  Dentistry  residency  programs  in  FY  1996. 


National  Institute  of  Dental  Research;  The  National  Institute  of  Dental  Research  (NIDR) 
was  founded  in  the  1940's  to  combat  the  rampant  dental  caries  then  present  in  potential 
World  War  II  military  recruits.  That  challenge  met,  the  NIDR  went  on  to  conduct  many 
more  projects  which  have  improved  the  lives  of  all  Americans  and  given  hope  to  special  oral 
health  care  patients.  Recently,  for  example,  the  National  Oral  Health  Information 
Clearinghouse  (NOHIC)  became  a  reality.  This  project,  after  several  years  in  the  planning 
stages,  is  now  an  active  database.  Patients,  researchers,  and  practitioners  can  access  the 
NOHIC  from  anywhere  in  the  country,  to  learn  the  latest  treatment  and  diagnosis 
information.  This  service  is  invaluable  for  special  care  patients,  whose  obscure  symptoms 
may  be  puzzling  to  practitioners. 

In  April  1994,  the  NIDR  hosted  the  first  international  conference  on  temporomandibular  joint 
(TMJ)  disorders.  TMJ  disorders  are  possibly  the  largest  health  controversy  in  recent  years; 
the  lack  of  pertinent  research  is  so  extreme  that  there  is  no  consensus  among  patients  or 
practitioners  as  to  treatment.  The  jaw  joints  are  often  disowned  by  both  the  medical  and 
dental  communities,  and  patients  in  great  pain  are  often  given  irreversible,  expensive 
treatment  options,  when  in  fact  no  one  is  truly  qualified  to  treat  this  disorder.  Congress 
recognized  the  seriousness  of  the  TMJ  disorders  by  recommending  increased  research  in  this 
area  in  the  1995  budget.  With  their  international  conference,  the  NIDR  took  a  bold  first  step 
toward  resolving  the  TMJ  crisis. 
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Research  projects  at  the  NIDR  have  improved  and  continue  to  enhance  the  quality  of  life  not 
just  for  special  patients,  but  for  all  Americans.  A  current  research  project  at  the  Institute 
focuses  on  dental  implants  in  patients  with  ectodermal  dysplasias  (ED).  Children  born  with 
ED  have,  among  other  symptoms,  scant,  malformed  teeth.  Dentures,  when  worn  for  an 
extended  period  of  time,  can  cause  bone  resorption  and  are  inclined  to  slip,  especially  when 
worn  by  active  children.  Research  to  determine  the  long-term  safety  and  efficacy  of  dental 
implants  will  not  only  greatly  enhance  the  lives  of  children  born  without  teeth,  but  will  also 
help  anyone  who  needs  implants  for  any  reason.  Budget  cuts  will  not  allow  this  invaluable 
research  project  to  continue  past  the  next  few  years,  thereby  nullifying  the  value  of  the 
research;  the  project  length  will  not  have  been  of  sufficient  duration  to  guarantee  the  safety 
and  efficacy  of  implants  in  children  as  they  grow  to  adulthood. 

Research  subjects  are  far  from  exhausted.  Millions  of  individuals  suffer  from  diseases  of 
unknown  origin,  with  little  hope  of  recovery  or  satisfying  treatment.  Parents  of  children  born 
with  cleft  Up  and  palate  or  ectodermal  dysplasias  wait  to  understand  the  genetic  implications 
of  their  child's  disorders.  Paget's  disease  of  bone  and  Sjogren's  syndrome  patients  wait  to 
hear  of  more  effective  treatments  and  cures  for  their  disorders.  TMJ  disorder  patients  wait 
to  learn  the  cause  of  their  pain  and  dysfunction.  For  all  these  people,  the  National  Institute 
of  Dental  Research  is  a  source  of  hope.  The  National  Alliance  for  Oral  Health 
respectfully  urges  this  subcommittee  to  support  the  NIDR  at  a  level  of  $215  million 
in  FY  1996.  In  addition  we  urge  the  Ad-Hoc  Committee  on  Medical  Research 
Funding's  recommended  budget  of  $12,725  billion  for  the  National  Institutes  of 
Health  in  total. 


General  Dentistry  Residencies;  In  our  ongoing  quest  for  improved  care  for  special  care 
patients,  NAOH  recognizes  that  quality  care  begins  with  quality  training.  Dentists  who 
participate  in  General  Dentistry  residencies  --  programs  similar  to  the  internship  year  in 
medicine  --  are  better  prepared  to  meet  the  wide-ranging  needs  of  their  patients.  This  is 
especially  vital  for  special  care  patient  populations,  because  practitioners  who  have  completed 
residency  training  will  be  better  able  to  identify  and  address  the  complex  problems  of  special 
care  patients,  with  fewer  specialist  referrals.  For  example,  patients  with  Sjogren's  syndrome 
(SS)  suffer,  usually  later  in  life,  with  dry  mouth,  eyes,  and  nose,  and  feel  constant  fatigue. 
This  disorder,  like  many  others,  has  much  more  serious  effects  if  not  diagnosed  and  treated 
early,  although  there  is  no  known  cure.  Sjogren's  syndrome  can  ravage  both  the  dentition 
and  the  eyesight,  causing  pain,  diminished  quality  of  life,  and  a  nightmarish  cycle  of 
practitioners  and  referrals. 

Increased  funding  of  general  dentistry  programs  would  allow  increased  training  in  diagnosis 
and  treatment  of  patients,  whether  they  seek  care  for  a  routine  cleaning  or  an  obscure 
disorder.  A  dentist  with  this  training  would  be  able  to  recognize  early  the  signs  of  SS,  and 
the  patient  would  receive  timely,  appropriate  care.  In  their  study  of  postgraduate  General 
Dentistry  education,  the  Bureau  of  Health  Professions  concluded  that  "Considering  the 
relatively  modest  investment  of  funds  by  the  federal  government,  the  impact  on  the  growth 
and  scope  to  General  Dentistry  programs  and  the  subsequent  effect  on  dental  care  has  been 
substantial."  At  this  time,  only  a  fraction  of  the  students  who  seek  admission  to  General 
Dentistry  residencies  can  be  admitted.    To  expand  existing  training  programs  and 
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create  new  ones,  we  urge  the  Subcommittee  to  appropriate  $6  million  dollars  to 
General  Dentistry  residency  programs  in  FY  1996. 


In  Summary:  The  National  Alliance  for  Oral  Health  appreciates  the  challenges  inherent  in 
budgeting  the  finances  of  a  nation.  As  the  true  priorities  and  responsibilities  of  the  federal 
government  are  closely  inspected  and  hotly  debated,  we  respectfully  urge  you  to  continue  to 
fund  health  care  research.  The  health  and  well-being  of  U.S.  citizens  ~  including  those  who 
traditionally  "fall  through  the  cracks"  --  are  crucial  to  the  American  quality  of  life.  The 
programs  conducted  by  the  NIH  and  NIDR  are  invaluable  to  the  American  people  as  a  whole, 
as  is  the  increased  postdoctoral  training  of  dentists.  We  urge  you  to  make  the  health  of  our 
nation  a  priority  in  your  funding  decisions.  Again,  we  respectfully  urge  you  to  fund  the 
National  Institute  of  Dental  Research  at  a  level  of  $215  million,  the  National 
Institutes  of  Health  in  total  at  a  level  of  $12,725  billion,  and  General  Dentistry 
residency  programs  at  a  level  of  $6  million. 


1711 


AMERICAN  SOCIETY  OF  CLINICAL  ONCOLOGY 


ASCO 


4»  North  Michigan  Ave  Suite  1717,  Chicago,  a  USA  60611-4067  312/644-0U*  FAX- 312/644-8557  Fjiecuuve  Director,  Robert  E  Becker,  JD,  CAE 
750 17th  St,  N.W.  Suite  1100,  Washington,  DC  USA  20006   202T7S-2396   FAX  2C2/77S-2330  Director,  Government  Relation,  Stacey  Beckhardt 

President  President-Elect  Immediate  Past  President  Secretary-Treasurer 

Karen  H.  Amman,  MD  John  H  Click,  MD  George  P.  Canellos,  MD  Mark  ).  Ratain.  MD 


Joseph  S.  Bailes,  MD  Bruce  D.  Cheson,  MD  C.  Norman  Coleman,  MD  Sarah  S.  Donaldson,  MD 

Ross  C.  Donehower,  MD  Elizabeth  A.  Eisenhauer,  MD  Charlotte  D.  Jacobs,  MD  Brian  J.  Lewis,  MD 

Alien  S.  Uchter,  MD  C  Kent  Osborne,  MD  David  Prager,  MD  Nicholas  J.  Vogelzang,  MD 


TESTIMONY  OF  THE  AMERICAN  SOCIETY  OF  CLINICAL  ONCOLOGY 


The  American  Society  of  Clinical  Oncology  (ASCO)  is  pleased  to  submit 
comments  to  the  Subcommittee  regarding  the  clinical  cancer  research  program  supported  by  the 
National  Cancer  Institute  (NCI)-   ASCO  is  a  national  medical  specialty  society  representing  9,300 
cancer  specialists  involved  in  patient  care  and  clinical  research. 

Clinical  research  is  the  means  by  which  laboratory  findings  are  translated  into 
medical  practice.   It  also  serves  as  an  important  mechanism  to  identify  unresolved  scientific 
requiring  further  study  in  the  basic  laboratory. 


Funding  clinical  research  not  only  provides  an  opportunity  to  maximize  our 
investment  in  basic  science,  but  also  presents  an  opportunity  for  improved  outcomes  in  patients 
with  serious  diseases  for  whom  traditional  therapies  have  failed.   For  people  with  cancer, 
treatment  in  the  context  of  a  clinical  trial  often  provides  die  best  available  care.   NCI  has 
recognized  the  importance  of  making  clinical  trials  broadly  available  to  cancer  patients  by 
developing  a  strong  national  network  involving  the  Clinical  Cooperative  Groups,  the  Community 
Clinical  Oncology  Program,  and  the  Cancer  Centers. 

To  sustain  this  essential  clinical  trials  network,  we  must  encourage  oncologists  to 
pursue  clinical  research  careers,  and  we  must  ensure  they  have  the  resources  to  explore  new 
ideas.   To  accomplish  these  goals,  we  must  1)  remove  obstacles  to  the  support  of  investigator- 
initiated  clinical  cancer  research;  2)  maintain  a  strong  biomedical  research  infrastructure;  and  3) 
provide  adequate  funding  for  cancer  research. 


CLINICAL  CANCER  RESEARCH  STUDY  SECTION 

A  major  barrier  to  the  support  of  clinical  cancer  research  is  the  lack  of  an 
appropriate  study  to  review  patient-oriented  research  project  grants.   Because  research  involving 
people  with  or  at  risk  for  serious  disease  involves  variables  and  outcome  measures  that  are 
difficult  to  control,  these  proposals  are  at  a  significant  disadvantage  when  directly  compared  with 
relatively  straightforward  laboratory  science  grants. 


1995  Annual  Meeting  May  20-23,  Los  Angeles,  C  A 
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The  need  for  a  dedicated  study  section  for  review  of  clinical  grants  is  well 
recognized.   A  decade  ago,  the  National  Institutes  of  Health's  (NIH)  Division  of  Research  Grants 
(DRG)  attempted  to  address  this  problem  by  creating  a  new  study  section,  Experimental 
Therapeutics  2  (ET2).  Over  time,  however,  this  study  section  has  drifted  from  its  original 
mission  of  fostering  research  with  direct  relevance  to  patient  care  toward  support  of  pre -clinical 
studies  that  are  predominantly  carried  out  in  the  lab. 

In  1993,  the  National  Cancer  Advisory  Board  (NCAB)  Clinical  Investigations  Task 
Force  called  for  the  establishment  of  a  new  DRG  review  committee.   A  bipartisan  group  of  12 
Senators,  led  by  Sens.  Connie  Mack  and  Daniel  Inouye  and  including  many  on  the  Appropriations 
Committee,  echoed  these  views  when  in  1994  they  sent  a  letter  to  NIH  calling  for  the  creation  of 
a  clinical  cancer  review  group. 

As  part  of  its  overarching  recommendations  to  improve  implementation  of  the 
National  Cancer  Act,  the  congressionally  mandated  Subcommittee  on  the  Evaluation  of  the 
National  Cancer  Program  (SENCAP)  recommended  establishment  of  an  NIH  Clinical  Research 
Initial  Review  Group  (IRG)  as  well  as  changes  in  the  composition  of  existing  IRGs  "to  enable 
translational  research  to  compete  on  equal  footing  with  basic  science  research. " 

Most  recently,  the  Clinical  Research  Study  Group,  appointed  by  NIH  Director  Dr. 
Harold  Varmus  and  chaired  by  Dr.  Gordon  Williams,  concluded  that  patient-oriented  research 
fares  less  well  than  laboratory-oriented  research.   In  its  November  1994  report,  the  group 
recommended  1)  ensuring  that  the  workload  of  relevant  study  sections  include  at  least  50  percent 
clinical  applications;  2)  developing  clearly  defined  criteria  for  clinical  grant  review;  and  3) 
establishing  criteria  for  identifying  appropriate  reviewers.   In  January  1995,  NCAB  urged 
implementation  of  the  findings  of  the  Williams  group. 

Without  a  balanced  approach  to  the  distribution  of  scarce  research  dollars,  the 
clinical  research  infrastructure  will  not  be  prepared  to  rapidly  translate  the  promising 
developments  in  basic  research.   The  establishment  of  a  clinical  research  study  section  with  a 
primary  focus  on  patient-oriented  research  is  an  important  step  that  could  have  a  tremendous 
impact  on  clinical  research  with  minimal  new  outlays.   Congress  should  urge  NIH  to  take  this 
step  at  the  earliest  possible  time. 


INDIRECT  COST  REIMBURSEMENT 

Biomedical  research  requires  a  significant  infrastructure  of  buildings,  equipment, 
and  personnel.   Indirect  cost  reimbursement  covers  actual  expenses  borne  by  federal  grantees  for 
administrative  overhead,  facility  construction,  equipment,  and  other  research-related  items  and 
services.   For  research  institutions,  these  overhead  costs  are  a  necessary  and  essential  part  of  the 
research  enterprise. 
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The  proportion  of  NIH  research  dollars  devoted  to  indirect  costs  has  not  increased 
over  the  past  decade  despite  increasing  federal  regulatory  burdens,  including  protection  of  human 
and  animal  subjects,  workforce  safety,  toxic  waste  disposal,  enhanced  documentation 
requirements,  and  the  like.   Since  1983,  these  costs  have  remained  relatively  stable  at  around  31 
percent  of  total  costs  --  comparable  to  costs  for  industry-supported  biomedical  research. 

Arbitrary  cuts  in  indirect  cost  reimbursement  threaten  the  nation's  research 
capacity.   We  urge  the  Subcommittee  to  reject  proposals  such  as  those  suggested  by  the  House 
Budget  Committee  which  would  make  across-the-board  cuts  in  indirect  cost  reimbursement  over  5 
years. 


RESEARCH  FUNDING 

ASCO  appreciates  the  long-standing  role  of  the  Subcommittee  as  a  champion  for  a 
strong  biomedical  research  program.  While  we  recognize  that  significant  increases  in  funding  for 
NCI  will  be  difficult  given  current  budget  realities,  we  believe  the  appropriation  for  NCI  should 
be  viewed  as  an  investment  -  an  investment  that  will  lead  to  innovation  and  improvement  in  the 
detection,  prevention,  and  treatment  of  cancer. 

We  strongly  support  the  recommendation  of  Rep.  John  Porter,  Chairman  of  the 
House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  for  a  6  percent 
increase  in  the  appropriation  for  NIH.   At  a  minimum,  we  urge  the  Subcommittee  to  maintain  the 
funding  levels  proposed  by  the  Administration. 


CONCLUSION 

Much  attention  has  been  placed  on  where  we  stand  in  the  "war  against  cancer." 
Through  our  national  commitment  to  cancer  research,  we  have  improved  the  care  people  with 
cancer  receive,  enhanced  our  ability  to  detect  cancer  at  earlier  and  more  treatable  stages  of 
disease,  as  well  as  furthered  our  understanding  of  the  means  by  which  we  can  prevent  cancer.  To 
continue  this  progress,  we  must  maintain  our  support  for  a  balanced  national  cancer  research 
program  with  sufficient  funds  to  support  both  the  direct  and  the  indirect  costs  of  conducting 
research. 

Investment  in  NCI  will  be  strengthened  if  we  improve  peer  review  so  that  it 
encourages  rather  than  discourages  researchers  from  pursuing  clinical  cancer  research.  We  are 
not  requesting  an  earmark  of  funds  for  clinical  research.  Instead,  we  urge  the  Subcommittee  to 
include  language  in  its  report  that  stresses  to  NIH  the  importance  of  ensuring  that  the  peer  review 
system  offers  clinical  cancer  researchers  a  fair  chance  to  compete  for  funds. 
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National  Psoriasis  Foundation  Volunteer  Advocate: 
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8601  Carlynn  Drive 

Bethesda,  Maryland  20817 

(301)229-2946 

March  31,  1995 


Mr.  Chairman  and  Members  of  the  Appropriations  Subcommittee: 

My  name  is  Blanche  Wine.  I  am  writing  as  a  volunteer  advocate  for  my  daughter  and 
the  5,000,000  American  children  and  adults  who  are  battling  psoriasis  -  a  chronic,  debilitating  skin 
disease.  To  date,  these  millions  of  psoriasis  victims  face  a  lifetime  combatting  this  disease,  unless 
a  cure  or  more  effective  treatments  are  found. 

For  too  long,  the  disease  of  psoriasis  has  been  trivialized  by  that  well-known 
commercial  that  asks  "Do  you  suffer  from  the  heartbreak  of  psoriasis?"  How  many  of  us  grew  up 
believing  that  if  you  have  psoriasis  you  can  simply  use  an  over-the-counter  shampoo  and  those 
unsightly  flakes  will  go  away?  (If  that  were  true,  psoriasis  victims  would  not  be  spending  $1.6 
billion  annually  on  treatment.) 

As  a  parent  of  a  child  suffering  from  psoriasis,  I  can  offer  you  an  intimate  view  of 
the  pain,  the  frustration  of  enduring  many  ineffective  treatments,  the  sense  of  hopelessness,  and,  too 
often,  the  emotional  scarring  that  psoriasis  sufferers  experience  for  most  of  their  lives. 

I  vividly  recall  an  incident  that  occurred  twelve  years  ago  when  our  daughter,  Lara, 
was  eight  years  old.  She  had  just  been  diagnosed  as  having  guttate  psoriasis  that  covered  60%  of 
her  body.  Lara  came  home  sobbing  uncontrollably  because  she  had  been  humiliated  and  booted  out 
of  her  best  friend's  home  by  a  real  estate  agent  who  was  showing  the  house  to  a  prospective  buyer. 
"I  tried  to  tell  them  it  was  psoriasis,"  Lara  recounted  in  between  sobs,  "but  the  man  there  said  I 
looked  contagious.  The  lady  yelled  at  me  to  go  home."  The  agent  and  buyer  had  taken  one  horrified 
look  at  the  ugly  red,  scaling  patches  of  psoriasis  on  Lara's  arms  and  legs  and  assumed  that  she  had 
a  disgustingly  contagious  disease.  Certainly,  they  could  not  believe  my  daughter's  claim  that  she 
had  "psoriasis."  To  them  this  did  not  look  like  the  "heartbreak"  of  unsightly  dandruff. 


1716 


I  think  about  my  naivete  in  those  early  years.  This  incident  was  only  one  of  many 
Lara  was  to  experience  throughout  the  years  The  comments  and  the  stares  of  people  became 
secondary  to  the  real  trauma  she  would  suffer  spending  countless  hours  soaking  in  tar  baths,  many 
more  applying  various  topical  steroid  creams,  even  more  hours  painstakingly  applying  a  medicated 
oil  to  her  scalp,  and  still  hundreds  of  additional  hours  in  light  therapy  treatments.  All  this  occurred 
before  she  reached  her  twelfth  birthday.  The  majority  of  these  treatments  were  unsuccessful  in 
controlling/clearing  the  psoriatic  patches  on  my  daughter's  skin.  This  "trial  and  failure"  treatment 
scenario,  is  a  familiar  one  for  most  people  afflicted  with  psoriasis. 

The  facts  are  that  psoriasis  is  chronic  and  often  unrelenting,  the  incidence  of  severity 
throughout  one's  life  is  unpredictable,  and  some  treatments  are  successful  for  relatively  short  periods 
of  time  for  some  people.  (The  one  effective  treatment  for  a  significant  number  of  psoriasis  victims 
is  exposure  to  summer  sunlight.  Ironically,  one  study  reported  that  72%  of  the  psoriasis  patients 
surveyed  avoided  swimming  and  shunned  sunbathing  to  avoid  showing  their  disfigured  skin.) 

Through  our  affiliation  with  the  National  Psoriasis  Foundation,  we  learned  that  our 
family's  experience  with  psoriasis  has  not  been  as  physically  and  emotionally  debilitating  as  that  of 
hundreds  of  thousands  of  other  victims.  To  date,  my  daughter  has  never  been  hospitalized  as  have 
so  many  others.  She  has  not  developed  psoriatic  arthritis.  We  have  been  fortunate  to  live  in  the 
Washington,  DC.  area  where  we  eventually  found  caring  and  knowledgeable  treatment.  We  are 
indeed  grateful  that  we,  along  with  our  health  insurance,  have  been  able  to  bear  the  enormous  cost 
of  the  medications,  doctor's  fees,  and  treatments. 

Yet,  far  too  many  psoriasis  patients  are  not  so  fortunate  in  being  able  to  find  or  afford 
treatment  which  might  give  them  some  degree  of  relief.  Some  suffer  so  much  as  to  contemplate 
suicide. 

For  those  of  us  whose  lives  have  been  so  dramatically  altered,  there  is  a  great  deal 
of  hope  for  the  future.  The  excellent  research  efforts  of  NTH  and  NIAMS  have  shown  us  that 
effective  treatment  and  a  cure  for  psoriasis  is  within  our  reach.  In  the  few  short  years  since  it  was 
founded,  NIAMS  has  done  much  to  improve  the  treatment  of  psoriasis  and  the  many  other  diseases 
for  which  it  is  responsible.  We  have  all  been  amazed  in  recent  months  by  the  significant  advances 
and  discoveries  in  the  area  of  genetic  research.  The  technology  is  poised  to  further  these  advances, 
but  it  requires  a  constant  source  of  funding.  The  requested  funding  is  needed  to  permit  NIAMS  to 
further  its  research  and  adequately  disseminate  its  findings  to  health  care  providers  throughout  the 
Nation. 

We  know  that  a  modest  investment  in  NIAMS  now  will  pay  enormous  personal, 
public  health  and  other  economic  benefits  down  the  road.  Improvements  in  treatment  or  a  cure  for 
psoriasis  offer  the  potential  to  reduce  greatly  the  $1 .6  billion  spent  annually  on  psoriasis. 
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Such  improvements  would  not  only  benefit  the  over  5,000,000  American  children 
and  adults  now  suffering  with  this  chronic  disease  but  will  also  help  the  150,000  new  cases 
diagnosed  annually.  The  economic  savings  are  especially  large  because  most  new  cases  affect 
young  Americans,  those  in  their  twenties  or  younger.  Of  these  new  cases,  over  1 0,000  each  year  are 
in  children  under  the  age  often.  The  savings  to  both  the  public  and  the  government  include  reduced 
treatment  costs,  reduced  Social  Security  and  other  disability  claims  and  reduced  lost  work  days. 

We  urge  you  to  approve  an  increase  of  17%  to  $270  million  for  NIAMS  for  FY  96. 
This  budget  would  effectively  enable  NIAMS  to  support  more  meritorious  research  grants  (30% 
success  rate),  provide  more  research  training  and  career  development  for  future  investigators, 
conduct  urgently  needed  new  clinical  trials  and  expand  the  intramural  research  programs  currently 
underway.  As  an  Institute,  NIAMS  well  deserves  to  be  funded  at  the  same  level  as  the  other 
important  Institutes  of  the  NM.  This  increase  will  have  significant  health  and  socioeconomic 
benefits  for  the  millions  of  Americans  who  are  affected  by  diseases,  like  psoriasis,  under  the  purview 
of  NIAMS.  In  closing,  I  would  like  to  thank  you,  Mr.  Chairman,  and  the  Subcommittee  members, 
for  your  thoughtful  consideration. 
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TESTIMONY  OF  THE 
AMERICAN  THERAPEUTIC  RECREATION  ASSOCIATION 

presented  to 

U.S.  SENATE 
APPROPRIATIONS  COMMITTEE 

SUBCOMMITTEE  ON  LABOR, 

HEALTH  AND  HUMAN  SERVICES, 

EDUCATION  AND  RELATED  AGENCIES 

March  30, 1995 

The  American  Therapeutic  Recreation  Association,  the  largest  professional 
association  representing  recreational  therapists,  is  pleased  to  have  this  opportunity  to  submit 
testimony  on  FY  '96  Appropriations.   The  Association  represents  approximately  4,000 
credentialed  recreational  therapists  who  work  as  an  integral  part  of  health  care,  human 
service  and  education  systems  that  care  for  and  educate  Americans  with  disabilities. 
Association  members  are  directly  involved  in  delivering  services  that  improve  and  maintain 
health  status,  functional  capacity  and  quality  of  life  of  people  with  disabilities.  We  know  first- 
hand the  benefits  that  can  be  derived  from  well -disseminated  innovative  programs  and  field 
based  research,  and  have  witnessed  how  such  research  and  demonstration  increases  the 
benefits  to  consumers  of  rehabilitation  and  education  programs.   Therapeutic  recreation 
services,  as  authorized  by  several  disability  related  laws,  have  resulted  in  several  significant 
benefits.  For  example: 

•  Physically  active  recreation  and  other  exercise  programs  improve  cardiovascular  and 
respiratory  functioning,  increases  strength  and  endurance,  and  reduces  the 
occurrence  of  costly  secondary  health  problems  such  as  skin  ulcers  and  urinary  tract 
infections  experienced  by  individuals  with  spinal  cord  injuries. 

•  Recreational  therapy  interventions  improve  cognitive  functioning  such  as  memory, 
perception  and  other  organizational  skills  necessary  for  the  rehabilitation  and 
independent  living  of  individuals  who  have  suffered  a  traumatic  brain  injury. 

•  Children  hospitalized  for  burns  treatment  improved  their  mobility  and  range  of 
motion,  and  therefore  increased  their  healing  process,  as  a  result  of  structured 
recreational  interventions. 

•  Recreational  therapy  contributes  to  a  person's  complete  and  successful  rehabilitation 
by  improving  self  esteem  and  increasing  the  capacity  to  cope  with  the  rigors  of  illness, 
disability  and  hospitalization. 

In  order  to  continue  with  these  promising  developments,  the  Association  urges  the 
Committee  on  Appropriations  to  continue  to  provide  adequate  funding  for  research,  training 
and  demonstration  projects  that  improve  and  advance  the  rehabilitation  and  education  of 
Americans  with  disabilities.   Specifically,  we  recommend  that  the  FY  '96  Appropriations 
include: 

•  An  increase  in  funding  for  Special  Recreation  demonstration  projects,  regulated  by  the 
Rehabilitation  Services  Administration,  from  the  proposed  $2.6  million  to  $3  million. 
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•  An  increase  in  funding  for  the  National  Institute  on  Disability  and  Rehabilitation 

Research  form  $70  million  to  $75  million. 

Therapeutic  Recreation  is  a  health  care  and  human  service  discipline  that  delivers 
treatment  services  designed  to  restore,  remediate  or  rehabilitate  functional  capabilities  to 
improve  independence  and  reduce  or  eliminate  the  effects  of  illness  and  disability.  This 
discipline  is  an  integral  part  of  active  treatment  within  physical  medicine  and  rehabilitation, 
and  mental  health  services,  and  conducts  research  directed  at  the  role  of  myriad  activity 
interventions  in  improving  and  maintaining  functional  independence  and  independent 
community  living. 

Therapeutic  Recreation  utilizes  recreational  modalities  as  active  treatment,  and  also 
creates  environmental  conditions  such  that  individuals  with  disabilities  can  participate  fully 
in  their  communities.  Both  forms  of  therapeutic  recreation  services  -  as  treatment  (i.e. 
recreational  therapy)  and  the  provision  of  recreation  opportunity  as  a  normalized  human 
experience  -  contribute  to  the  rehabilitation  process. 

Recreation  has  been  demonstrated  to  been  an  effective  means  to  assisting  individuals 
with  disabilities  to  achieve  educational  objectives  and  to  move  from  school  to  adult  life. 
Recreation  has  also  played  an  important  role  in  the  quality  of  life  and  social  integration  of 
persons  with  disabilities.   Used  as  a  treatment  modality,  recreational  therapy  has  been  found 
to  be  an  effective  means  to  assisting  individuals  with  disabilities  to  increase  physical  and 
psychological  functioning,  and  to  live  more  independently  and  with  greater  life  quality,  and 
to  maintain  a  level  of  health  that  prevents  or  delays  need  for  costly  medical  or  custodial  care. 
These  benefits  of  therapeutic  recreation  services  have  been  demonstrated  through  research  and 
demonstration  projects  supported  by  the  U.S.  Department  of  Education  The  Department's 
support  for  training  rehabilitation  and  related  services  personnel  has  helped  produce 
critically  needed  competent  professional  who  can  effectively  use  therapeutic  recreation  in  the 
rehabilitation  and  education  of  individuals  with  disabilities. 

RSA :  Special  Recreation  Demonstration  Projects.  For  close  to  20  years  the 
Rehabilitation  Act,  as  amended,  has  authorized  support  for  recreation  demonstration  projects 
aimed  at  improving  the  mobility,  socialization,  independence,  employment,  and  community 
integration  of  individuals  with  disabilities.  Since  the  1986  amendments  to  the  Rehab  Act, 
funded  programs  have  been  expected  to  be  designed  consistently  with  social  integration 
principles.  An  examination  of  projects  funded  between  1987  and  1990  revealed  that 
individuals  with  disabilities  who  participated  in  socially  integrated  community  recreation 
programs  reported  significantly  greater  benefits  in  important  life  domains  such  as  work 
performance,  family  relations,  physical  health  and  overall  health  status,  and  independent 
functioning  at  home,  as  compared  to  those  persons  with  disabilities  who  participated  in 
segregated  recreational  programs  (Shank,  Coyle  &  Kinney,  1993).  Without  question,  these 
projects  are  meeting  their  intended  purposes,  and  are  producing  outcomes  that  benefit  persons 
with  disabilities  in  life  domains  that  reflect  independence,  productivity,  health  and  life 
quality.    In  short,  comprehensive  rehabilitation  (i.e.  vocational,  recreational  and 
independent  living)  is  the  most  effective  way  to  achieve  long  term,  permanent  outcomes. 

While  the  return  on  the  federal  investment  has  been  remarkable,  the  amount  of  money 
appropriated  for  this  small  but  extremely  effective  program  has  remained  almost  constant. 
Our  request  increase  of  $400,000  would  permit  approximately  2  more  demonstration  projects  to 
be  initiated.  Since  these  projects  must  now  involve  cost  sharing,  funded  agencies  would  have 
to  make  a  real  commitment  to  invest  in  the  program,  which  ensures  greater  likelihood  of 
continuation  and  permanence.  Because  the  Federal  contribution  to  each  program  declines 
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over  the  project  period,  the  Department  is  able  to  initiate  new  recreational  therapy  programs 
each  year  with  no  increase  in  Federal  funds. 

The  National  Institute  on  nihility  «nri  Bohahilitntinn  !W«n-h  iNmRRl  The  NIDRR  has 
been  a  leader  in  coordinating  a  comprehensive  approach  to  the  administration  and  conduct  of 
research  and  demonstration  projects  related  to  the  rehabilitation  of  individuals  with 
disabilities.   It  has  also  been  responsible  for  training  rehabilitation  professionals  to  design 
innovative  services  and  conduct  rehabilitation  research.   These  research  and  demonstrated 
ways  to  improve  educational,  employment,  and  independent  living  opportunities  for  persons 
with  disabilities. 

The  comprehensive  approach  maintained  by  the  NIDRR  have  supported  projects  that 
address  issues  that  are  important  to  people  with  disabilities,  and  cover  all  domains  of  life, 
including  employment,  community  independence,  and  psychological  and  social  well-being. 
NIDRR  supports  many  distinct  yet  complementary  disciplines  involved  in  rehabilitation 
research  and  practice.  For  instance,  the  NIDRR  supported  a  research  project  aimed  at 
determining  the  effects  of  recreation  as  a  treatment  modality  in  rehabilitation.  Temple 
University's  program  in  Therapeutic  Recreation  conducted  several  studies  and  demonstrated 
the  role  of  recreation  in  achieving  physical,  psychological  and  social  outcomes  that  are 
integral  to  improving  and  maintaining  health  status,  functional  capacity  and  quality  of  life. 
Among  other  findings,  one  study  demonstrated  that  a  community-based  aerobic  exercise 
program  for  adults  with  physical  disabilities  can  have  significantly  positive  impact  on 
physical  fitness,  physical  work  capacity  and  depressive  symptomatology  (Santiago,  Coyle  & 
Kinney,  1993).  Recreational  therapy  assist  persons  who  receive  physical  rehabilitation  to 
prepare  for  their  return  to  the  community  and  to  resume  an  active  lifestyle.  Such  services  can 
result  in  physical,  social  and  psychological  abilities  that  reduce  the  need  for  costly  medical 
care.  In  a  NIDRR  supported  study,  adults  with  spinal  cord  injuries  who  received  recreation 
therapy  while  hospitalized  were  more  physically  and  socially  active  and  involved  with 
community  life  post  discharge,  and  this  resulted  in  significantly  less  evidence  of  secondary 
health  problems  such  as  skin  ulcers  and  urinary  tract  infections-  both  of  which  are   chronic 
health  problems  that  interfere  with  employment  and  other  life  spheres  (Shank,  Coyle,  Kinney 
&  Hutching,  1994). 

In  addition  to  providing  specific  medical  related  outcomes,  recreation  and  leisure 
involvement  is  clearly  associated  with  the  overall  quality  of  life  of  individuals  with 
disabilities.  Leisure  satisfaction  proved  to  be  the  most  significant  predictor  (explaining  42%  of 
the  variance)  of  life  satisfaction  among  adults  with  a  physical  disability  in  analyses  which 
included  esteem,  health,  socio-economic  and  family  satisfaction  variables.    These  results 
were  identified  in  one  of  the  mo6t  extensive  quality  of  life  studies  conducted,  involving  790 
adults  with  physical  disabilities  in  personal  interviews  over  a  three-year  period  (Kinney  & 
Coyle,  1990).   Also  a  community  transition  program  emphasizing  leisure  education  has  been 
shown  to  reduce  social  isolation  and  increase  perceived  quality  of  life  for  individuals  with  a 
physical  disability  (Bullock  &  Howe,  1991). 

Through  the  support  of  NIDRR,  Temple  University  held  a  national  conference  on  the 
benefits  of  therapeutic  recreation  in  rehabilitation.  Evidence  of  contribution  to  rehabilitation 
outcomes  were  documented  in  areas  of  physical  health  and  health  maintenance,  cognitive 
functioning,  psychosocial  health,  personal  growth  and  development,  life  satisfaction,  and 
societal  and  health  care  system  outcomes.  This  conference  produced  an  extensive  research 
agenda  that  can  guide  NIDRR  in  coordinating  broad-based  rehabilitation  research. 

Our  requested  increase  of  $5  million  for  NIDRR  in  FY '  96  will  permit  the  agency  to 
continue  conducting  important  and  necessary  disability  and  rehabilitation  research.    Without 
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his  increase,  NIDRR  will  not  be  able  to  fulfill  its  leadership  role  in  rehabilitation  research 
and  training,  nor  would  it  be  able  to  meet  requirements  brought  upon  the  agency  by  recent 
legislation,  including  the  ADA,  the  Rehab  Act,  and  the  Rehabilitation  Technology  Act. 

NIDRR's  continued  support  for  training  rehabilitation  personnel,  especially  those 
needed  to  conduct  research,  is  critical.  Rehabilitation  researchers  are  desperately  needed  in 
virtually  all  disciplines.   In  particular,  there  is  a  need  to  develop  and  nurture 
interdisciplinary  research  skills  in  order  to  promote  the  greatest  level  of  cooperation  and 
collaboration.    Although  the  need  for  training  medical  rehabilitation  researchers  (physicians) 
is  evident,  this  training  should  include  attitudes  and  skills  associated  with  promoting  and 
conducting  interdisciplinary  studies.    Therefore,  increased  funding  for  NIDRR  will  permit 
support  for  a  wide  range  of  rehabilitation  disciplines,  including  physical,  occupational  and 
speech  therapies,  vocational  rehabilitation,  and  recreational  therapy. 

Office  of  Special  Education  Programs.  The  Office  of  Special  Education  has  been  the  most 
influential  in  developing  innovative  educational  programs  for  individuals  with  disabilities, 
the  training  of  special  education  and  related  services  personnel,  and  research  on  effective 
educational  approaches.    Consequently,  millions  of  children  and  adults  with  disabilities  have 
achieved  their  dreams  of  academic  success,  independent  skills  and  social  involvement  with 
their  peers.  Funding  over  the  past  20  years  has  enables  advance  in  assistive  technology  to 
allow  greater  independence,  and  innovative  approaches  to  assisting  young  adults  with 
disabilities  to  transition  form  school  to  adult  and  community  life.  Since  1982  OSEP  has 
supported  240  training  programs  that  produced  more  than  24, 000  professional  therapeutic 
recreation  specialists.  These  professionals  have  gone  on  to  use  recreation  interventions  to 
improve  the  independence,  productivity  and  social  integration  of  people  with  disabilities, 
thereby  helping  to  ensure  health  and  well-being  that  translates  into  les6  costs  to  the  American 
public.  Also,  the  field-initiated  research  has  produced  evidence  on  promising  interventions 
that  can  help  children  and  adults  achieve  educational,  vocational  and  health-related  goals. 


The  American  Therapeutic  Recreation  Association  stands  ready  to  share  its 
information  about  the  role  of  recreational  therapy  interventions  in  improving  the  lives  of 
individuals  who  contend  with  illnesses  and  disability  and  to  demonstrate  how  Therapeutic 
Recreation  is  a  cost  effective  alternative  within  the  total  fabric  of  health  care,  rehabilitation 
and  educational  services. 
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HOGAN&HAKTSON 


Statement  for  Submission  to  the 

House.  Labor.  Health  and  HlUPflB  Spi-vir^s  and 

Education  Appropriations  Svb^i™™i**««» 


Mr.  Chairman  and  members  of  the  Subcommittee,  this  Statement  is 
submitted  on  behalf  of  the  National  Coalition  for  Osteoporosis  and  Related  Bone 
Diseases.  We  very  much  appreciate  the  opportunity  to  submit  our  comments  on  the 
FY  1996  Labor,  HHS  and  Education  Appropriations  bill. 

The  National  Coalition  for  Osteoporosis  and  Related  Bone  Diseases 
(the  Coalition)  consists  of  four  organizations:  The  National  Osteoporosis 
Foundation;  The  American  Society  for  Bone  and  Mineral  Research;  The  Paget 
Foundation;  and  The  Osteogenesis  Imperfecta  Foundation.  Together  these 
organizations  represent  the  millions  of  women,  men  and  children  who  suffer  from 
bone  diseases  and  the  physicians,  dentists  and  scientists  that  perform  the  basic  and 
clinical  research  for  these  diseases.  Each  year,  osteoporosis,  Paget's  disease,  and 
osteogenesis  imperfecta,  among  other  bone  diseases,  strike  30  million  Americans 
and  cause  loss  of  independence,  disability,  pain,  and  death.  The  annual  cost  of 
acute  and  long-term  care  is  estimated  to  be  $20  billion.  As  the  population  ages, 
these  costs  are  expected  to  increase  to  more  than  $60-80  billion  by  the  year  2020. 
Without  intervention  now,  these  diseases  will  drive  the  cost  of  acute  and  long-term 
care  well  into  the  next  century  and  overwhelm  any  effort  to  contain  health  care 


Bone  diseases  affect  women,  men  and  children  of  all  ages.  From 
infancy  to  old  age,  these  diseases  profoundly  alter  the  quality  of  life  for  millions  of 
Americans.  Osteoporosis,  the  leading  bone  disease,  disproportionately  affects 
women.  Of  the  25  million  Americans  with  osteoporosis,  80%  are  women.  Each 
year,  osteoporosis  leads  to  more  than  1.5  million  bone  fractures,  typically  of  the  hip 
and  spine,  although  any  bone  can  be  affected.  The  consequences  of  osteoporosis 
include  pain,  disability,  deformity,  and  death. 

One  in  two  women  and  one  in  eight  men  are  at  risk  in  suffering  a 
fracture  due  to  osteoporosis.  A  woman's  risk  of  developing  an  osteoporosis-related 
hip  fracture  is  equal  to  her  combined  risk  of  developing  breast,  uterine  and  ovarian 
cancer. 

While  osteoporosis  can  be  prevented  and  treated,  there  is,  as  yet,  no 
cure.  Prevention  is  the  only  way  to  avoid  osteoporosis  and  its  debilitating  fractures. 

Paget's  disease  of  the  bone,  is  a  chronic  disorder  which  results  in 
enlarged  and  deformed  bones  in  one  or  more  regions  of  the  skeleton.  Excessive  bone 
breakdown  and  formation  causes  the  bone  to  be  dense  but  fragile.  Paget's  disease  is 
most  common  in  Caucasian  people  of  European  decent,  but  it  also  occurs  in  African 
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Americans.  Paget's  disease  is  rarely  diagnosed  in  people  under  age  40,  but  may 
occur  in  up  to  3%  of  the  American  population  over  age  60.  Both  men  and  women 
are  affected. 

Osteogenesis  imperfecta  is  a  genetic  disorder  characterized  by  fragile 
bones  which  fracture  easily,  often  from  no  apparent  cause.  A  severely  affected  child 
begins  fracturing  before  birth.  A  mildly  affected  person  may  not  realize  that  she 
has  the  disorder  until  she  has  a  child  who  is  more  severely  affected. 

Osteogenesis  imperfecta  can  cause  hundreds  of  fractures  in  a  lifetime, 
as  well  as  hearing  loss,  short  stature,  skeletal  deformities,  breakable  teeth,  weak 
muscles,  and  respiratory  difficulties.  Use  of  crutches  or  wheelchairs  for  mobility  is 


It  is  estimated  that  approximately  40,000  people  in  the  United  States 
have  osteogenesis  imperfecta.  This  disease  affects  people  of  all  ages,  races  and  both 
sexes. 

Bone  disease  has  never  received  adequate  medical  research  funds.  The 
major  reason  for  this  lack  of  research  attention  is  due  to  the  general  lack  of 
attention  to  women's  diseases.  Also,  the  lead  institute  charged  with  the 
responsibility  for  conducting  research  on  osteoporosis  is  a  young  institute  which 
came  into  being  at  a  time  of  severe  federal  cutbacks  and  funding  for  research.  That 
institute,  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases,  has  never  received  adequate  funding  to  carryout  its  mission.  Over  the 
last  three  years,  NIAMS  has  been  able  to  fund  only  19%  of  the  high  quality  grant 
request  it  receives,  whereas  the  overall  NIH  average  is  almost  27%.  This  means 
that  outstanding  scientific  oppor-tunities  to  increase  our  understanding  and 
treatment  of  bone  disorders  are  being  lost,  and  young,  talented  investigators  are 
hesitating  to  follow  careers  in  bone  research.  As  a  result,  osteoporosis,  Paget's 
disease  and  osteogenesis  imperfecta  continue  to  be  under-researched.  While 
NIAMS  should  be  commended  for  the  excellent  and  far-reaching  bone  disease 
research  it  has  conducted,  there  is  Little  doubt  that  the  institute  could  do  so  much 
more  with  additional  funding. 

Much  clinical  and  laboratory  work  needs  to  be  done  in  order  to 
understand  the  pathology  of  these  diseases  and  to  find  ways  to  prevent,  treat,  and 
cure  them.  Support  for  funding  for  NIH  is  critical  to  the  progress  being  made  by 
physicians  and  basic  scientists  whose  work  and  research  are  dedicated  to  under- 
standing the  molecular  and  cellular  basis  of  skeletal  diseases  which  should 
eventually  lead  to  new  strategies  for  their  prevention  and  treatment.  Investment  in 
research  today  can  save  billions  of  dollars  in  treatment  in  the  future. 
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There  are  major  questions  that  must  be  addressed  if  we  are  to  bring 
these  diseases  under  control.  For  example,  how  to  build  new  bone  rather  than 
merely  retarding  bone  loss  (an  essential  element  in  developing  a  cure  for 
osteoporosis);  how  to  address  the  growing  issue  of  osteoporosis  in  men  and  young 
women;  how  to  better  understand  the  basic  cellular  mechanism  for  which  bone 
remodeling  is  controlled;  how  to  define  the  role  of  factors  produced  by  cells  of  the 
immune  system  in  maintaining  bone  integrity  and  determine  if  osteoporosis  results 
from  abnormalities  in  their  production.  The  keys  to  answering  these  questions  and 
bringing  these  diseases  under  control  will  only  be  discovered  through  a  rigorous 
program  of  medical  research. 

On  behalf  of  the  millions  of  Americans  who  suffer  from  these 
debilitating  diseases,  we  request  that  your  subcommittee  provide  additional 
funding  to  NIAMS  to  expand  and  intensify  the  research  on  bone  disease.  We  also 
request  additional  funding  for  the  other  institutes  at  NIH  which  conduct  bone 
disease  research:  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney 
Diseases,  the  National  Institute  on  Aging,  and  the  National  Institute  of  Dental 
Research.  In  1993  Congress  approved  $40  million  in  new  funding  for  bone  disease 
research  in  the  NIH  Revitalization  Act.  Unfortunately,  Congress  has  never 
appropriated  the  funds  for  this  authorization.  We  ask  that  you  consider  providing 
this  additional  funding,  or  some  portion  thereof,  in  your  FY  96  appropriations  bill. 
We  ask  that  you  do  so  this  year  in  order  to  send  a  signal  to  the  millions  of 
Americans  who  suffer  from  bone  disease  that  Congress  recognizes  the  dire  need  to 
step  up  the  research  in  this  area.  Without  this  specific  support,  these  diseases  will 
swamp  the  overburdened  health  care  system  and  render  fruitless  any  effort  to 
implement  cost  containment  strategies. 

Please  do  all  that  you  can  to  provide  additional  research  funding  for 
these  diseases.  Investment  in  further  research  on  bone  disease  will  lead  to  greater 
understanding  of  the  diseases  and,  especially,  how  to  prevent  them  and  how  to  treat 
them  once  they  have  developed.  In  fact,  there  are  many  scientists  and  researchers 
who  work  in  these  fields  who  believe  that  it  is  within  our  power  to  eliminate  these 
diseases  as  a  public  health  problem.  This  subcommittee  can  take  an  important  step 
toward  these  goals  by  approving  additional  funding  for  the  1996  appropriations  bill 
to  increase  bone  disease  research. 


Thank  you  Mr.  Chairman 
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INTRODUCTION  Or  REQUEST 

Mr.  Chairman  and  members  of  the  Subcommittee,  on  behalf  of  United  Tribes 
Technical  College  and  its  board  of  directors,  we  appreciate  this  opportunity  to  offer 
our  statement  regarding  appropriations  that  would  affect  vocational  education  programs 
authorized  under  the  Carl  Perkins  Vocational  and  Applied  Technology  Education  Act  of 
1990,  as  amended. 

In  the  Administration's  Fiscal  Year  1996  budget  proposal,  there  appeared  a 
footnote  regarding  the  appropriations  for  "Tribally-controlled  post-secondary 
vocational  institutions"  authorized  under  Part  H  of  Title  III  of  the  Carl  Perkins  Act. 

The  footnote  states  that  the  " restructured  Perkins  Act  would  support  funding  for 

these  institutions  at  the  same  level  as  current  law."  This  funding  provides  the 
critical  basic  operational  monies  for  United  Tribes  Technical  College  (UTTC)  and  for 
New  Mexico's  Crownpoint  Institute  of  Technology  (CIT) . 

We  ask  the  chair  and  Subcommittee  members  to  note  that  there  is  an  intent  by  the 
Administration  to  continue  support  of  Tribally-controlled  post-secondary  vocational 
institutions,  namely  UTTC  and  CIT.  We  have  a  concern,  however,  that  these  funds  may 
be  inadvertently  co-mingled  in  pending  Congressional  proposals  to  restructure 
vocational  and  employment  training  programs  through  consolidation.  The  Carl  Perkins 
Act  is  scheduled  for  reauthorization  in  the  104th  Congress  and  we  are  aware  that  there 
are  legislative  proposals  to  merge  this  Act  with  other  vocational  education  and  job 
training  programs  into  a  new  statute. 

Because  any  proposed  consolidations  will  require  a  particularly  complex 
undertaking  with  regard  to  Indian  programs,  we  ask  the  Subcommittee  to  take  into 
account  the  needs  and  complexities  of  the  various  Tribal  entities  and  Indian 
constituencies  served  by  the  these  programs.  We  understand  that  the  Education 
Department  is  trying  to  address  these  needs  and  issues,  and  has  in  fact  developed 
proposed  legislation  language  that  will  ensure  the  continuation  of  our  Indian 
vocational  education  programs,  including  UTTC  and  CIT.  Our  discussions  with  House  and 
Senate  authorizing  committees  also  make  us  hopeful  that  their  legislative  proposals 
will  maintain  a  specific  authorization  for  Tribally-controlled  post-secondary 
vocational  institutions. 

Our  primary  requests,  therefore,  are  that.... 

1.  The  Subcommittee  approve  the  currently  authorised  funding  level  of  $4.0  million  for 
UTTC  and  CIT.  Congress  appropriated  $2,919  million  in  FY  1995  funds  for  UTTC  and  CIT 
under  the  Carl  Perkins  Act. 
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2 .  The  Subcommittee  ensure  that  FY  1996  monies  for  UTTC  and  CIT  be  clearly  identified 
and  allocated  for  "Tribally-controlled  post-secondary  vocational  institutions."  This 
is  critical  because  current  legislative  proposals  to  consolidate  vocational  education 
and  job  training  statutes  could  inadvertently  jeopardize  allocations  of  the  funds 
intended  for  UTTC  and  CIT. 

3.  On  behalf  of  Indian  Tribes,  Tribal  colleges,  and  other  Indian  organisations,  the 
Subcommittee  take  into  account  that  state  block  grants  are  an  inappropriate  vehicle  for 
the  funding  of  Tribal  vocational  education  and  job  training  programs.  Funding  should 
be  channeled  directly  to  Indian  Tribes,  Tribal  colleges,  and  Indian  organizations  as 
currently  provided  so  these  entities  can  continue  to  offer  flexible,  direct  services 
to  American  Indians  and  Alaska  Natives. 


INSTITUTIONAL  PURPOSE 

Established  in  1969,  United  Tribes  Technical  College  is  a  unique,  inter-Tribal 
vocational  technical  education  institution  located  on  a  105  acre  campus  in  Bismarck, 
North  Dakota.  The  Tribal  college  is  owned  and  operated  by  five  federally-recognized 
Tribes  situated  wholly  or  in  part  in  North  Dakota.  These  Tribes  are  the  Devils  Lake 
Sioux  Tribe,  the  Sisseton-Wahpeton  Sioux  Tribe,  the  Standing  Rock  Sioux  Tribe,  the 
Three  Affiliated  Tribes  of  the  Fort  Berthold  Reservation,  and  the  Turtle  Mountain  Band 
of  Chippewa.  Control  of  the  institution  is  vested  in  a  ten-member  board  of  directors 
comprised  of  elected  Tribal  chairpersons  and  Tribal  council 


As  the  first  Tribally-controlled,  residential  vocational  school  in  the  nation, 

UTTC  offers  thirteen  (13)  certificate  programs  and  seven  (7)  Associate  of  Applied 
Science  degree  programs.  Entrepreneurship  as  well  as  work  in  high  technology  is  being 
integrated  into  appropriate  curriculums.  All  programs  are  accredited  through  the  North 
Central  Association  of  Colleges  and  Schools  at  the  certificate  and  two-year  degree 
granting  levels. 

Because  of  its  unique  residential  setting,  United  Tribes  Technical  College 
provides  those  institutional  services  that  are  fundamental  to  the  delivery  of  quality 
vocational  education  programming.   These  services  include: 

*  Adult  education  for  students  needing  advanced  basic  education  skills  or  who  desire 
to  pursue  vocational  programs  requiring  GEDs  or  high  school  diplomas; 

*  Instructional  supplies  and  equipment  for  all  vocations; 

*  Support  services  and  resources  including  student  housing,  cafeteria,  local  student 
transportation,  library,  financial  aid  office,  counseling  and  placement,  facilities 
maintenance,  and  overall  administrative  and  fixed  costs  for  UTTC's  105  acre  campus 
base; 

*  Early  childhood  (nursery  and  pre-school)  services  for  approximately  100  children, 
ages  8  weeks  to  five  years; 

*  The  Theodore  Jamerson  Elementary  School  (K-8th  grades)  serving  108  American  Indian 
students  this  1994-95  academic  year; 

*  Modest  offering  of  cultural,  athletic,  and  recreational  activities  to  supplement 
student  learning  experiences  and  campus-based  family  services. 

The  enrollment  of  United  Tribes  Technical  College  now  averages  275  students 
annually.  Combined  with  family  members  and  our  pre-school  and  elementary  students,  the 
UTTC  campus  population  exceeds  500.  Our  students  represent  as  many  as  45  different 
Indian  Nations  and  15  states.  The  majority  of  the  students  have  never  spent  more  than 
one  continuous  year  away  from  their  home  reservations.  They  have  also  experienced 
chronic  unemployment  due  to  the  extremely  depressed  local  economy  and  to  education 
limitations  which  are  well  below  the  national  average. 
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Thus,  UTTC  is  committed  to  not  only  its  post-secondary  mission,  but  to  the 
economic,  social,  and  cultural  advancement  of  American  Indian  and  Alaska  Native  people. 
The  mission  of  UTTC  is  to  provide  an  environment  where  students  and  staff  can  preserve 
and  transmit  knowledge,  values,  and  wisdom  to  ensure  the  survival  of  native  people  and 
Indian  Nations  along  with  the  vocational  training  of  native  students.  To  fulfill  thi8 
mission,  UTTC's  approach  is  focused  on  increasing  individual  opportunities  to  improve 
the  quality  of  life,  and  strengthening  the  Indian  family.  There  is  no  other  post- 
secondary  vocational  education  institution  in  the  country  that  in  a  residential  setting 
is  Tribal ly-cont rolled,  culturally-based,  family-oriented,  and  focused  on  both  Tribal 
economic  needs  and  mainstream  employment  training. 


WEED 

Since  1990,  UTTC  has  experienced  only  an  average  annual  increase  of  one  tenth  of 
one  percent  in  direct  cost  funding.  Conversely,  the  expense  of  education  has  risen 
significantly.  The  cost  of  purchasing  goods  and  services  has  risen  sharply  due  to  the 
inflation  and  normal  cost  increases. 

For  example,  the  College  has  experienced  large  increases  in  the  cost  of  utilities 
with  electricity  expenses  rising  about  20%  per  unit  and  the  per  unit  gas  cost 
increasing  approximately  113%.  Over  the  years,  the  College  has  been  able  to  offset 
rate  increases  by  implementing  stringent  conservation  measures  such  as  improved 
weatherization  and  reductions  in  building  temperatures.  However,  energy  consumption 
cannot  be  further  reduced  because  of  the  College's  location  and  the  harsh  winters  in 
the  northern  plains. 

In  the  area  of  staff  costs,  the  average  instructional  salary  has  risen  some  60% 
from  1979  to  1992.  While  these  increases  have  been  minimal  on  a  yearly  basis,  the  net 
result  is  that  the  College  must  spend  more  dollars  to  purchase  competent  instructional 
services.  Any  further  decreases  in  budget  will  seriously  jeopardize  the  College's 
survival.  Since  United  Tribes  is  not  eligible  for  any  state  appropriated  funds,  it 
cannot  look  to  this  source  for  help. 

Lack  of  available  resources  has  also  meant  a  limitation  on  the  repair  and 
maintenance  of  physical  facilities.  The  College  occupies  the  old  Fort  Lincoln  Army 
Post.  Other  than  the  more  recently  constructed  skills  center  and  part  of  the  community 
center,  UTTC's  core  facilities  are  80  to  90  years  old.  Estimates  for  new  facilities 
total  over  $12  million,  according  to  a  1993  U.S.  Department  of  Education  report  to 
Congress.  Continuing  a  course  of  nonrepair  will  ultimately  prove  more  costly  as  the 
repairs  will  be  greater.  This  is  especially  true  of  the  water  and  sewage  systems  on 
campus.   Fire  and  safety  reports  document  these  needs. 

At  the  same  time,  the  indirect  cost  budget  which  provides  much  of  the 
infrastructure  funding  at  the  College,  e.g.  administration  and  support  services,  is  now 
only  approximately  81%  of  what  it  was  in  1989.  When  overall  resources  are  considered 
in  calculating  increases  and  decreases,  the  total  budget  for  the  College  has  actually 
decreased  over  the  five  year  period  1989  to  1993  by  some  2.3%.  At  the  same  time,  costs 
for  nearly  everything  have  risen.  The  result  is  that  the  College  is  not  able  to 
provide  needed  services,  purchase  essential  training  equipment  and  supplies,  and  make 
necessary  repairs  on  its  facilities. 

The  College  believes  that  its  greatest  resource  is  its  people  -  faculty,  staff, 
and  administration.  During  these  times  of  severe  budget  shortfalls.  United  Tribes  has 
placed  its  priority  on  assuring  that  the  best  qualified  individuals  possible  serve  its 
students.  The  result  of  this  priority  is  that  87%  of  its  direct  cost  budget  goes  to 
salaries  and  fringe  benefits.  Even  though  this  high  proportion  goes  to  staffing,  when 
compared  with  similar  state  institutions  in  the  area,  the  faculty  and  staff  are  grossly 
underpaid.  Devoting  87%  to  personnel  leaves  only  13%  of  the  direct  cost  budget  for 
such  other  critical  needs  as  equipment,  supplies,  and  other  services. 

Funding  at  the  level  requested  will  allow  the  institution  to  survive  but  will  not 
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allow  the  institution  to  address  the  needs  of  a  growing  student  population  projected 
at  over  375  adults  and  200  children  for  FY  1995.  These  numbers  become  even  more 
significant  taking  into  account  the  waiting  list  of  at  least  100  adult  applicants  for 
UTTC's  programs.   This  list  develops  without  recruitment. 


CONCLUSION 

United  Tribes  Technical  College  is  on  the  cutting  edge  of  helping  Indian  people 
become  self-sufficient.   We  are  doing  what  the  pending  welfare  reform  proposals  in 

Congress  aim  for  enabling  people  to  be  self-sufficient  and  in  many  cases  helping 

them  to  get  off  and  stay  off  welfare.  The  College  job  placement  rate  for  graduates  has 
been  80%  over  the  past  ten  years,  an  impressive  accomplishment  especially  in  light  of 
the  high  unemployment  among  Tribes  in  the  northern  Great  Plains.  Our  job  placement 
rate  is  well  above  the  goal  in  the  House-passed  welfare  reform  legislation.  The  UTTC 
effort  shows  that  an  investment  in  training  and  education  pays  itself  back  over  a 
period  of  6.39  years  after  graduation.  A  student,  in  effect,  pays  back  in  taxes  the 
costs  through  productive  employment  in  6.4  years. 

Students  at  UTTC  receive  a  quality  education  in  a  native  family-based  environment 
and  in  a  cultural  context  familiar  to  and  appropriate  for  them.  We  believe  it  is  the 
primary  reason  for  our  success  in  educating  and  finding  employment  for  American  Indian 
men  and  women.  The  working  partnership  between  our  Indian  Nations  and  the  Congress 
must  be  sustained  with  the  necessary  resources  so  that  the  success  stories  in  Tribal 
vocational  education  can  continue. 

Thank  you,  Mr.  Chairman  and  members  of  the  Subcommittee.  We  urge  you  to  consider 
our  requests  to  ensure  that  the  unique  educational  opportunities  offered  by  United 
Tribes  Technical  College,  the  Crownpoint  Institute  of  Technology,  and  Indian  Tribes  in 
general,  will  continue  to  be  available  for  American  Indian  students  and  their  families 
in  the  future. 
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13S0  Connecticut  Ave.,  N.W.  Suite  803  Association  of  Maternal  and  Child  Health  Programs 

Washington,  D.C.  20036 


The  Association  of  Maternal  and  Child  Health  Programs' 
FY  1996  Appropriations  Justification 

The  Maternal  and  Child  Health  (MCH)  Services  Block  Grant,  authorized  under  Title  V  of  the 
Social  Security  Act,  was  formed  in  1981  by  folding  related  categorical  programs  into  the 
existing  Title  V  Program  -  a  program  which  focuses  broadly  on  the  health  of  women,  infants, 
children,  and  youth.  The  goal  of  this  public  health  program  is  to  improve  the  health  of  all 
mothers  and  children  consistent  with  state  and  national  health  objectives.  Federal  funding  for 
State  Maternal  and  Child  Health  Programs  has  been  authorized  since  1935;  the  1981  block 
grant  legislation  considerably  increased  states'  discretion  in  determining  how  to  use  funds  to 
achieve  the  purpose  of  the  legislation.  1989  amendments  included  important  changes  which 
improved  accountability  while  maintaining  flexibility  and  more  appropriately  defined  the  federal 
-  state  partnership. 

The  Maternal  and  Child  Health  Services  Block  Grant  lays  the  foundations  needed  to  effectively 
plan  and  implement  critical  maternal  and  child  health  services  for  the  population  as  a  whole. 
Needs  assessments  are  conducted  to  identify  health  problems,  assess  service  gaps  and  barriers, 
and  target  resources.  The  program  promotes  quality  care  through  the  setting  of  standards  and 
monitoring  of  services,  and  through  the  provision  of  training  and  technical  assistance  on 
emerging  health  problems  and  new  approaches  to  clinical  and  support  services. 

Title  V  Programs  support  services  essential  to  maintaining  the  health  of  all  families,  regardless 
of  whether  they  receive  their  medical  care  from  private  or  public  providers.  Such  services 
include  newborn  screening,  lead  poisoning  prevention,  immunization,  sudden  infant  death 
syndrome  (SIDS)  counseling,  injury  prevention,  and  public  and  provider  education.  The 
promotion  of  the  integration  of  health  with  other  child  and  family  systems,  including  for 
example,  WIC,  day  care,  Head  Start,  and  school  health  programs,  is  also  an  important 
component  of  Title  V  efforts. 

Title  V  Programs  work  to  enable  families  to  appropriately  identify  and  utilize  resources  through 
the  provision  and/or  coordination  of  such  services  as  outreach  and  case  management,  health 
education  and  referral,  transportation,  translation,  home  visiting,  and  nutrition  counseling.  Title 
V's  Children  With  Special  Health  Care  Needs  (CSHCN)  Program  assists  families  whose  children 
experience  chronic  illness  and  disability  in  obtaining  the  complex  array  of  services  they  require 
by  ensuring  available,  accessible,  family-centered  specialty  and  support  services  at  the 
community  level. 

MCH  Block  Grant  programs  help  develop  community-based  networks  of  preventive  and  primary 
care  that  coordinate  and  integrate  public  and  private  sector  resources  and  programs  for  women, 
infants,  children  and  adolescents.  For  example,  three-fourths  of  the  State  programs  have 
supported  local  "one-stop  shopping"  models  integrating  access  to  Title  V,  the  WIC  food 
program,  Medicaid  and  other  health  or  social  services  at  one  site.  As  a  result  of  the  Title  V 
supported  infrastructure  and  coordination,  pregnant  women  and  children  have  improved  access 
to  public  health  programs  and  receive  services  through  more  organized,  community-based 
networks  of  care. 

Telephone:  202-775-0436  •  Fax:  202-775-0061 
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This  infrastructure  developed  by  Title  V  funding  serves  a  valuable  role  in  coordinating  a  range 
of  federal  and  state  programs  for  pregnant  women,  children  and  families.  WIC,  Head  Start, 
Medicaid  and  immunization  programs  cannot  succeed  without  the  public  health  infrastructure 
supported  by  Title  V.  In  particular,  Medicaid  and  Title  V  serve  different  yet  complementary 
roles  and  both  are  mandated  to  collaborate  in  the  improvement  of  the  health  status  for  pregnant 
women  and  children.  Medicaid  relies  on  the  State  Title  V  MCH  Program  to:  (1)  assist  in 
reaching  out  to  and  enrolling  eligible  women  and  children,  facilitating  their  access  to  needed 
services;  (2)  train  and  assist  providers  in  developing  policies  and  procedures  that  will  improve 
their  work  with  special  populations  and  with  the  Medicaid  agency  itself;  (3)  organize  and 
provide  services  that  are  not  available  or  accessible  in  the  private  sector.  The  financial 
coverage  provided  by  the  Medicaid  program  is  a  critical  prerequisite  for  obtaining  important 
preventive  and  primary  care  services,  as  well  as  specialty  services  for  those  eligible.   The  Title 

V  Program  helps  translate  these  Medicaid  dollars  into  a  system  that  is  accessible. 

Another  example  of  Title  V's  role  in  developing  the  infrastructure  for  coordination  of  federal  and 
state  programs  is  the  relationship  between  State  Title  V  Programs  and  IDEA'S  Part  H  Early 
Intervention  Program.  Title  V  contributes  significantly  to  the  coordination  of  this  program  and 
18  states'  Title  V  Programs  administer  the  Part  H  Program.  Title  V  participates  substantially 
in  Part  H  planning,  outreach  and  provision  of  services. 

Through  grants,  contracts,  or  reimbursements  to  private  and  public  sector  providers,    State  Title 

V  programs  also  support  the  availability  and  accessibility  of  community  health  and  family 
support  services,  especially  for  uninsured  and  underinsured  families.  Title  V  MCH  Programs 
directly  support: 

Preventive  health  services  to  approximately  4.2  million  women-including  one- 
third  of  all  pregnant  women  in  the  US; 

•  Preventive  and  primary  care  services  for  almost  8  million  infants,  children,  and 

adolescents; 

Specialized  health  and  family  support  services  for  755,000  children  with  chronic 
conditions  and  disabilities-one  half  of  the  nation's  children  with  severe 
disabilities  and  approximately  20%  of  those  with  chronic  conditions. 

Title  V  is  a  permanently  authorized  discretionary  federal  grant  program.  Current  authorized 
federal  funding  for  Title  V  is  $705  million;  $683.95  million  was  appropriated  for  the  program 
in  FY  1995.  For  appropriations  up  to  $600  million,  85%  of  the  appropriation  is  allocated  to  the 
states,  and  15%  is  "set-aside"  at  the  federal  level  for  demonstration,  research  and  training,  and 
service  projects.  For  appropriations  exceeding  $600  million,  1989  amendments  created  a 
second  "set-aside"  of  12.75%  to  fund  six  types  of  demonstration  projects:  home  visiting; 
provider  participation;  integrated  service  delivery;  non-profit  hospital  MCH  centers;  rural 
programs;  and  community  projects  for  children  with  special  health  care  needs.  States  match 
3  dollars  for  every  4  federal  dollars;  many  states  provide  additional  state  funds.  States  must 
limit  administrative  costs  to  10%;  maintain  state  MCH  funding  at  1989  levels;  and  spend  30% 
of  funds  on  preventive  and  primary  care  for  children  and  youth,  and  30%  on  services  for 
children  with  special  health  care  needs. 
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Title  V's  two  federal  discretionary  programs  or  "set-asides"  are  the  Special  Projects  of  Regional 
and  National  Significance  (SPRANS)  program  and  the  Community  Integrated  Service  System 
(CISS)  program.  SPRANS  grants  are  authorized  as  special  projects  that  must  respond  to 
national  needs  and  priorities,  have  regional  or  national  significance,  and  demonstrate  some  way 
to  improve  state  systems  of  care  for  mothers  and  children.  SPRANS  funds  are  reserved  at  the 
federal  level  for  the  purpose  of  supporting  projects  in  the  five  areas  of  research,  training, 
hemophilia,  genetic  disease,  and  maternal  and  child  health  improvement  projects.  SPRANS 
grants  support  technical  assistance  training  and  research  policy  development  centers  that  work 
to  build  states'  maternal  and  child  health  infrastructure  and  develop  tools  and  information  to 
help  states  improve  the  health  status  of  pregnant  women  and  children.  While  SPRANS  grants 
focus  on  regional  and  national  priorities,  the  CISS  program  targets  communities  through 
increasing  the  capacity  for  service  delivery  at  the  local  level  and  fostering  formation  of 
comprehensive,  integrated,  community-level  service  systems  for  mothers  and  children. 

MCH  programs  must  also  address  a  rapidly  changing  health  care  system  to  assure  that  the 
needs  of  children  and  families  are  appropriately  addressed.  To  accomplish  this,  MCH  programs 
need  to  collect  and  analyze  data,  conduct  needs  assessments,  and  monitor  health  status  and 
outcomes  for  women,  children,  and  youth  statewide.  MCH  program  expertise  is  needed  to 
assist  in  developing  managed  care  delivery  systems  that  effectively  assure  key  preventive 
maternal  and  child  health  services  and  appropriately  provide  for  children  with  special  health  care 
needs.  In  partnership  with  Medicaid  and  private  payors,  enhanced  MCH  Program  efforts  are 
needed  to  provide  outreach  and  health  information  services,  technical  assistance  and  training, 
and  assistance  in  recruitment  of  providers. 

The  Maternal  and  Child  Health  Block  Grant  also  must  address  a  continuing  and  growing  demand 
for  Title  V  supported  community  services  from  uninsured  and  underinsured  women  and 
children.  40.9  million  Americans  under  age  65  were  not  covered  by  private  or  public  health 
insurance  in  1993,  representing  a  1.1  million  increase  from  the  previous  year.  Of  the  additional 
1.1  million  uninsured,  900,000  were  children. 

To  maintain  cost-effective,  essential  public  health  services  protecting  all  our  nation's  mothers 
and  children,  the  Association  of  Maternal  and  Child  Health  Programs  recommends  an 
appropriation  of  $705  million  for  the  Title  V  Maternal  and  Child  Health  Block  Grant  for  FY  1996. 
While  AMCHP  recognizes  that  there  are  limited  federal  resources,  it  must  be  pointed  out  that 
the  Title  V  appropriation,  in  constant  dollars,  has  declined  since  1980.  With  sufficient  funding, 
Title  V  can  continue  to  play  a  vital  role  in  improving  the  health  status  of  all  children  and 
pregnant  women. 


1732 


K 


■  Sclerodernna 

rt?vJlv^l  xJ  I  IvJI  I  «£  International  Headquarters 
Peabody  Office  Building.  One  Newbury  Street,  Peabody.  MA  01960 
Tel.  (508)  535-6600  Fax  (508)  535-6696 


TESTIMONY  PREPARED  FOR: 
N.LA.M.S.  COALITION  MEETING 
March  6,  1995 


Patient  Testimony: 

Mary  Van  Neste,  Milton,  MA 


Organization  Testimony: 
Scleroderma  Federation 


MARY  VAN  NESTE 
PHOTO  TAKEN  1970, 
3  YEARS  BEFORE 
THE  ONSET 
OF  SCLERODERMA 


MARY  VAN  NESTE 

AND  HER  HUSBAND, 

PHIL 

PHOTO  TAKEN 

FEB.  25,  1995 


1733 


TESTIMONY  PREPARED  BY  THE  SCLERODERMA  FEDERATION 

March  6,  1995 

Patient  Testimony:  Mary  Van  Ncste,  Milton,  MA 

I  was  asked  by  the  Scleroderma  Federation  to  describe  my  personal  experience  with  scleroderma.  What 
follows  are  my  recollections  over  the  past  21  years. 

I  was  29,  and  a  schoolteacher,  when  I  met  my  husband,  Phil,  at  a  Teacher's  Association  Meeting.  We  were 
married  in  197 1  and  within  2  years,  we  were  blessed  with  two  healthy  baby  girls.  Towards  the  end  of  my  2nd 
pregnancy,  I  began  to  notice  my  hands  were  swollen,  my  jaw  had  become  painful,  and  I  was  experiencing 
unbelievable  body  stiffness    By  the  time  my  baby  was  10  months  old,  my  skin  had  turned  hard  and  the  scar 
tissue  was  obvious.  I  was  diagnosed  with  scleroderma. 

The  summer  of  1974  was  extremely  difficult  My  fingers  had  contracted  into  claw-like  appendages.  I  could 
not  care  for  my  new  baby!  I  couldn't  feed  her,  lift  her,  change  her  diapers,  or  even  play  patty  cake!  That 
summer,  my  daughters  and  I  went  to  stay  in  New  York  with  my  parents  as  I  was  unable  to  do  anything  for 
myself  or  my  girls.  At  summer's  end,  we  all  returned  home  where  we  survived  as  a  family  for  the  next  two 
years  with  the  aid  of  a  young  hired  woman  who  came  and  did  laundry,  housework,  kitchen  chores,  and  tended 
to  my  children  from  7:30  a.m.  until  mid-afternoon  when  my  husband  could  relieve  her. 

It  was  during  this  period  that  my  fingers  turned  totally  inward  toward  my  palms,  and  were  locked  in  a  rigid 
position.  I  developed  countless  skin  ulcers  on  my  arms,  hands  and  legs.  These  ulcers  would  not  heal.  One 
required  a  7-week  hospitalization.  One  particularly  stubborn  ulcer  required  complete  bed  rest  for  several 
months.  A  steel  rod  had  to  be  inserted  into  my  right  wrist  as  a  way  of  counteracting  the  deformity  of  my 
hands.  I  struggled  daily  with  my  physical  limitations  and  was  grateful  for  my  husband's  continued  support 
and  assistance. 

During  this  same  period,  I  was  also  experiencing  difficulty  with  heartburn  and  swallowing.  I  was  still  able  to 
chew  food  well  but  was  ever  watchful  of  those  food  items  that  experience  had  taught  me  would  stick  in  my 
esophagus.  Regardless  of  how  careful  I  was,  however,  sometimes  food  would  stick  and  the  chest  pain  would 
be  unbearable. 

I  always  tried  to  eat  many  hours  before  retiring  at  night  having  learned  the  consequences  of  not  doing  so.  But, 
there  were  exceptions.  I  would  almost  always  pay  the  price,  sitting  up,  Maalox  in  hand,  with  chest  pain 
Sleep  wouldn't  come  until  the  early  morning  hours.  My  husband  would  have  my  breakfast  set  out  on  the  table 
for  me  and  my  pills  would  have  been  crushed  and  ready  to  swallow  with  apple  sauce.  I  was  totally  dependent 
on  my  husband  in  order  to  eat  and  take  my  medications!  I  had  velcro  sewn  on  my  clothes  so  I  could  slowly 
dress  myself  without  assistance. 

In  1987,  a  new  problem  developed.  My  left  hip  was  suddenly  inflamed  and  movement  was  agonizing.  With 
no  advance  warning,  it  was  now  impossible  to  rise  from  a  chair  or  toilet,  or  get  out  of  bed.  I  feared  being  left 
alone.  I  could  not  even  dial  a  phone!  Blessedly,  6  weeks  later,  the  pain  was  gone.  At  this  same  time,  I 
noticed  I  was  having  difficulty  speaking  and  I  was  actually  struggling  to  speak  clearly.  Certain  letters  became 
impossible  to  pronounce.  I  began  compensating  for  my  pronunciation  with  my  own  form  of  speech.  My 
husband  and  children  learned  to  understand  me.  The  phrase,  "My  finger  hurts,"  would  now  be  pronounced, 
"Ny  ging  -  ger  hurts."  I  could  not  pronounce  letters  that  required  me  to  close  my  lips   or  my  mouth.  My 
mouth  and  lips  had  become  hard,  my  top  lip  almost  disappearing.  I  was  unable  to  close  my  mouth! 

In  early  June,  two  weeks  before  an  anticipated  trip,  I  awoke  experiencing  severe  pain  when  swallowing.  Even 
swallowing  saliva  was  an  ordeal.  I  ended  up  in  the  emergency  ward  of  a  hospital.  The  doctor  couldn't  seem  to 
find  anything  wrong!  Yet,  I  couldn't  eat  or  swallow  without  horrendous  pain.  By  September,  I  had  lost  24 
pounds.  I  was  examined  thoroughly  and  every  conceivable  test  was  performed,  but  nothing  would  indicate  the 
cause  of  my  problem.  Finally,  a  dentist  specializing  in  cranial  abnormalities  told  me  my  jaw  joints  had 
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deteriorated.  They  were  being  reabsorbed  by  my  body.  I  bought  a  food  processor  and  ground  everything.  I 
decided  I  would  have  to  EAT  or  DIE.  Today,  my  mouth  is  still  locked  open,  but  my  weight  is  picking  up,  and 
my  throat  has  adapted  to  its  new  position. 

In  the  winter  of  1988, 1  developed  an  ulcer  where  I  never  had  one  before.  A  sore  was  evident  on  top  of  my 
right,  middle  toe.  I  paid  little  attention  to  this  ulcer,  because  it  didn't  hurt.  I  simply  changed  the  bandages. 
By  summer,  my  toe  was  swollen,  painfully  inflamed,  and  infected.  My  doctor  wanted  me  to  go  to  the  hospital, 
but  I  chose  to  try  different  antibiotics  at  home.  In  September,  I  saw  my  doctor  immediately,  and  the  next  day  I 
was  hospitalized.  I  stayed  as  an  in-patient  for  ten  days,  and  miraculously,  the  I.  V.  nurses  were  able  to  get 
three  "hep  locks"  into  my  hard  hand  to  enable  me  to  receive  I.  V.  antibiotics,  which  killed  the  toe  infection. 
Six  months  later,  when  the  scab  came  off,  I  found  slivers  of  calcium  sticking  out  of  the  wound!  It  had  taken  a 
year  and  a  half  for  this  calcium  to  surface  in  my  toe! 

After  dealing  with  the  constant  heartburn  and  reflux  pain,  my  nerves  were  frayed  to  such  an  extent  that  I  could 
not  sleep.  I  consulted  a  gastroenterologist  who  recommended  a  gastroscopy.  The  first  gastroscopy  was  quite 
an  ordeal,  but  my  doctor  coached  me  through  it.  Both  my  doctor  and  his  associate  thought  my  esophagus 
looked  dreadful.  They  even  suspected  cancer,  but  a  biopsy  proved  that  the  damage  was  due  to  scleroderma. 
Since  the  first  gastroscopy,  I  have  had  three  more  biopsies  and  dilations.  Thankfully,  they  have  all  been  easier 
than  the  first. 

In  the  most  recent  years,  I  have  lost  one  of  my  toes  due  to  an  ulcer  that  would  not  heal,  and  several  of  my 
fingertip  bones  have  reabsorbed.  My  daughters,  now  20  and  21,  are  delightful  and  my  husband  is  as  caring 
and  hard-working  as  ever.  We  joke  a  lot  about  living  with  scleroderma,  and  the  balancing  act  we  are  forced  to 
do  each  day  just  to  survive.  We  tried  to  joke  about  the  good  things  I  can  do  with  scleroderma  and  came  to  the 
conclusion  that  I  can  easily  carry  clothes  on  hangers  upstairs  because  the  hangers  fit  right  into  the  contracture 
of  my  fingers.  I  can  also  scoop  out  peanut  butter  quite  well!  In  all,  I  think  it  is  a  sign  of  our  family  strength, 
that  we  are  able  to  joke  about  it  this  way. 

I  go  to  my  support  group  functions,  and  I  see  others  with  scleroderma,  and  I  sometimes  feel  I  am  blessed. 
Although  my  body  appearance  has  been  ravaged  by  the  effects  of  scleroderma,  I  have  been  fortunate  that  I 
have  not  experienced  the  terrible  effects  it  can  have  on  vital  organs.  I  know  that  scleroderma  can  harden  the 
lungs,  the  heart,  the  kidneys,  with  life-threatening  results.  I  know  that  some  patients  develop  severe 
hypertension.  I  have  seen  patients  come  to  meetings  with  their  oxygen  tanks,  in  wheelchairs,  with  fewer 
fingers  left  than  I  have.  Some  can't  make  meetings  because  they  are  on  kidney  dialysis  or  their  heart  is  so 
damaged  they  can  no  longer  get  out  of  bed. 

I  have  also  been  with  a  happy,  healthy  family  who  have  adapted  to  my  disease  and  provided  me  with  help.  I 
know,  too,  that  others  are  not  so  fortunate  in  this  regard. 

When  I  was  first  diagnosed  with  scleroderma,  I  had  never  heard  of  it.  Now,  it  has  taken  over  our  lives.  As  my 
husband  says,  you  were  not  diagnosed  with  scleroderma,  w£  were  diagnosed  with  it.  And  while  scleroderma 
knows  no  discrimination  based  on  gender,  race,  or  geographic  location,  it  does  seem  to  hit  women  three  times 
more  often  than  men,  and  particularly  during  their  child-bearing  years. 

My  support  group  helps.  My  doctors  are  wonderful.  Yet,  this  disease  still  remains  mysterious  and  baffling  to 
many  lay  and  professional  people  alike.  It  is  often  shrouded  in  misconceptions  (a  skin  disease!),  and  very  little 
money  has  been  invested  in  researching  it.  I  don't  understand  why  that  is.  Why  is  a  disease  that  is  so  terrible 
in  its  consequences,  which  can  affect  practically  every  part  of  one's  body,  inside  and  out,  be  so  ignored? 

I  know  that  my  hands  are  permanently  rigid  and  that  even  if  a  cure  were  found  today,  it  could  not  undo  what 
damage  I  have  experienced.  But,  there  are  a  lot  of  young  people  who  are  going  to  hear  someday  that  they  have 
scleroderma.  I  hope,  by  that  time,  the  cause  of  this  disease  will  have  been  found,  and  the  cure  will  have  been 
discovered.  Every  mother  deserves  the  chance  to  hold  and  feed  her  own  baby,  to  love  her  own  husband,  and  to 
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be  able  to  open  her  mouth  if  she  wants  to  laugh,  and  to  able  to  cry  tears  when  she  is  frightened.  None  of  that 
may  be  possible  if  she  has  scleroderma. 

Scleroderma  Federation  Testimony: 

On  December  8,  1994,  a  CNN  report  indicated  that  members  of  the  new  Congress  were  considering  the 
abolishment  of  enacting  commemorative  days/weeks/months  to  eliminate  excessive  goverment  spending. 
Commemoratives  were  being  viewed  as  a  frivolous  waste  of  the  taxpayer's  money.  Three  examples  of 
commemoratives  were  cited  as  less  than  worthy  expenses.  Scleroderma  Awareness  Month  was  one  of  the 
examples  cited  and  was  the  only  disease  mentioned.  The  news  anchor  went  on  to  explain  to  the  general  public 
that  scleroderma  was  simply,  "a  skin  disease." 

For  the  next  several  hours,  the  Scleroderma  Federation  national  toll-free  helpline  was  busy  reassuring  callers 
who  felt  devastated  and  demoralized  to  hear  that  the  disease  affecting  their  internal  organs,  blood  vessels,  bone 
and  connective  tissue  and  causing  such  suffering  could  be  so  summarily  dismissed.  What  the  CNN  report  did 
reveal  was  that  if  a  nationally  respected  news  station's  perception  of  scleroderma  was  ill-informed,  what  could 
we  expect  from  the  general  public! 

Since  its  inception  in  1982,  the  Scleroderma  Federation  has  made  public  awareness  and  education  one  of  its 
missions.  An  affiliation  of  scleroderma  support  groups,  the  Scleroderma  Federation  dedicates  itself  to  the 
welfare  of  scleroderma  patients  and  their  families.  Stimulating  scleroderma  research  is  a  second  mission.  Our 
two  missions  are  co-dependent.  Efforts  to  raise  funds  for  research  can  be  seriously  limited  if  the  general  public 
is  ill-informed  about  the  ravaging  effects  of  scleroderma. 

Today,  while  retaining  its  grass-roots  character,  the  Scleroderma  Federation  has  raised  over  $3,000,000  for 
research  in  the  past  few  years.  A  grant  review  process  patterned  after  guidelines  used  by  the  N.I.H.  has  been 
developed  utilizing  a  National  Medical  Review  Board  of  recognized  scleroderma  experts.  However,  bake 
sales,  raffles  and  yard  sales  can  only  raise  so  much.  Funds  are  still  needed  to  sponsor  research  which  will 
identify  the  cause  and  develop  the  prevention  of  or  cure  for  this  devastating  disease. 

If  we  are  to  succeed  in  these  efforts,  we  must  work  in  partnership.  That  is  why  continued  funding  at  adequate 
levels  for  N.I.A.M.S.  is  so  important  to  us.  Our  research  will  "seed"  a  young,  creative  scientist.  N.I.A.M.S. 
can  take  the  same  scientist,  who  is  now  interested  in  scleroderma  research,  and  help  him/her  flower  with  long- 
range  studies,  clinical  trials,  new  drug  research  and  development,  and  follow  up.  Our  relationship  with 
N.I.A.M.S.  becomes  a  research  marriage  of  eagerness  and  creativity  with  broad-based  experience,  goals,  and 
objectives. 

The  Scleroderma  Federation  is  one  of  40  organizations  who  share  such  a  partnership  and  common  cause  with 
N.I.  A.M.S.  Together,  we  represent  a  majority  of  Americans  who  at  some  point  in  their  lives  are  affected 
physically,  emotionally,  or  economically  by  the  diseases  N.I.A.M.S.  represents.  And,  like  ourselves  on  CNN, 
it  would  be  very  unfortunate  to  summarily  dismiss  the  programs  of  N.I.A.M.S.  as  being  only  "skin  diseases"! 

When  one  thinks  of  the  savings  afforded  taxpayers  and  ultimately  federal  entitlement  programs  because  polio, 
small  pox,  diptheria,  and  influenza  can  be  prevented,  one  should  remember  not  to  put  the  cart  before  the  horse. 
Let  us  fund  research  which  will  find  prevention  and  cure  rather  than  fund  resources  to  treat  the  illness! 

We  urge  you,  on  behalf  of  N.I.A.M.S.,  and  the  organizations  it  represents,  to  approve  funding  at  a  level  which 
will  maintain  its  parity  with  other  divisions  of  the  National  Institutes  of  Health. 
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The  Renal  Physicians  Association  (RPA)  is  a  professional  organization  of  nephrologists  whose 
goals  are:  to  insure  the  optimal  care  under  the  highest  standards  of  medical  practice  of  patients 
with  renal  disease  and  related  disorders;  to  act  as  a  national  representative  for  physicians 
engaged  in  the  study  and  management  of  patients  with  renal  disease  and  related  disorders;  and 
to  serve  as  a  major  resource  for  the  development  of  the  national  health  policy  concerning  renal 
disease.   The  RPA  is  pleased  to  have  this  opportunity  to  provide  the  subcommittee  with 
information  in  support  of  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases 
(NIDDK),  within  the  National  Institutes  of  Health,  and  the  Agency  for  Health  Care  Policy  and 
Research  (AHCPR). 

In  1991,  more  than  230,000  people  were  treated  for  end  stage  renal  disease  (ESRD),  the  vast 
majority  under  the  Medicare  program.   Between  1984  and  1991,  the  number  of  ESRD  patients 
doubled-to  one  patient  per  1 ,387  U.S.  residents--and  the  number  of  ESRD  patients  is  expected  to 
double  again  in  the  next  seven  years,  according  to  an  estimate  from  the  United  States  Renal  Data 
System  (USRDS).  The  incidence  of  ESRD  continues  to  rise  at  a  rate  of  over  8%  each  year.  The 
number  of  new  program  enrollees  exceeds  the  number  of  deaths  by  an  increasing  amount:  from 
+  10,000  in  1982  to  +17,000  in  1991.   The  prevalence  of  ESRD  in  elderly  individuals  has 
increased  at  a  greater  rate  than  in  the  population  as  a  whole:   Currently,  31%  of  all  dialysis 
patients  are  over  the  age  of  65.   Minorities  are  also  more  likely  to  suffer  from  ESRD:   Although 
African-Americans  comprise  less  than  13%  of  the  U.S.  population,  they  account  for  31%  of  the 
ESRD  population.   Minorities  are  four  times  as  likely  as  non-minorities  to  develop  chronic  renal 
failure,  and,  on  average,  they  are  younger  at  the  onset  of  disease  than  are  non-minorities. 

In  1991,  the  total  direct  cost  of  ESRD  was  $8.6  billion.   Of  this  amount,  the  federal  government 
paid  $6.15  billion,  or  72%.   Medicare  payments  for  ESRD  are  growing  approximately  5%  annually 
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in  constant  dollars,  with  virtually  all  of  the  increase  attributed  to  the  increased  patient  population. 
Reimbursement  rates  paid  to  providers  per  dialysis  treatment  have  actually  declined  when 
adjusted  for  inflation.  The  RPA  believes  that  the  greatest  potential  for  reducing  the  high  costs  of 
chronic  renal  disease  will  be  found  by  identifying  basic  mechanisms  responsible  for  the  disease 
and  devising  better,  and  more  cost-effective  strategies  for  treatment. 

National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK): 

NIDDK-supported  investigators  have  made  significant  progress  that  sheds  light  on  the  causes, 
treatment,  and  prevention  of  kidney  disease.  The  institute  is  now  poised  to  address  opportunities 
created  by  these  advances  with  new  initiatives.  Chronic  kidney  failure  can  be  caused  by  a 
number  of  primary  factors.   In  26%  of  the  patients,  the  primary  cause  of  ESRD  is  diabetes. 
Hypertension  is  cited  as  the  primary  cause  in  24%  of  all  cases  and  glomerulonephritis,  an 
immunological  disease,  is  responsible  for  20%  of  the  cases.  Combined,  these  three  diagnoses 
are  responsible  for  7  out  of  1 0  cases  of  ESRD.   However,  different  factors  are  more  prominent  in 
different  populations.   For  example,  African-Americans  have  a  predominance  of  hypertension  as 
their  primary  cause,  while  diabetes  is  the  most  common  cause  of  ESRD  among  Native  Americans. 
Diabetes  predominates  as  a  primary  cause  in  women,  specifically. 

Recent  advances  in  medical  research  have  given  hope  to  all  those  who  suffer  from  chronic  renal 
failure.   Millions  of  Americans  have  benefitted  from  dialysis  or  kidney  transplants.  However,  while 
treatment  can  prolong  life,  ESRD  remains  a  serious  medical  condition,  with  which  numerous 
complications  are  often  associated.   NIDDK-sponsored  research  is  yielding  promising  results  in 
several  key  areas:  For  example,  the  recent  identification  of  a  gene  for  autosomal  dominant 
polycystic  kidney  disease  (PKD)  will  allow  us  to  understand  how  a  genetic  defect  causes  renal 
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damage,  and  may  generate  new  approaches  toward  halting  the  progression  of  the  disease. 
Another  major  finding,  within  the  past  year,  was  the  identification  and  cloning  of  the  gene  for  a 
sodium  channel  in  the  kidney;  and  the  discovery  that  mutations  in  this  channel  are  the  cause  of 
one  form  of  familial  hypertension.   This  discovery  may  provide  researchers  with  insights  into  the 
causes  and  treatment  of  hypertension-related  kidney  disease.  This  is  expected  to  be  of  particular 
importance  with  regard  to  African-Americans,  who  appear  to  be  more  susceptible  to  sodium- 
sensitive  hypertension.   In  addition,  two  major  clinical  trials  recently  have  been  completed:   The 
Modification  of  Diet  in  Renal  Disease  study  (MDRD)  demonstrated  that  when  blood  pressure  is 
maintained  at  a  lower  level  than  is  customarily  targeted  (140/90),  the  decline  in  kidney  function 
was  significantly  retarded  in  those  persons  with  clinically  meaningful  amounts  of  protein  in  their 
urine.  The  other  trial  demonstrated  that  a  specific  type  of  antihypertensive  medication  significantly 
retarded  the  progression  of  renal  disease  in  insulin-dependant  diabetics  with  chronic  renal  failure. 

The  RPA  continues  its  strong  support  of  NIDDK's  study,  Morbidity  and  Mortality  in  Hemodialysis 
Patients.   Peritoneal  dialysis,  the  third  most  common  form  of  treatment  for  ESRD  in  the  U.S.,  is 
used  more  frequently  in  other  countries  around  the  world,  and  it  appears  that  it  may  be 
underutilized  in  this  country.  The  factors  which  contribute  to  this  are  unclear  and  need  to  be 
investigated.   Understanding  morbidity  and  mortality  in  dialysis,  and  determining  the  possible 
benefits  of  optimal  peritoneal  dialysis  therapy  on  patient  survival,  illness,  and  quality  of  life,  should 
be  key  elements  of  NIDDK's  research  agenda. 

RPA  asks  that  Congress  preserve  adequate  funding  for  NIDDK.  We  recommend  providing  the 
institute  with  an  increase  of  as  close  to  ten  percent  as  you  find  possible  within  the  exceptionally 
difficult  budget  constraints  that  exist  this  year.  NIDDK  was  able  to  fund  only  25%  of  research 
project  grant  applications  in  1994,  compared  to  33%  in  1992.   Opportunities  for  new,  unsolicited 
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RO-1  applications  are  even  more  dismal-the  RO-1  success  rate  for  1994  for  NIDDK  was  below 
17%.  Sufficient  funding  for  RO-1  grants  is  crucial  to  the  future  of  kidney  disease  research.  A  10% 
increase  would  assure  continuation  of  a  success  rate  of  25%  for  competing  grant  applications  in 
1996.   In  addition,  RPA  supports  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research 
Funding,  for  an  appropriation  of  $13  billion  in  funding  for  the  NIH,  overall,  in  FY  96. 

Aaencv  For  Health  Care  Policy  and  Research  (AHCPR): 

The  RPA  has  long  been  involved  as  an  advocate  for  socio-economic  research-that  is,  research 
focusing  on  the  organization  and  delivery  of  medical  care.  To  that  end,  RPA  supported  creation  of 
the  Agency.  AHCPR  is  charged  with  developing  clinically-based,  policy-relevant  information  for 
use  in  improving  the  quality,  appropriateness,  and  effectiveness  of  health  care;  improving  access 
to  health  care  services;  and  providing  leadership  in  health  services  research. 

The  Administration's  FY  96  budget  request  provides  a  program  level  of  $194  million  for  AHCPR, 
an  increase  of  $31  million,  or  19%,  over  FY  95.  The  research  funded  by  the  Agency  helps 
promote  improvements  in  clinical  practice  as  well  as  the  organization,  financing,  and  delivery  of 
health  care  services.  As  health  care  systems  and  the  medical  marketplace  evolve,  AHCPR  will 
strive  to  provide  the  tools  necessary  to  measure  patient  outcomes  and  health  services  delivery 
performance.  Under  the  Administration's  proposed  budget  for  the  Agency,  $88  million  is 
requested  for  the  Medical  Treatment  Effectiveness  Program  (MEDTEP),  an  increase  of  $7  million, 
or  9%,  over  FY95.  As  a  part  of  AHCPR's  mission  to  help  consumers  make  more  informed  choices 
about  their  health  care,  MEDTEP  research  is  aimed  at  determining  what  works  in  clinical  practice, 
and  then  to  educating  consumers  and  providers  through  its  clinical  practice  guidelines  program. 
The  RPA  believes  that  research  conducted  through  MEDTEP  will  be  useful  to  providers  in  their 
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on-going  effort  to  improve  the  quality  and  cost-effectiveness  of  care  being  provided  to  the  ESRD 
population. 

AHCPR  also  will  continue  to  support  eleven  MEDTEP  Research  Centers  on  Minority  Populations. 
These  Centers  focus  on  what  clinical  strategies  are  best  for  clinical  conditions  with  the  greatest 
prevalence  among  African-Americans,  Latinos,  Asian  and  Pacific  Islanders,  American  Indians, 
and/or  Alaska  Natives.   High  blood  pressure  and  kidney  disease  are  among  the  conditions  being 
studied  through  this  project.   The  RPA  urges  to  subcommittee  to  provide  funding  for  the  AHCPR 
at  the  level  requested  by  the  Administration,  $194  million  for  FY  96. 

The  RPA  appreciates  the  committee's  consideration  of  our  views  concerning  FY  96  appropriations 
for  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  and  the  Agency 
for  Health  Care  Policy  and  Research  (AHCPR). 
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TESTIMONY  OF  BUNNIE  MERRILL,  ATLANTA,  GA,  SCLERODERMA  SURVIVOR 


On  behalf  of  the  hundreds  of  thousands  of  Americans  afflicted  with  scleroderma,  I  have  prepared  the 
following  testimony  to  help  demonstrate  the  urgent  need  for  Congress  to  bolster  its  financial  support 
to  NIAMS  (National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases)  for  fiscal  year 
1996.  The  United  Scleroderma  Foundation  is  one  of  over  40  associations  concerned  with  addressing 
the  causes,  treatment  and  prevention  of  chronic  -  and  costly  -  connective  tissue  diseases. 

Scleroderma,  also  known  as  systemic  sclerosis,  is  an  autoimmune  disease  that  affects  various  parts 
of  the  body.  The  localized  form  of  the  disease  affects  mainly  the  skin,  but  muscle  and  bone  may  be 
involved  too.  The  more  serious,  often  life-threatening  "diffuse"  form  can  damage  the  skin,  muscles, 
joints,  gastrointestinal  tract,  lungs,  heart  and  kidneys.  It  is  painful  and  often  disfiguring  and  crippling. 

Scleroderma  is  more  prevalent  than  muscular  dystrophy,  multiple  sclerosis  and  a  host  of  other 
diseases  -  although  relatively  few  people  have  heard  of  it.  Its  symptoms  may  mimic  other  disorders, 
and  it  is  often  misdiagnosed.  Patients  often  keep  their  disease  a  secret  because  they  fear  others' 
reactions  and  the  loss  of  their  jobs,  friendships,  etc.  The  subject  of  scleroderma  is  seldom  found  in 
books  written  for  laypeople.  However,  some  published  accounts  note  that  scleroderma  patients  in 
the  mid- 1700s  were  diagnosed  as  lepers  and  sent  to  isolated  colonies.  In  other  articles,  it  is  called 
"the  disease  that  turns  people  to  stone."  No  wonder  those  afflicted  with  scleroderma  keep  their  plight 
a  secret  —  breeding  greater  ignorance  and  more  fear! 

Eighty  percent  of  scleroderma  sufferers  are  women,  but  men  and  children  also  are  victims  of  its 
horrors.  No  one  knows  what  causes  the  disease,  although  some  researchers  are  beginning  to  unlock 
some  clues.  With  greater  funding  to  continue  their  promising  work,  perhaps  they'll  find  the  answers 
and  a  cure. 

I  am  one  of  those  women  who  became  stricken  with  this  devastating  disease  in  the  prime  of  life  (I  was 
45).  And  like  most  other  people  who  receive  this  diagnosis,  usually  after  many  months  or  years  of 
being  misdiagnosed,  I  had  never  heard  of  "scleroderma". 

When  my  "scleroderma  story"  began  less  than  two  years  ago,  I  was  an  active,  independent,  energetic, 
apparently  healthy  wife  and  mother  of  three  -  as  well  as  a  full-time  sales  executive.  My  family  had 
moved  from  New  York  to  Atlanta  to  pursue  a  better  job  opportunity. 

It  took  almost  a  year  for  me  to  be  correctly  diagnosed  —  as  is  usually  the  case  with  scleroderma. 
(Studies  show  that  the  average  patient  spends  $50,000  before  being  correctly  diagnosed  with  an 
autoimmune  disease.)  During  that  time,  I  was  told  by  a  physician  that  my  symptoms  —  extreme 
fatigue,  hard  fingertips,  swollen  legs  and  hands  ~  were  due  to  "my  time  of  life".  Another  suggested 
I  seek  psychiatric  help.  Expensive,  often  painful  diagnostic  tests  on  my  brain,  lungs,  muscles,  kidneys, 
etc.  were  inconclusive.  I  was  hospitalized  because  of  pericarditis  and  an  allergic  reaction  to 
prescribed  steroids  (physicians  were  still  baffled)  and  sent  home  with  round-the-clock  nursing  care. 
Finally,  after  being  "bounced"  from  doctor  to  doctor,  a  dermatologist  made  the  proper  —  albeit 
terrifying  —  diagnosis:  scleroderma. 
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Bunnie  Merrill  Testimony  (scleroderma) 

In  a  short  time,  the  disease  has  taken  a  severe  toll.  Today,  I'm  a  "shadow"  of  my  former  self. 
Scleroderma  has  wrought  havoc  throughout  my  body.  My  hands  are  severely  disfigured  and  crippled. 
I  have  become  dependent  on  my  husband  and  children  who  are  now  my  caregivers  —  helping  me 
bathe,  eat,  dress,  shave  my  legs  and  perform  simple  tasks.  I  cannot  turn  a  doorknob,  lock  or  unlock 
a  door,  grasp  small  objects  (coins,  pills),  open  cans  or  type  at  a  computer  keyboard.  On  some  days, 
because  of  a  shrunken  hamstring  due  to  the  disease,  I  must  use  a  cane  or  wheelchair,  or  have  my 
husband  carry  me  from  place  to  place  within  my  home.  My  weight  has  plummeted  30  pounds  in  a 
very  short  time.  My  hair  is  falling  out  in  clumps.  Friends  barely  recognize  me;  some  of  them  shun 
me  out  of  fear  and  ignorance. 

Although  battling  with  a  host  of  symptoms  as  my  disease  progressed,  I  remained  determined  to  retain 
my  job,  willing  to  make  any  necessary  adaptations  to  meet  my  employer's  requirements.  My 
employer  knew  about  my  physical  limitations,  so  to  assuage  his  doubts,  I  became  more  determined 
to  meet,  and  surpass,  my  performance  requirements  (and  did).  I  endured  jibes  about  my  difficult  and 
deliberate  movements,  my  "chicken  scratch"  handwriting  and  my  "beanpole"  figure,  but  I  took  it  all 
in  stride.  I  had  to.  My  employment  was  a  source  of  pride.  It  gave  me  some  sense  of  control  and 
independence  at  a  time  when  scleroderma  continued  to  ravage  my  body  and  terrorize  me  and  my 
family  with  its  unpredictable,  sinister  outcome. 

Despite  my  best  efforts,  I  was  fired  from  my  job  in  September  1994  (my  employer  tried  to  circumvent 
the  charge  of  discrimination  by  changing  my  job  description  to  one  that  required  physical  tasks  he 
knew  I  was  unable  to  accomplish).  The  case  is  currently  in  litigation. 

With  unemployment,  my  last  vestige  of  independence  has  been  taken  away.  The  bank  has  started 
action  to  foreclose  on  my  home.  I  have  sold  my  engagement  ring,  clothing,  and  other  precious 
possessions  to  pay  the  mortgage  and  forestall  the  loss  of  my  home. 

Although  my  near  future  appears  bleak,  I  know  I  must  persevere.  My  prognosis  is  as  unpredictable 
as  my  disease.  I  can  live  one  more  year  or  20  more  years.  In  the  meantime,  I  have  no  choice  but  to 
live  with  scleroderma. 

Hope  is  what  drives  me  now hope  that  I  can  play  a  role  in  raising  scleroderma  awareness hope 

that  the  public,  medical  community,  prospective  donors  and  the  government  will  pay  attention  -  and 
the  necessary  dollars  ~  to  finding  a  cure  for  this  cruel  disease. 

With  the  help  of  the  United  Scleroderma  Foundation,  I  have  launched  a  support  group  in  my  area  of 
Atlanta.  Now  others  with  scleroderma  will  feel  less  isolated  and  frustrated,  and  more  emotionally 
comforted  in  sharing  their  ordeal  with  others  afflicted  with  scleroderma.  Few  of  us  share  the  exact 

symptoms  -  we  all  share  hope  that  we  may  get  the  recognition  we  deserve the  recognition  that 

is  essential  to  inducing  promising  medical  researchers  to  seek  a  cure. 

We  recognize  that  there  are  many  serious  health  issues  that  require  attention  and  funding.  We  don't 
have  a  "Jerry  Lewis",  "Elizabeth  Taylor"  or  another  prominent  icon  stumping  for  scleroderma 
research.   Indeed  we  have  a  public  relations  problem  —  we  must  make  more  people  aware  of  the 
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prevalence  and  gravity  of  scleroderma  —  and  this  impedes  our  ability  to  raise  adequate  money  on  our 
own.  We  beseech  you  to  maintain  and  augment  the  research  funding  for  diseases  under  the  NIAMS 
"umbrella"  -  at  least  so  it  is  equitable  to  funding  for  other  diseases  afflicting  a  similar  portion  of  the 
population. 

Your  generous  appropriation  to  NIAMS  would  give  this  coalition  of  voluntary  and  professional 
associations  the  ability  to  provide  promising  research  grants,  train  additional  researchers  and  provide 
career  development  for  future  investigators,  fund  research  centers,  support  urgently  needed  clinical 
trials,  and  increase  the  intromural  research  program  in  connective  tissue  and  bone  biology.  Without 
this  funding,  bright  researchers  will  be  unable  to  pursue  their  vital  work  in  immunology  and  blood 
vessel  pathology,  and  laboratories  will  be  forced  to  close.  There  will  be  severe  breakdowns  -  and 
no  breakthroughs. 

We,  too,  will  continue  to  do  our  part.  The  United  Scleroderma  Foundation  and  the  Scleroderma 
Federation  will  continue  to  raise  the  money  to  award  research  grants  and  fellowships  Our  Medical 
Advisory  Board  of  top  scientific  experts  distributed  $478,000  in  joint  funded  research  monies  during 
the  past  year.  We  are  proud  of  the  research  ventures  we  are  funding;  but  as  you  well  know,  costs  are 
immense.  NIH  funding  is,  for  sure,  "critical  care." 

Please  do  not  make  the  mistake  of  assuming  that  scleroderma  is  a  "mere  skin  disease"  with  minor 
cosmetic  effects.  I  hope  this  testimony  has  illustrated  how  grave  and  disabling  this  disease  often  is. 

Funding  for  NIAMS  will  have  a  wide-ranging  impact.  Medical  advances  in  one  autoimmune  disease 
will  help  other  autoimmune  diseases.  Families  that  break  apart  because  of  the  emotional  strain  of 
chronic  disease  like  scleroderma  would  be  more  likely  to  remain  intact.  Sick  people  on  welfare  and 
disability,  like  myself,  would  no  longer  drain  the  nation's  economy,  but  would  again  become 
productive  citizens. 

Thank  you  so  much  for  your  consideration  of  this  vital  issue. 
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Testimony  in  Behalf  of  Budget  Request,  U.S.  Institute  of  Peace,  FY  96 

At  the  outset  I  wish  to  express  my  appreciation  for  the  opportunity  to  present  my 
views  in  support  of  the  budget  request  for  fiscal  1996  of  the  United  States  Institute  of 
Peace  (USIP).   These  views  are  expressed  as  those  of  an  interested  citizen  but  one  also 
apprehensive  concerning  the  scourge  of  war. 

While  my  background  is  in  economics,  a  careful,  comprehensive,  well  thought-out 
approach  to  peace  should  draw  on  a  number  of  academic  disciplines.   Furthermore,  the 
view  of  Confucius  was  "There  will  be  no  peace  until  the  individual  wants  it,  seeks  it,  and 
works  for  it."  I  supported  the  National  Peace  Academy  Campaign  in  its  successful  efforts 
to  secure  passage  of  the  law  creating  the  USIP,  attended  the  initial  meeting  of  the  Board 
of  Directors  of  the  new  organization  in  February  1986,  and  have  followed  the  progress  of 
the  Institute  since  that  time. 

As  a  point  of  departure  for  more  specific  treatment  of  a  budget  request  let  us 
consider  the  topic  "Obscure  Peace  Institute  Is  A  Perfect  Example  of  Targets  for  GOP's 
Budget-Cutting  Efforts"  (Rubert  S.  Greenberger,  Wall  Street  Journal,  March  17,  1995,  Page 
A12,  copy  enclosed)  To  be  sure  the  United  States  Institute  of  Peace  (USIP)  is  not  well 
known.   War  is  dramatic,  unfortunately  peace  is  not.  To  some  extent  this  obscurity  of  the 
Institute  is  attributable  to  what  the  press  considers  what  is  and  what  is  not  newsworthy. 
Also,  with  a  current  budget  of  only  $11.5  million  there  is  some  tendency  to  consider  the 
Institute  as  just  another  insignificant  agency  of  the  federal  government.   Put  in 
perspective,  the  picture  is  quite  different. 

The  statute  creating  the  USIP  reads  as  follows: 

It  is  the  purpose  of  this  title  to  establish  an  independent,  non- 
profit, national  institute  to  serve  the  people  and  the 
Government  through  the  widest  possible  range  of  education 
and  training,  basic  and  applied  research  opportunities,  and 
peace  information  services  as  the  means  to  promote 
international  peace  and  the  resolution  of  conflicts  among  the 
nations  and  peoples  of  the  world  without  recourse  to  violence. 

To  expect  an  effective  meeting  of  this  charge  on  an  annual  budget  of  $11.5  million  is 
unrealistic. 

The  Wall  Street  Journal  article  goes  on  to  say  the  idea  for  the  institute  grew  out  of 
the  1970's  Vietnam  peace  movement  and  the  legislation  was  "jammed  through  Congress 
by  attaching  it  to  President  Reagan's  defense  bill." 

Actually,  the  idea  for  some  kind  of  peace  office  at  the  national  level  was  broached 
in  1793.   At  that  time  the  idea  was,  we  have  a  War  Department,  why  not  a  Peace 
Department?  All  through  the  1800's  various  legislators  and  publicists  echoed  this  idea  of 
a  national  peace  office.   During  the  current  century  such  proposals  again  have  been  made. 
Between  1935  and  1976  more  than  140  bills  were  introduced  in  Congress  to  create  a 


1748 


Peace  Department,  a  Peace  Division  in  the  Department  of  State,  a  Peace  Committee  in 
Congress,  or  some  other  variation  on  this  theme. 

In  1979  Congress  created  the  U.S.  Commission  on  Proposals  to  Establish  a 
National  Academy  on  Peace  and  Conflict  Resolution.  This  Commission  held  hearings 
from  Hawaii  to  Boston,  interview  hundreds  of  people,  took  thousands  of  pages  of 
testimony,  visited  every  one  of  the  military  academies  and  by  a  vote  of  8  -  1  recommended 
that  a  bill  be  introduced  into  Congress  "to  establish  an  educational  institution  in  the 
United  States  to  promote  understanding  of  the  process  and  state  of  peace  and  to  consider 
the  dimensions  of  peaceful  resolution  of  differences."  Crucial  to  the  Commission's 
recommendations  was  the  following:   "The  Commission  finds  that  peace  is  a  legitimate 
field  of  learning  that  encompasses  rigorous,  interdisciplinary  research,  education,  and 
training  directed  toward  peacemaking  expertise." 

A  bill  to  create  a  National  Peace  Academy  was  lost  in  the  Congressional  pre- 
adjournment  rush  of  1983.   In  1984  there  was  an  agreement  between  the  House  and 
Senate  that  the  Senate  would  take  up  the  bill  first.   Despite  57  signed  co-sponsors  of  this 
bill  in  the  Senate  (there  were  177  co-sponsors  in  the  House)  the  Senate  Majority  Leader 
would  not  bring  this  bill  to  the  floor.   So,  as  a  last  resort  it  was  attached  as  an  amendment 
to  the  Defense  Authorization  Bill  and  the  measure  was  passed. 

The  United  States  Peace  Institute  as  a  unique,  first-of-its-kind  agency  may  be  said 
to  have  passed  through  its  formative  years.   It  has  been  very  modest,  too  much  so  in  my 
opinion,  in  its  budget  requests.   Yet  these  modest  amounts  have  not  been  easily 
forthcoming,  its  $11.5  million  current  budget  represents  a  cut  from  its  request  for 
$12,307,000.   In  perspective  its  budget,  put  in  the  vernacular,  is  "peanuts"  compared  for 
example,  to  the  1994  cost  of  $126  million  for  one  F-22  Air  Force  Fighter.   If  the  USIP 
could  make  a  contribution  that  would  enable  the  United  States  to  avert  even  one  small 
war,  would  not  the  amount  saved  be  easily  in  the  billions  of  dollars,  aside  from  the  loss  of 
human  lives,  disruption  of  human  lives  and  great  suffering  or  in  stark  terms,  the 
heUishness  of  war? 

A  much  larger  appropriation  would  help  the  USIP  escape  from  the  "obscure" 
category.   This  agency  is  in  a  position  to  expand  rapidly  already  existing  programs  as  well 
as  to  develop  new  ones.   So  it  seems  to  me  that  despite  a  climate  for  budget  cuts  the 
USIP  should  be  given  a  token  increase  of  $1,000,000  over  and  above  the  $11.5  million 
requested  for  FY  96.  This  would  be  only  a  small  step  in  what  should  be  much  more 
substantial  increases  in  the  near  future.   In  this  way  the  USIP  would  be  given  greater 
recognition  for  what  it  has  done  and  spurred  to  more  intensive  efforts.   And  yet  the  dollar 
amounts  when  put  in  perspective  would  still  be  quite  small.   Can  we  do  less  than  increase 
our  efforts  to  achieve  peace  without  recourse  to  our  primitive  instincts  of  violence? 

The  WSJ  article  acknowledges  positive  contributions  by  the  USIP.   One  was  the 
Institute  simulation  of  Israeli-Syrian  talks  that  "proved  useful  in  highlighting  some  of  the 
key  issues  down  the  road  in  actual  negotiations"  according  to  Aaron  Miller,  a  State 
Department  official  who  helps  coordinate  Arab-Israeli  issues. 
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Aside  from  and  prior  to  any  contribution  mentioned  in  the  Journal  article  the  USIP 
conducted  a  public  conference  on  "Conflict  Resolution  in  Third  World  Countries"  in 
October  1990.   This  came  subsequent  to  the  Iraqi  invasion  of  Kuwait  on  August  2  of  that 
year  and  prior  to  the  beginning  of  the  Middle  East  war  in  mid- January  1991.   The  Iraq- 
Kuwait  confrontation  was  the  matter  considered  at  this  conference.   A  report  with  policy 
recommendations  was  issued  and  distributed  in  November  well  ahead  of  the  beginning  of 
hostilities  in  mid-January. 

Illustrative  of  other  projects  of  the  USIP  are  an  international  conference  on  "The 
Emerging  National  Security  Doctrines  of  a  New  Russia"  in  March  1993;  in  cooperation 
with  the  House  Foreign  Affairs  Committee  a  public  symposium  in  October  1994  dealing 
with  the  internal  conflict  in  Sudan  which  has  continued  for  more  than  three  decades;  and 
in  support  of  the  United  Nations  Commission  for  Africa  an  unusual  symposium  entitled 
"From  Conflict  to  Concord:   Regional  Cooperation  in  the  Horn  of  Africa"  held  in  Adis 
Ababa,  Ethiopia  in  July  1993.   Meetings  such  as  these  bring  together  both  scholars  in 
relevant  disciplines  or  geographical  areas  and  practitioners  with  past  experience  or 
currently  involved  in  dealing  with  these  problems  in  human  relations. 

The  USIP  from  its  inception  has  promoted  an  annual  nationwide  essay  contest  for 
high  school  students  on  peace-related  topics.   For  the  current  contest,  7,000-8,000  essays 
have  been  written  and  49  states  are  participating.   Related  to  this  are  summer  conferences 
and  workshops  for  high  school  teachers  and  administrators,  junior  and  community  college 
faculty,  and  others  in  international  education.   Such  conferences  provide  discussion  and 
instruction  in  two  aspects: 

1.  Issues  pertinent  to  current  international  (and  other)  conflicts  such  as  ethnic, 
religious  and  territorial  conflict;  and  democratization  and  human  rights. 

2.  Different  approaches  to  teaching  with  strategies  for:   teaching  about  controversial 
issues;  and  teaching  concepts  as  examples. 

Teachers  have  been  enthusiastic  about  these  programs.   Objectives  here,  as  with  the  essay 
contest,  are  long-run.   The  hope  is  that  the  younger  generation  will  be  better  prepared, 
hence  better  able  to  cope  with  the  world's  conflicts  than  its  predecessors. 

So  much  for  the  Wall  Street  Journal  article,  let  us  now  consider  other  aspects 
relating  to  the  preservation  of  peace.   It  has  been  said  that  violence  is  the  result  of  hatred 
plus  stupidity.   Without  accepting  this  idea  as  an  explanation  for  all  violence,  it  seems  to 
me  it  has  a  great  deal  of  relevance.  Is  it  an  over-statement  to  say  that  a  resort  to  violence 
in  human  relations  does  not  result  from  the  use  of  human  intelligence  at  its  highest  level? 
How  long  have  we  been  using  violence  in  trying  to  "settle"  some  international  conflicts  for 
example?  We  may  say  how  long  have  we  been  forced  into  violence  by  our  enemies 
against  our  wishes?  To  me  this  is  a  deceptively  easy  answer  entirely  too  self-serving  to  let 
us  off  the  hook.   But  there  is  a  real  challenge  to  some  of  the  best  minds  in  our  world  if 
we  are  to  find  other  ways  out  of  such  dilemmas.  There  will  always  be  the  Adolph  Hitlers 
and  the  Saddam  Husseins  we  fear.  Such  individuals  don't  simply  rise  to  power  overnight 
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The  contributions  of  the  physical  sciences  and  technologies  derived  therefrom  have 
been  in  large  measure  of  incalculable  benefit  to  humanity.   And  somewhere  within  this 
context  the  medical  sciences  should  be  included.   However,  in  my  opinion  we  have 
become  overly  enchanted  with  technology  and  may  be  expecting  things  from  it  that  are 
beyond  its  inherent  nature  and  capability. 

Rapidly  changing  technology  today  in  the  fields  of  transportation  and 
communication  is  drawing  us  closer  together.   Also,  international  economic 
interdependence  is  increasing.   These  can  be  beneficial  if  at  the  same  time  we  can  further 
develop  our  capacities  to  live  together  for  mutual  benefit -to  have  unity  in  diversity.   But 
such  capabilities  require  knowledge  and  wisdom  outside  the  areas  of  the  physical  sciences. 

For  some  and  perhaps  many,  although  it  is  hoped  a  lesser  number  than  at  one 
time,  the  idea  of  working  directly  toward  peace  in  international  relations  makes  them 
uncomfortable.   Of  course  everyone  is  for  peace!    But  doesn't  the  idea  of  direct 
peacemaking  mean  a  "fuzzy  mindedness"  or  "naive  idealism?"   Wouldn't  efforts  by  a 
nation  to  work  directly  toward  peace  be  a  sign  of  "national  weakness"  and  might  an 
individual  citizen  working  toward  this  end  be  "disloyal"  to  his  country? 

The  Commission  on  Proposals  for  a  National  Academy  on  Peace  and  Conflict 
Resolution  stated,  "The  Commission  uses  "peace'  forthrightly  in  its  discussion...the 
Commission  rejects  emphatically  any  insinuation  that  peace -any  more  than  love,  church, 
justice,  family  or  flag -is  soft  or  naive.  The  Commission  believes  that  timorous  attitudes 
toward  peace  do  not  advance  the  national  interest  or  reflect  the  American  Character. 
Peace  is  neither  Utopian  nor  a  sign  of  weakness  or  cowardice.   Peace  is  not  simply  to  be 
measured  by  an  absence  of  tension  or  a  quietude  of  complaint.   Peace  is  not  only  a 
desired  state;  it  is  a  process  that  is  vigorous." 

Psychiatrist  Vamik  D.  Volkan  in  his  "The  Need  to  Have  Enemies  and  Allies"  sees 
the  need  for  enemies  as  the  embodiment  of  what  we  are  not  and  do  not  wish  to  become. 
They  are  standards  by  which  we  can  measure  our  own  "higher  level"  goals.   It  has  been 
speculated  that  were  our  planet  to  be  invaded  from  Mars  (for  example)  we  on  earth 
would  quickly  put  aside  our  differences  to  engage  in  a  common  defense.   That  is,  we 
would  have  acquired  a  common  enemy  and  would  be  reacting  accordingly.   But  isn't  it 
possible  that  we  on  earth  already  have  common  enemies?  After  all,  national  boundaries 
are  often  very  artificial  limits.   What  about  common  problems  of  the  environment, 
greenhouse  effect,  poverty,  and  hunger?   Can  these  be  said  to  constitute  common 
enemies?   And  wouldn't  common  efforts  to  ameliorate  these  conditions  do  much  to  make 
us  allies?   Without  succumbing  to  self  conceit  can  we  say  that  as  human  beings  we  have 
plumbed  the  depths  of  our  combined  and  coordinated  potentials?   Perhaps  it  is  possible 
that  our  highest  levels  of  self  realization  and  fulfillment  may  lie  in  greater  self-immersion 
in  that  which  encourages  unity  in  diversity. 

A  common  approach  to  the  matter  of  peace  among  nations  includes  the,  shall  we 
say,  "We"  and  "They"  syndrome  and  this  makes  our  efforts  decidedly  limited.   In  the 
terminology  of  the  book  of  a  few  years  ago,  "I'm  OK,  You're  OK"  it  is  so  easy  to  say  that 
"we"  are  OK  and  even  easier  to  say  "they"  are  not  OK  as  applied  to  nations.   Just  what 
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country  are  we  starting  with  as  being  OK  when  the  other  is  not?  At  a  particular  time  this 
can  be  virtually  any  country,  can  it  not?  And  of  course,  if  they  are  not  OK  we  can  do 
little  about  it  except  to  arm  for  our  defense. 

Actually,  at  any  one  time  can  it  be  said  that  all  (on  an  individual  basis)  in  a 
particular  country  are  OK  even  if  a  predominance  may  be.   And  can  it  be  said  that  all  in 
the  "other"  country  are  not  OK  even  if  most  are  not?   So  there  is  a  possibility  of 
broadening  the  concept  of  whom  "we"  includes.   Then  this  can  be  a  nucleus  with  whom 
we  can  work.   In  this  shrinking  planet  communication  between  the  "we's"  is  becoming 
more  practicable.   The  work  of  Non  Governmental  Organizations  (NGO's)  is  becoming 
more  significant   The  co-founders  of  the  International  Physicians  for  the  Prevention  of 
Nuclear  War  were  awarded  the  Nobel  Peace  Prize  in  1985.   With  members  in  more  than 
70  countries  its  co-founders  were  an  American  physician  and  a  Soviet  physician.   Second 
track  or  unofficial  diplomacy  which  is  becoming  more  widespread  is  a  quiet  way  of 
clearing  up  misunderstanding  and  building  bridges. 

Looking  hard  for  alternatives  to  violence  in  human  relations  at  any  level  is 
intellectually  stimulating.   And  all  the  more  so  because  it  involves  a  comprehensive  effort 
to  achieve  positive  and  lasting  results.   In  conflict  resolution  terms,  this  is  a  striving  for 
"win-win"  solutions.   The  extent  of  our  funding  for  the  USIP  raises  questions  as  to  how 
seriously  we  take  the  efforts  to  achieve  peace.  There  seems  to  be  a  very  limited  value 
placed  on  what  some  of  the  best  minds  in  our  country,  and  others,  might  accomplish. 
Isn't  there  a  contradiction  in  directing  some  of  our  most  talented  toward  the  creation  of 
ever  more  "efficient"  weapons  of  violence?   Can  we  do  less  than  give  our  best  efforts  to 
achieve  more  effective  ways  to  resolve  our  conflicts  peacefully?   Put  another  way,  the 
relative  amounts  appropriated  for  the  USIP  as  compared  to  those  for  instruments  of 
violence  tell  a  story.   Is  this  a  story  with  which  we  can  or  should  be  comfortable?  To  be 
sure,  programs  of  research,  education,  training,  and  dissemination  of  information  pertinent 
to  peace-making  can  be  done  at  much  less  cost  than  developing  some  of  our  most 
sophisticated  weapons  of  violence,  but  can  we  expect  sheer  miracles? 

In  conclusion,  isn't  there  an  element  of  escapism,  if  not  irresponsibility,  in  the 
"always  has  been  and  always  will  be"  generalization?   Would  we  not  be  in  default  in  the 
application  of  our  collective  mental  capacities  if  we  take  this  view.   But  to  avoid  this  will 
require  much  more  widespread  and  intensive  efforts  on  our  part  than  we  have  made  in 
the  past.   It  would  be  shortsighted  to  look  at  the  dangers  and  difficulties  in  human 
relations  today  without  also  recognizing  the  opportunities  for  good.  The  United  States 
Institute  of  Peace,  in  one  of  its  publications,  has  made  this  stimulating  comment,  "We  are 
not  looking  for  a  revolution  in  human  nature,  we  are  looking  for  an  evolution  in  human 
institutions." 

Howard  K  Ammerman,  Ph.D.  (Economics) 
March  23,  1995 


1752 


POLITICS  &  POLICY 


Obscure  Peace  Institute  Is  a  Perfect  Example 
Of  Targets  for  GOP's  Budget-Cutting  Efforts 
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By  Robert  S.  Greenberger 

Staff  Reporter  of  The  Wall  Street  Journal 

WASHINGTON  -  The  U.S.  Institute  of 
Peace's  gala  10th  anniversary  dinner  was 
a  study  in  poor  timing. 

The  tiny,  taxpayer-supported  group  la- 
bors in  relative  obscurity,  holding  sessions 
on  such  topics  as  in- 
ternational conflict 
resolution  and 
"managing  chaos." 
So  to  put  itself  on 
the  Washington 
map.  it  hosted  its 
dinner  for  hundreds 
of  people,  including 
diplomats  and  cor- 
porate chiefs,  last 
Dec.  1,  just  weeks 
after  the  Republi- 
can takeover  of  Con- 
gress. It  brought  in 
Henry  Kissinger  to  — 
deliver  the  keynote  address,  and,  to  ensure 
a  high  profile,  paid  S41.000  to  an  event- 
planning  firm  headed  by  the  wives  and  a 
sister  of  three  prominent  members  of 
Congress. 

"We  could  stay  down  in  the  weeds  and 
nobody  would  know  who  we  are,"  says 
Richard  Solomon,  the  former  U.S.  diplo- 
mat who  is  president  of  the  institute. 

It  might  have  been  safer  in  the  weeds. 
This  week  the  new  GOP-led  Congress  has 
started  turning  in  earnest  to  the  job  of 
cutting  specific  programs  to  bring  the 
federal  budget  into  balance.  This  week's 
action  only  marks  the  beginning  of  a  long 
budget-cutting  march  during  which  all 
sorts  of  programs  and  spending  items, 
many  little-known  beyond  Washington, 
will  become  suddenly  vulnerable. 

The  U.S.  Institute  of  Peace-an  institu- 
|  tion  conceived  by  the  old  Vietnam  peace 
I  lobby  yet  born  on  the  back  of  the  big 
] Reagan  defense  budgets  -  is  a  classic  ex- 
ample of  one  such  program.  Already  the 
institute  is  on  a  number  of  hit  lists.  Rep. 
Gerald  Solomon,- a  New  York  Republican 
who  heads  a  balanced-budget  task  force, 
vows  that  the  agency  will  be  eliminated. 
A  Symbol  for  Conservatives 

"When  you're  talking  about  means- 
testing  things  like  Medicare  and  cutting 
back  school  lunch  programs,  the  unneces- 
sary programs  have  to  go  entirely."  he 
says.  The  U.S.  Institute  "will  be  on  the 
block.  I  will  assure  you  of  that." 

With  its  $11  million  budget,  the  U.S. 


Institute  of  Peace  is  a  tiny  pebble  in  the 
vast  ocean  of  federal  spending.  But  it  is  a 
convenient  symbol  for  conservatives  who 
want  to  show  they  can  eliminate  entire 
agencies,  not  just  cut  programs.  The  story 
of  the  institute  illustrates  how,  in  the 
current  budget-cutting  environment,  it's 
become  increasingly  necessary  -  yet  also 
increasingly  difficult  -  for  many  agencies 
whose  lives  once  were  routinely  renewed 
by  congressional  patrons  to  justify  their 
existences. 

The  idea  for  the  institute  grew  out  of  the 
1970s  Vietnam  peace  movement,  whose 
partisans  wanted  a  national  academy  that 
would  teach  peace,  just  as  the  military 
academies  taught  war.  In  1984.  the  insti- 
tute was  created  as  a  parting  gift  to  one  of 
its  strongest  congressional  supporters,  re- 
tiring Democratic  Sen.  Jennings  Randolph 
of  West  Virginia.  Lawmakers  flammed 
through  legislation  by  attaching  it  to  Presi- 

Siefli  Reagan's  defense  bill,  which  included 
his  "star  wars"  missile-defense  program. 
The  problem  isn't  that  the  U.S.  Institute 
hasn't  done  high-quality  work  since  then. 
The  paramount  issue  today  is  whether 
U.S.  taxpayers  should  be  footing  the  bill. 
Abo'uTlS  monfltragn  tne  institute  did  a 
simulation  of  Israeli-Syrian  talks  that 
"proved  useful  in  highlighting  some  of  the 
key  issues  down  the  road  in  the  actual 
negotiations,"  says  Aaron  Miller,  a  State 
Department  official  who  helps  coordinate 
Arab-Israeli  issues. 

Mr.  Solomon,  a  former  Bush  adminis 
tration  State  Department  official  and  am- 
bassador to  the  Philippines  (and  no  rela- 
tion to  the  congressman  who  shares  his 
last  name),  has  moved  the  institute  away 
from  the  languid  pace  and  academic  envi- 
ronment of  its  past,  when  it  focused  on 

i  holding  peace  seminars  and  sponsoring 
high-school  essay  contests.  It  now  seeks  to 

j  play  a  role  in  the  policy  arena.  Last 
year,  for  instance,  the  institute  published  a 
timely  paper  on  the  North  Korean  nuclear 
crisis  that  implicitly  criticized  the  Clinton 
administration's  lack  of  policy  coordina- 
tion. A  New  York  Times  editorial  praised 
the  report  and  recommended  it  to  the 
White  House. 
A  Post-Cold  War  Role 

Mr.  Solomon  says  that  is  the  sort  of  role 
the  institute  is  ideally  suited  to  play. 
Post-Cold  War  defense  cuts  and  dwindling 
foreign  aid,  he  says,  make  it  more  impor- 
tant than  ever  to  have  an  agency  that 
develops   policy    alternatives   and   does 
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analysis  that  government  has  neither  the/ 
time  nor  resources  to  do.  Mr.  Solomori 
sees  the  institute  as  a  bridge  betweed 
government  and  private  foreign-policy 
think  tanks,  whose  work,  he  contends, 
often  is  influenced  by  the  views  of  major 
financial  contributors. 

But  the  institute,  which  has  trouble' 
deciding  which  of  those  two  worlds  it's  part 
of,  often  operates  as  if  it  were  beyond 
congressional  scrutiny.  And  that  is  likely/ 
to  cause  problems  as  it  goes  under  the 
microscope  on  Capitol  Hill  this  year. 

For  instance,  the  institute  hired  the 
firm  of  Hayes.  Domenici  &  Nunn  to  plan 
last  December's  dinner.  Leslie  Hayes  and 
Colleen  Nunn  are  the  wives  of  two  Demo- 
cratic lawmakers:  Rep.  James  Hayes  of 
Louisiana  and  Sen.  Sam  Nunn  of  Georgia. 
Rose  Ann  Domenici  is  the  sister  of  a 
prominent  GOP  senator,  Pete  Domenici  of 
New  Mexico. 
How  the  Firm  Was  Paid 

Mr.  Solomon  says  the  firm's  S41.000  fee 
was  paid  from  sales  of  tickets  to  the  event. 
not  taxpayers'  funds.  Therefore,  he  sees  no 
potential  conflict,  even  though  Congress 
pays  virtually  all  of  the  institute's  budget. 
"The  individuals  cleared  it  with  their 
Ifamiliesl,  and  they  said  there  was  no 
problem,"  he  says. 

Similarly,  despite  Mr.  Solomon's  con- 
cerns about  money  influencing  think 
tanks'  work,  Ban  Chang  International 
(USA)  Inc..  a  Taiwanese  concern,  and  the 
Korean  Chamber  of  Commerce  and  Indus- 
try in  USA  Inc.,  each  bought  S5.000  tables 
at  the  dinner. 

The  institute  also  has  paid  a  relatively 
large  sum  for  management  consulting  to 
Steven  Pieczenik,  a  psychiatrist  and  inter- 
national-affairs consultant  who  once 
worked  for  Mr.  Solomon  at  the  State  De- 
partment. Mr.  Pieczenik  received  S151.100 
over  a  fourteen-month  period  for  advising 
on  a  reorganization  plan.  He  was  also  paid 
S17.093  to  advise  the  institute  on  its  North 
Korea  project,  and  Sll, 748  for  his  work  on  a 
Cambodia  project.  In  both  cases,  he  was 
the  only  outside  paid  consultant  to  join  in 
the  staff  effort. 

Mr.  Solomon  praises  Mr.  Pieczenik's 
efforts,  saying  he  helped  build  "a  mean, 
lean,  effective  organization." 

But  it's  unlikely  that  Congress  will  see 
it  that  way.  A  year  ago,  back  when  Demo- 
crats were  in  charge  of  everything,  the 
House  Budget  Committee's  Republican  J 
Caucus  put  out  its  definitive  list  of  budget- 1 
cutting  targets,  and  included  the  institute  J 
on  a  list  of  small  agencies  that  "could  bej 
eliminated  without  directly  affecting  U.S.  /| 
foreign  policy."  p 

The  young  lawmaker  in  charge  of  draw- 
ing up  that  list  was  Ohio  Republican  John 
Kasich.  Rep.  Kasich's  job  today?  He's 
chairman  of  the  House  Budget  Committee, 
and  one  of  House  Speaker  Newt  Gingrich's 
top  budget  confidants. 
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Mr.  Chairman,  On  behalf  of  the  40  scientific  and  patient 
organizations  that  make  up  the  National  Coalition  for 
Research  on  Neurological  Disorders  (NCR),  thank  you  for  this 
opportunity  to  express  our  support  for  expanding  research  on 
brain  disorders. 

NCR  members  are  dedicated  to  eliminating  the  tragedies  due 
to  neurological  disorders.  For  over  17  years,  NCR  has  urged 
Congress  to  continue  expanding  the  very  fruitful  and 
promising  research  which  has  developed  in  this  area.  This 
year,  NCR  is  urging  Congress  to  increase  by  10%  the  brain 
research  budgets  of  the  National  Institute  on  Neurological 
Disorders  and  Stroke  (NINDS),  the  National  Institute  of 
Mental  Health  (NIMH)  and  the  National  Institute  on  Aging 
(NIA). 

The  entire  NIH  investment  in  brain  research  is  close  to  $2 
billion  or  nearly  20%  of  the  total  NIH  budget.  The  above  three 
Institutes  account  for  the  largest  share  of  this  investment. 
Their  work  spans  basic  and  clinical  research  in  numerous 
disorders  such  as  stroke,  Parkinson's  disease,  Alzheimer's 
disease  epilepsy,  spinal  cord  injuries,  schizophrenia  and 
numerous  other  terrible,  debilitating  and  crippling  disorders. 
For  the  vast  majority  of  these  disorders,  the  research 
supported  by  NINDS,  NIMH  and  NIA  is  the  only,  large-scale 
comprehensive  research  into  the  basic  understanding  of  the 
causes  of  these  disorders. 

In  1989,  Congress,  largely  through  the  efforts  of  the  late  Silvio 
O.  Conte  (R-MA)  recognized  the  tremendous  advances  taking 
place  throughout  neuroscience  by  declaring  that  the  period 
1990-2000  be  known  as  the  Decade  of  the  Brain  (Public  Law 
101-58).  Both  Presidents  George  Bush  and  Bill  Clinton  have 
recognized  the  Decade  of  the  Brain  in  official  proclamations. 
Since  its  enactment,  numerous  events  celebrating  the 
advances  being  made  in  conquering  the  most  tragic  diseases  to 
which  humanity  is  exposed  have  occurred  throughout  the 
United  States  and  the  world.  The  high  expectations  indicated 
by  the  Congressional  Resolution  declaring  this  to  be  the 
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Decade  of  the  Brain  have  been  matched  by  such  exciting 
discoveries  as  that: 

>  Stroke  and  trauma  to  the  brain  and  spinal  cord 
can  be  effectively  treated  with  drugs  given  shortly 
after  the  injury 

>  Central  nervous  system  neurons  can  regenerate 

>  Genetic  defects  can  be  corrected 

>  Brain  dysfunction  can  be  ameliorated  by 
supplying  appropriate  neurotransmitters,  growth, 
hormonal,  and  other  factors  through  drug 
administration  or  transportation  of  cells 

NCR  is  not  oblivious  to  the  fact  that  there  is  strong  political 
pressure  to  reduced  federal  spending  and  that  there  are 
proposals  to  reduce  or  slow  the  growth  in  biomedical  research 
funding.  In  our  view,  nothing  could  be  more  shortsighted. 
Taking  advantage  today  of  significant  research  opportunities 
on  brain  disorders  will  free  future  generations  of  the  costs  and 
tragedies  of  these  afflictions.  Will  not  future  generations  of 
Americans  look  at  our  funding  less  than  one  in  four 
scientifically  meritorious  research  projects  in  dismay, 
wondering  how  we  could  have  been  so  shortsighted  as  to 
prolong  human  suffering  and  to  continue  to  incur  such  huge 
health  care  costs? 

A  1992  study,  The  Cost  of  Disorders  of  the  Brain,  conducted  by 
the  health  economics  research  firm  of  Lewin-ICF  for  the 
National  Foundation  for  Brain  Research  found: 

>  the  annual  costs  of  disorders  of  the  brain  and  central 
nervous  system  are  estimated  to  be  $401.1  billion, 

>  these  costs  represent  7.3%  of  the  Gross  Domestic 
Product, 
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>  the  direct  medical  costs  of  brain  disorders  are 
estimated  at  more  than  $104  billion,  more  than  one  out  of 
every  7  dollars  we  spent  on  health  care  in  1991, 

>  the  costs  of  diseases  of  the  brain  is  calculated  at  $1,638 
per  person  in  the  United  States  or  $3,705  for  each 
employed  person.  This  amount  is  equal  to  15%  of  the 
average  annual  income  for  the  American  worker. 

In  every  category,  indirect  costs  are  greater  than  direct  costs. 
As  the  study  states: 

This  finding  is  not  surprising  as  most  diseases  of  the  brain 
result  in  long-term  functional  limitations  that  cause  a  loss 
of  productive  capability  by  the  afflicted  individuals  and 
their  caregivers.  The  predominance  of  indirect  costs  in  the 
total  is  also  an  important  indication  of  the  non-economic 
costs  of  these  diseases.  These  indirect  costs  are  proxies  of 
the  disability  associated  with  diseases  of  the  brain.  Lost 
time  from  work,  costs  to  the  educational  and  criminal 
justice  system,  and  lost  wages  of  caregivers  are  all 
indicators  of  the  degree  to  which  diseases  of  the  brain  alter 
the  quality  of  life  of  patients,  caregivers,  and  other 
members  of  society. 

It  should  come  as  no  surprise  to  members  of  this  subcommittee 
that  a  large  portion  of  the  direct  costs  are  borne  by  Medicare 
and  Medicaid,  as  well  as  large  portions  of  the  indirect  costs 
in  education  and  disability  programs.  In  other  words,  by 
federal  and  state  taxpayers. 

To  put  these  staggering  figures  in  perspective  consider  that 
the  costs  of  just  one  category  -  dementias  -  including  both 
direct  and  indirect  costs  -  is  only  slightly  less  that  the  total 
Federal  spending  on  Medicare.  The  point  is  simple:  we  are 
spending  only  $2  billion  to  prevent,  cure  and  treat  disorders 
that  cost  over  $100  billion.  A  drug  which  can  reduce  the  age  of 
institutionalization  for  Alzheimer's  patients  by  only  one  year 
can  save  millions  of  dollars  in  the  cost  of  long  term  care. 
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More  pharmaceutical  compounds  for  the  diagnosis  and 
treatment  of  neurological  and  other  brain  disorders  are  in 
development  than  at  any  time  in  history.  Small  dynamic 
research  companies  are  joining  their  larger  counterparts  in 
exciting  programs  of  research  and  discovery.  These  companies 
rely  on  the  basic  research  being  conducted  by  components  of 
NIH  to  lead  the  way  to  new  therapeutic  development. 

The  Lewin-ICF  study  concluded  : 

We  have  made  significant  advances  in  the  neurosciences 
over  the  last  several  years,  and  there  is  every  expectation 
that  we  will  continue  to  build  on  that  scientific  base.  In 
the  field  of  genetics  we  can  now  recognize  carriers  of 
genes  that,  if  transmitted  to  their  offspring,  will  cause 
serious  mental  retardation  or  mental  deterioration.  We 
are  just  beginning  to  explore  in  clinical  trials  the  sue  of 
gene  therapy  to  reverse  diseases  after  birth.  We  are 
rapidly  expanding  our  understanding  of  the 
neurochemistry  of  the  brain  that  can  give  rise  to  severe 
psychiatric  disorders.  This  is  just  the  beginning,  in  both 
public  and  private  sector  laboratories,  teams  of 
researchers  are  working  to  develop  drugs  that  can 
ameliorate  or  reverse  perturbation  of  the  normal 
functioning  of  the  brain.  Success  in  this  area  will  go  along 
way  to  diminish  the  $104  billion  we  are  now  spending 
annually  in  direct  medical  costs. 

Now,  as  promise  turns  to  reality,  the  members  of  NCR  urge 
you  to  bring  your  work  to  fruition.  We  could  ask  for  many 
millions  more  and  the  request  would  be  justified.  But  we  are 
asking  for  an  increase  of  10%  over  the  President's  budget  for 
the  brain  research  components  of  the  National  Institute  on 
Neurological  Disorders  and  Stroke  (NINDS),  the  National 
Institute  of  Mental  Health  (NIMH)  and  the  National  Institute 
on  Aging  (NIA)  in  order  to  maintain  the  scientific  momentum 
of  today  in  the  sure  confidence  of  reducing  human  suffering 
tomorrow. 

Thank  you  for  this  opportunity  to  present  our  views. 
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Once  again,  I  am  privileged  to  provide  this  testimony  for  this  august  body  on  behalf 
of  the  National  Institute  of  Dental  Research  and  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin.  The  support  of  past  Congresses  has  enabled  this  country 
to  maintain  the  finest  medical  research  institution  in  the  world.  A  true  gem  among 
government  agencies,  the  National  Institutes  of  Health  stands  tall  in  its  roles  as 
servant  to  the  people,  caretaker  of  the  nation's  health,  miser  of  funds,  and  purveyor 
of  accomplishment.  The  Congress  is  to  be  congratulated  for  its  support  of  this 
crucial  component  to  health  care  progress. 

Given  the  combination  of  a  budget-conscious  Congress  with  many  new  members, 
writing  this  testimony  has  become  an  unusually  difficult  process.  On  one  hand,  I  do 
not  want  to  restate  what  is  often  obvious  to  those  individuals  familiar  with  the 
National  Institutes  of  Health  and  on  the  other,  I  have  real  concerns  about  what  could 
possibly  be  a  lack  of  appreciation  for  the  mission  of  the  National  Institutes  of  Health 
among  freshmen  members  of  our  legislative  body.  I  beg  the  patience  of  those 
among  the  former  and  ask  for  the  rapt  attention  of  the  latter. 

Perhaps  it  is  important  for  all  of  us,  at  this  point,  to  review  the  primary 
responsibilities  of  our  government.  If  a  person  believes  governmental 
responsibilities  embody  those  related  to  the  well-being  of  our  citizens,  then  the 
operation  and  function  of  the  National  Institutes  of  Health  must  be  included. 
Clearly,  few  agencies  touch  the  lives  of  each  and  every  one  of  our  citizens  like  the 
N.I.H.  The  keys  to  our  body's  secrets  lie  at  the  National  Institutes  of  Health. 
Whether  through  intramural  (that  done  on  site)  research  or  through  its  extramural 
(grants  provided  to  researchers  located  elsewhere)  program,  the  N.I.H.  funds 
projects  which  serve  as  building  blocks  upon  which  great  discoveries  are  routinely 
made.  These  discoveries  impact  all  of  our  citizens  regardless  of  gender,  age, 
geographical  location  or  ethnicity.  Furthermore,  the  National  Institutes  of  Health  is 
the  repository  of  in-depth  information  related  to  untold  numbers  of  disorders, 
diseases  and  circumstances.  Clinicians  and  their  clients  can  easily  access  the  latest 
information  relative  to  treatment  or  care  from  a  growing  number  of  Institutes  and 
those  interested  in  obscure  conditions  can  contact  the  Rare  Disease  Office  for  help. 

Those  people  unfamiliar  with  the  mission  of  the  National  Institutes  of  Health  may 
feel  that  private  companies  could  assume  its  role.  While  on  the  surface  that  might 
seem  to  some  individuals  to  be  an  alternative,  such  thinking  could  only  be  born  out 
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of  ignorance.  The  N.I.H.  pursues  avenues  of  research  which  would  be  totally 
ignored  by  private  business.  For  example,  the  pool  of  ectodermal  dysplasia  patients 
(E.D.)  is  relatively  small  and  consequently  of  little  interest  to  profit  making 
companies  which  depend  on  large  numbers  for  the  sale  of  pharmaceuticals.  In  plain 
language,  it  is  doubtful  that  a  pharmaceutical  firm  will  ever  make  any  money  on 
E.D.  However,  study  of  this  group  of  patients  has  already  yielded  information 
which  has  been  beneficial  to  these  patients  as  well  as  to  others. 

The  ectodermal  dysplasias  are  a  unique  group  of  more  than  150  genetic  syndromes 
which  include  abnormalities  in  the  hair,  sweat  glands,  teeth  and  nails.  These 
ectodermal  defects  may  ultimately  provide  key  clues  to  understanding  of  the 
development  of  the  ectoderm  to  improve  care  for  anyone  suffering  because  of  a  lack 
of  hair  or  teeth  among  other  things.  For  example,  the  National  Institute  of  Dental 
Research  is  currently  conducting  an  intramural  project  to  ascertain  the  safety  and 
efficacy  of  dental  implants  in  children  affected  by  E.D.  The  children,  who  have  few 
if  any  teeth,  have  implants  imbedded  in  their  lower  jaws  to  which  prosthetics  are 
ultimately  affixed.  Not  only  has  this  project  enhanced  the  lives  of  these  edentulous 
children,  but  it  has  also  provided  critical  information  in  our  understanding  of  the 
process.  As  a  result,  oral  surgeons  may  confidently  provide  similar  care  for  any 
children  who  lose  permanent  teeth  through  disease,  injury  or  accident.  In  addition, 
because  the  jaw  bones  of  those  affected  by  E.D.  are  so  poorly  developed,  surgeons 
are  better  able  to  provide  implants  for  older  adults  whose  jaw  bones  have  resorbed 
after  years  of  denture  wearing.  The  handful  of  children  affected  by  E.D.  who  have 
participated  in  the  ordeal  of  the  implant  process  have  brightened  the  lives  of 
thousands  upon  thousands  of  this  countries'  citizens.  Some  may  call  these  children 
"Guinea  pigs"  —  I  choose  to  call  them  heroes. 

Similarly,  research  conducted  at  both  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Research  and  the  National  Institute  of  Dental  Research 
have  helped  ferret  out  the  gene  responsible  for  the  X-linked  recessive  form  of 
ectodermal  dysplasia,  the  most  common  type  of  these  syndromes.  Now,  women  at 
risk  for  passing  on  this  gene  can  be  identified.  In  addition,  the  testing  allows  for  the 
early  diagnosis  of  new-boras  who  may  be  affected  by  the  disorder,  thereby  enabling 
appropriate  care  from  birth,  minimizing  the  damaging  effects  of  the  disorder  and 
lowering  infant  mortality.  This  important  research  not  only  is  invaluable  to  those  at 
risk  for  passing  on  the  gene  but  is  an  important  piece  of  the  human  genome  puzzle. 
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Neither  of  these  projects  nor  scores  like  them  would  have  been  undertaken  by  a 
private  firm.  However,  it  is  this  very  type  of  research  that  has  made  the  National 
Institutes  of  Health  the  single  most  important  research  facility  not  only  in  this 
country  but  the  world. 

In  all  honesty,  some  fifteen  years  ago,  I  had  never  heard  of  the  National  Institutes  of 
Health  and  I  suspect  even  a  few  members  of  Congress  had  not  heard  of  it  prior  to 
coming  to  Washington.  Perhaps  this  lack  of  familiarity  may  be  a  potential  source  of 
the  National  Institutes  of  Health's  financial  downfall.  But  we  must  remember 
researchers  and  those  individuals  who  administer  their  efforts  do  not  have  time  or 
money  to  spend  in  popularity  campaigns.  Their  single  focus  has  been  and  remains 
research.  Improving  lives,  whether  short  term  or  long  term,  is  their  goal.  Having 
visited  the  campus  many  times,  I  remain  awed  at  the  commitment  and  perseverance 
of  those  dedicated  scientists  who  labor  there.  Where  else  would  you  find  so  many 
highly-educated  individuals  so  passionate  about  their  work?  Where  else  would  you 
find  a  group  so  dedicated  to  the  projects  before  them  that  the  long  hours  worked 
come  without  complaint  or  additional  financial  remuneration?  Where  else  would 
employees  struggle  on  in  inefficient,  postage-stamp  sized  laboratories  to  advance 
our  understanding  of  the  body?  How  long  can  we  expect  their  efforts  to  continue 
while  talk  of  diminishing  budgets  and  lures  from  corporate  America  swirl  around 
them? 

Clearly,  the  future  of  the  National  Institutes  of  Health  is  in  the  hands  of  the 
Congress.  Whether  or  not  the  Institutes  are  enabled  to  build  on  their  incredible  past 
successes  depends  on  the  decisions  of  those  responsible  for  appropriating  this 
country's  tax  resources.  My  suspicions  are  that  my  literary  efforts  to  this  point  may 
be  ineffective  as  you  probably  have  your  own  preconceived  notions  of  our  country's 
role  in  medical  research.  However,  perhaps  if  I  put  my  concerns  in  more  personal 
terms  you  might  better  appreciate  my  perspective. 

Seventeen  years  ago  my  husband  and  I  welcomed  to  our  family  the  third  of  our 
children.  I  proudly  tell  people  that  we  are  the  fortunate  parents  of  a  son  (Michael), 
daughter  (Sharon)  and  a  special  order  (Charles).  The  last  of  the  three  children  is 
affected  by  hypohidrotic  ectodermal  dysplasia.  As  a  result,  he  has  very  thin  hair, 
only  two  teeth  of  his  own,  and  he  cannot  perspire.  When  he  was  diagnosed,  we 
were  told  he  could  never  play  outside,  he  would  not  do  well  in  school  and  he  would 
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need  to  be  fitted  with  dentures.  Fortunately,  it  was  only  the  latter  that  was  really 
true.  Today,  he  is  a  high  school  junior,  a  member  of  the  varsity  soccer  team,  a 
former  class  president,  and  does  well  enough  in  school  to  be  looking  forward  to  bis 
days  in  college.  He  was  fitted  with  his  first  set  of  dentures  when  he  was  just  over 
two  years  of  age.  As  he  grew,  they  were  frequently  changed.  Because  he  had  very 
little  jaw  bone,  he  still  found  chewing  food  difficult  and  was  annoyed  when  the 
dentures  slipped  while  he  talked.  His  diet  consisted  mostly  of  cereal,  soups,  and  ice 
cream  as  most  meats,  vegetables  and  fruits  were  impossible  for  him  to  chew.  The 
implant  project  at  the  National  Institute  of  Dental  Research  changed  all  that  when  he 
became  a  part  of  research  which  not  only  changed  his  life  but  improved  the  future 
for  any  child  or  adult  who  may  lose  a  permanent  tooth.  I  suppose  I  am  the  only 
mother  that  has  ever  cried  in  a  Taco  Bell  because  her  child  could  bite  through  a 
burrito.  But  when  your  child  is  thirteen  years  of  age  and  he  has  taken  his  first  real 
bit  through  a  piece  of  food,  it  can  effect  you  that  way.  There  is  no  doubt  in  my  mind 
that  the  future  is  bright  for  Charles  as  a  direct  result  of  the  care  at  the  National 
Institute  of  Dental  Research  that  so  positively  impacted  his  life.  Now,  because  of 
kids  like  Charles,  countless  scores  of  children  and  adults,  who  may  need  a  similar 
procedure  for  single  or  multiple  tooth  replacement,  can  proceed  with  confidence  that 
it  is  a  safe  and  effective  method  of  treatment.  Patients  affected  by  ectodermal 
dysplasia  were  the  only  possible  patient  pool  to  prove  the  hypothesis  and  the 
National  Institute  of  Dental  Research  was  the  only  appropriate  place  for  such 
research  to  be  conducted. 

When  pondering  the  future  of  the  Institutes  and  suggestions  which  have  been  made 
to  decrease  the  budgets  therein,  I  am  reminded  of  those  incidents  to  which  we  are 
inclined  to  say,  "surely  you  jest."  For  example,  labor  negotiations  that  begin  with 
outlandish  proposals  from  either  side  may  stimulate  such  a  response.  When  I 
learned  of  the  5%  budget  reduction  proposed  in  the  recision  bill,  I  had  a  similar 
response.  Clearly,  anyone  with  any  experience  with  the  National  Institutes  of 
Health  would  not  make  such  a  suggestion  as  it  is  preposterous.  Similarly,  I  cannot 
and  will  not  suggest  that  the  Congress  support  an  unrealistic  increase  in  the  budget 
for  National  Institutes  of  Health.  What  I  do  hope  is  that  rational  minds  will  prevail 
and  support,  at  the  very  least,  increases  in  the  National  Institutes  of  Health  budget 
equal  to  increases  in  the  cost  of  living. 
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As  I  conclude  my  comments  relative  to  funding  for  the  National  Institute  of  Dental 
Research  and  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin,  I  would 
ask  the  reader  to  once  again  contemplate  the  role  of  the  federal  government.  If  that 
role  has  relevance  to  national  health  issues,  then  we  must  be  prepared  to  provide  the 
financial  resources  for  the  National  Institutes  of  Health  to  do  the  job  which  has  been 
mandated.  Anything  less  will  return  us  to  dark  ages. 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Miriam  Feder.  I  am  the  Executive  Director  of  the 
Dystrophic  Epidermolysis  Bullosa  Research  Association  (D.E.B.R.A.) 
of  America.  Please  accept  the  thanks  and  gratitude  of  more  than 
100,000  Americans  suffering  from  some  form  of  Epidermolysis  Bullosa 
(EB)  for  this  opportunity  to  submit  written  testimony  regarding  the 
NIAMS  budget  for  FY96. 

To  the  members  of  the  Committee  who  may  have  met  Dana  Marquardt, 
Arlene  Pessar  and  her  son,  Eric  Lopez,  who  have  testified  in  person 
before  this  committee  in  past  years,  I  am  saddened  to  report  that 
Eric  Lopez  died  this  past  October  at  the  age  of  24.  We  are 
however,  grateful  that  the  significant  research  advances  in  EB  that 
the  NIAMS  has  funded  may  provide  Dana  Marquardt  who  is  23  years  old 
with  a  chance  to  live  a  longer  and  healthier  life. 

EB  is  a  group  of  inherited  disorders  in  which  genetic  defects 
produce  blistering  of  the  skin  and  mucous  membranes  and  creates 
deep  wounds.  EB  may  have  dire  effects  on  many  other  systems  of  the 
body  and  complications  including  malnutrition,  hand  and  joint 
deformities,  chronic  anemia  and  early  death  due  to  respiratory 
failure,  heart  failure  and  cancer.  Many  babies  die  before  their 
first  birthday.  This  is  a  genetic  disorder  that  is  disfiguring, 
severely  disabling  and  often  fatal;  wreaking  dire  emotional  and 
financial  costs. 

I  would  like  to  excerpt  from  Dana  Marquardt' s  past  testimony  in 
order  to  acquaint  and  re-acquaint  the  distinguished  members  with 
the  urgent  need  to  continue  the  pace  of  the  current  biomedical 
research  which  is  disclosing  the  genetic  basis  and  cause  of  EB  and 
will  lead  to  future  treatment  and  a  cure. 

On  April  27,  1971  Dana's  mother  entered  the  hospital  in 
anticipation  of  the  birth  of  her  child.  She  did  not  hear  the  words 
"congratulations"  because  the  neonatal/obstetric  team  was 
concentrating  on  the  sacs  of  fluid  which  hung  from  the  infant's 
hands  and  feet  and  the  sloughing  of  skin  from  her  entire  tiny  body. 
After  three  agonizing  months  these  young  parents  brought  their 
bandaged  baby  home  with  the  mysterious  diagnosis  of  epidermolysis 
bullosa  (EB) . 

Dana's  care  is  as  complex  as  her  disorder.  Her  daily  routine  over 
the  past  23  years  consists  of  her  mother  changing  her  bandages  and 
draining  the  fluid  from  her  blisters  that  result  from  friction  to 
her  fragile  skin.  Antibiotic  ointment  is  then  applied  to  the 
blisters  and  open  wounds  to  lessen  the  amount  of  infection.  Then 
she  has  to  cover  the  lesions  with  sterile  non-stick  pads  and  secure 
them  by  wrapping  gauze  bandages  around  her  arms,  legs  and  sometimes 
her  whole  body;  and  then  use  a  very  special  paper  tape  to  keep  the 
bandages  in  place  until  the  next  day  or  until  her  soaking  bath. 
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The  sea  of  red  tape  associated  with  insurance  reimbursements, 
denied  reimbursements  for  bandages,  ointments,  specialized  medical 
and  surgical  expenses  are  handled  by  her  father. 

In  Dana's  own  words,  she  describes  living  with  EB:  "Living  with 
epidermolysis  bullosa  is  like  fighting  a  losing  battle  with  my  own 
body.  Just  when  I  begin  to  notice  an  improvement  in  my  skin,  the 
war  is  declared  once  again  and  I  wake  up  the  next  morning  with  a 
massive  breakdown  of  blisters  and  new  lesions,  only  to  start  the 
process  all  over  again.  If  my  appetite  begins  to  improve,  my 
throat  betrays  me  and  forms  a  blister  so  that  eating  even  ice  cream 
can  be  extremely  painful.  I  have  had  many  hand  surgeries,  and  all 
attempts  to  free  my  fingers  were  only  temporarily  successful  and 
each  one  lasted  for  a  shorter  period  of  time.  I  manage  quite  well 
without  fingers,  but  sometimes  I  miss  the  times  when  I  could  grab 
anything  I  wanted  and  not  have  to  use  two  hands. 

When  I  was  little,  I  used  to  sit  by  the  window  and  watch  the 
neighborhood  children  play  during  the  summer  from  an  air- 
conditioned  living  room.  Kids  ran  in  and  out  of  sprinklers,  and 
shadows  rode  by  my  house  on  bicycles.  I  watched  and  sometimes  I 
cried  because  I  wished  I  could  be  out  there  with  them,  but  I  knew 
it  would  never  happen.  Every  time  I  couldn't  play,  I  was  reminded 
that  even  in  a  school  program  for  the  disabled,  I  was  different. 
Once  I  got  into  the  upper  grades,  it  wasn't  quite  as  bad  but  I  knew 
I  never  totally  fit  in.   EB  took  away  my  childhood." 

Tom  Marquardt,  who  is  Dana's  dad  offers  his  perspective  for  your 
consideration  in  support  of  the  NIAMS  budget  because  of  his  trust 
and  belief  in  the  greatness  of  our  nation: 

"I  am  an  American  man,  born  in  the  1950 's  during  an  era  of  hope  and 
promise.  Americans  could  do  anything  and  did  accomplish  tremendous 
achievements.  America  had  preserved  democracy  for  the  world  by 
winning  World  War  II.  America  had  a  thriving  economy  that  gave 
opportunity  to  families  that  wished  for  an  American  dream  of  owning 
a  home  and  earning  a  living  that  could  provide  some  security  and 
enjoyment  of  the  latest  products  that  were  being  introduced  on  the 
market  at  a  breathtaking  pace.  A  polio  vaccine  was  discovered, 
immunizations  against  childhood  diseases  were  becoming  routine  and 
effective.  I  enjoyed  good  health  and  did  not  think  much  about  the 
limitations  of  disease  and  disability.  Children  do  not  need  to  be 
concerned  about  such  serious  subjects.  However,  their  parents 
must! 

What  is  the  promise  of  America?  It  is  the  hope  that  good  people 
can  acknowledge  their  differences  and  unite  for  a  common  good. 
This  requires  continual  vigilance  to  protect  this  promise  and  to 
constantly  evaluate  America's  priorities;  however,  America  is  a 
very  dynamic  and  varied  population  that  needs  and  wants  different 
things  over  different  time  periods.  America  is  rich  and  poor, 
ethnically  diverse,  able  and  disabled.  Yet  I  am  absolutely  sure 
that  we  all  bleed  red,  white  and  blue.  We  all  need  and  want  the 
promise  that  is  America. 
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I  believe  that  people  of  the  United  States  have  given  consent  to  be 
taxed  for  the  purposes  of  providing  for  the  common  good  that  comes 
from  fighting  illnesses  that  threaten  us  all.  I  do  not  believe 
that  programs  which  address  basic  research  into  the  causes  and 
prevention  of  diseases  is  a  frivolous  or  inappropriate  role  of  the 
Federal  Government.  Difficult  choices  must  be  made  by  responsible 
leaders.  These  choices  will  be  respected,  if  they  are  selected 
thoughtfully  and  carefully  based  upon  the  common  interests  of  the 
American  people. 

Investments  yield  dividends.  No  one  can  find  a  cure  for  the  common 
cold  or  cancer  or  heart  disease  or  epidermolysis  bullosa  but 
collectively  we  can  invest  in  the  programs  that  can  yield  the 
benefits  of  a  strong,  healthy  and  caring  nation.  Invest  in  our 
nation's  future!" 

NIAMS  funded  research  in  SB  has  already  produced  spectacular 
cutting-edge  science  and  technology  that  is  bringing  us  closer  to 
a  cure.  Recent  progress  has  disclosed  distinct  mutations  in  all 
three  major  forms  of  EB.  These  discoveries  have  significant 
implications  in  terms  of  classification,  diagnosis  and  management 
for  people  affected  with  EB.  Families  are  already  benefitting  from 
this  research  through  clinical  applications  such  as  DNA  prenatal 
diagnosis  during  the  first  trimester,  eliminating  a  previous  used 
technique  that  could  cause  further  damage  to  an  affected  baby. 
With  this  new  technology  the  obstetric  team  is  prepared  for  the 
birth  of  an  affected  child  and  appropriate  measures  can  be  taken 
for  both  mother  and  child  to  minimize  additional  trauma.  Dana's 
story  need  not  continue  to  be  repeated  once  a  family  suspects  EB 
may  occur.  The  understanding  of  the  underlying  genetic  basis  for 
EB  will  be  the  basis  for  the  development  of  gene  therapy  approaches 
to  reverse  the  manifestations  of  EB  as  well  as  approaches  to  other 
genetic  skin  disorders. 

D.E.B.R.A.  of  America  respectfully  urges  Congress  to  continue 
investing  in  research  that  will  indeed  create  the  breakthroughs 
that  will  bring  forth  the  cures  for  crippling  and  devastating 
diseases  that  are  costly  and  deadly  for  millions  of  Americans.  We 
believe  that  by  providing  a  17%  increase  over  the  FY95 
appropriation  for  NIAMS  for  FY96,  NIAMS  will  be  enabled  to  increase 
its  support  of  meritorious  research  grants  and  conduct  urgently 
needed  new  clinical  trials.  Millions  of  Americans  are  affected  by 
diseases  which  fall  under  NIAMS  purview.  This  increase  will 
significantly  affect  the  health  and  welfare  of  all  Americans. 

On  behalf  of  more  than  100,000  Americans  who  suffer  from  EB  I  thank 
this  Committee  and  Congress  for  its  continued  support  of  skin 
disease  research. 
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ASPH 


March  29,  1 995  ASSOCIATION  OF 

SCHOOLS  OF 
PUBLIC  HEALTH 

The  Honorable  John  Porter  — i66oTsTREET~NW — 
Chairman,  House  Labor/HHS/Education  SUITE  204 

Appropriations  Subcommittee  WASHINGTON,  DC  20036 
2358  Rayburn  House  Office  Building  202-296-1099 

Washington,  D.C.  20515  FAX  202-296-1252 

Dear  Mr.  Chairman: 

The  Association  of  Schools  of  Public  Health  (ASPH*)  appreciates  the  opportunity  to  outline  its 
modest  requests  for  funding  in  FY96  of  academic  public  health  programs  currently  administered  by  the 
U.S.  Public  Health  Service  (PHS).  Providing  this  minimal  support  to  students,  programs  and  graduate 
public  health  schools  is  a  means  whereby  the  federal  government  can  share  the  costs  with  state  and 
private  universities  for  educating  and  training  public  health  professionals  to  manage  and  lead,  in  most 
cases,  federally  mandated  health  programs  at  the  state  and  local  level. 

In  its  landmark  study  entitled  The  Future  of  Public  Health  (1988),  the  Institute  of  Medicine 
(IOM)  stated  boldly  that  "this  nation  has  lost  sight  of  its  public  health  goals  and  has  allowed  the 
system  of  public  health  activities  to  fall  into  disarray... The  current  state  of  our  abilities  for  effective 
public  health  action. ..is  cause  for  national  concern  and  for  the  development  of  a  plan  of  action  for 
needed  improvements." 

The  27  schools  of  public  health  in  1 9  states  and  Puerto  Rico  constitute  a  primary  source  of 
comprehensively-trained  public  health  professionals  to  serve  the  federal  government,  the  50  states  and 
the  private  sector.  To  meet  the  inevitably  growing  demand  for  leaders  who  can  recognize  and  work 
toward  viable  solutions  to  the  nation's  multiple  health  care  problems,  these  schools  must  be  funded 
to  support  costs  in  three  main  areas.  First,  it  is  crucial  to  assist  students  in  financial  need,  so  that 
highly  motivated  and  qualified  students  will  not  be  turned  away.  Second,  we  want  to  be  able  to 
strengthen  and  expand  our  educational  programs  in  areas  urgently  calling  for  prevention  and  control, 
including,  but  not  limited  to: 

♦  HIV/AIDS 

♦  substance  abuse 

♦  violence  and  injuries 

♦  teenage  pregnancy 

♦  the  poor  health  problems  of  women  and  children 

♦  the  health  problems  of  the  elderly 

♦  access  to  health  care 

♦  environmental  and  occupational  health  hazards 

The  third  area  of  funding  is  aimed  at  forging  a  cooperative  link-up  between  faculty  and  students  on 
the  one  hand,  and  operational  public  health  agencies  and  community-based  organizations  on  the  other. 


The  Association  of  Schools  of  Public  Health  (ASPH)  is  the  only  national  organization  representing  the  deans, 
faculty,  and  students  of  this  nations'  27  accredited  schools  of  public  health  in  the  United  States  and  Puerto 
Rico.   These  schools  have  a  combined  faculty  of  over  2,200  and  educate  more  than  14,500  students  annually 
from  every  state  in  the  U.S.  and  most  countries  throughout  the  world.    The  27  schools  graduate  approximately 
4,000  professionals  each  year.   The  schools  represent  the  primary  educational  system  that  trains  personnel 
needed  to  operate  our  nation's  public  health  and  promotion  programs.   ASPH's  principal  purpose  is  to  promote 
and  improve  the  education  and  training  of  professional  public  health  personnel,  many  in  short  supply. 


1769 


In  1956,  the  104th  Congress  passed  the  Public  Health  Service  Act  in  a  unanimous  vote  to 
support  professional  education  in  public  health.  Since  then,  bipartisan  support  has  repeatedly  extended 
these  public  health  programs. 

The  rationale  for  the  legislation  was  based  upon  the  recognition  by  Congress  that  preservation 
of  the  nations'  health  requires  more  than  merely  reacting  to  disease,  illness  and  disability.  Indeed,  it 
was  felt  that  perhaps  a  better,  more  rational  and  economic  approach  would  be  a  judicious  combination 
of  disease  prevention  and  health  promotion,  along  with  improved  planning  and  organization  of 
therapeutic  and  rehabilitation  services. 

The  public  health  workforce  is  the  most  diverse  and  multidisciplinary  of  all  of  the  health 
professions.  It  is  comprised  of  approximately  3  million  workers  including  representatives  of  such 
medical  and  social  science  professions  as  physicians,  nurses,  dentists,  administrators,  epidemiologists, 
environmental  health  specialists,  nutritionists,  biostatisticians,  psychologists,  behavioral  scientists, 
lawyers,  chemists  and  engineers. 

The  need  for  trained  public  health  professionals  could  double  the  current  level,  according  to  a 
recent  PHS  report  to  Congress.  The  need  has  intensified  with  the  proliferation  of  health  programs 
mandated  by  Congress,  not  to  mention  new  and  expanded  responsibilities  of  health  organizations  under 
managed-care.  There  are  currently  shortages  of  epidemiologists,  biostaticians,  environmental  health 
specialists,  public  health  nurses  and  physicians,  among  others*.  Furthermore,  the  IOM  maintains  that 
"most  public  health  workers,  including  some  public  health  leaders,  have  not  had  formal  educational 
preparation  focused  on  public  health." 

In  our  judgement,  the  nation's  schools  of  public  health  are  unique  and  vital  elements  of  a 
system  needed  to  prepare  the  personnel  required  to  make  population-based  approaches  to  health 
promotion  and  disease  prevention  successful.  The  need  to  recognize  and  solve  the  health  problems, 
which  occur  in  a  group  and  community  environment,  requires  education  by  a  faculty  consisting  of 
professionals  skilled  in  various  disciplines  including  social  and  natural  sciences,  environmental  sciences, 
measurement  sciences,  and  administrative  management,  to  pinpoint  the  very  complex  health  problems 
of  our  multi-faceted  communities.  Together,  they  are  stronger  in  arriving  at  creative  solutions  than 
any  single  discipline  or  profession  alone. 

It  is  important  to  realize  that  the  schools  of  public  health  have  already  made  contributions  out 
of  all  proportion  to  the  total  federal  investment  in  their  activities.  American  schools  of  public  health 
are  one  of  our  greatest  national  resources.  The  faculty  and  research  staffs  of  these  schools  have  made 
unparalleled  contributions  to  improving  the  health  of  people  throughout  the  world.  These  are 
examples: 

♦  the  development  of  the  iron  lung,  along  with  research  that  led  to  the  eradication  of  polio 
in  the  Americas 

♦  playing  a  critical  role  in  the  complete  eradication  (for  the  first  time  in  history)  of  a 
worldwide  public  health  scourge-smallpox 

♦  the  discovery  of  Vitamin  D;  and  re-discovery  of  Vitamin  A  to  prevent  blindness 

♦  the  development  of  a  Hepatitis  B  vaccine 

♦  the  development  of  strategies  to  eradicate  hookworm  and  other  infections,  including 
sexually  transmitted  diseases;  schools  have  also  provided  important  insights  into  the 
prevention  of  typhus,  trachoma,  malaria,  and  numerous  other  diseases. 

♦  the  development  of  DRGs  and  RVSs  under  Medicare 
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Today,  schools  of  public  health  are  looking  to  the  future  health  needs  of  our  communities. 
Faculty  are  working  on  projects  such  as  AIDS  prevention  and  control,  and  on  identifying  and  dealing 
with  a  host  of  newly  recognized  risks  such  as  hazardous  waste  and  indoor  air  pollution,  violence 
prevention,  among  others,  not  to  mention  providing  students  with  the  needed  knowledge,  skills  and 
competencies  to  function  effectively  under  a  reformed,  managed-care  system.  Managed-care  and 
proposed  block  grants,  or  decentralization  of  funding  programs  to  states  and  local  governments,  will 
require  the  deployment  of  professionals  with  skills  in: 

♦  community  health  education 

♦  chronic  and  infectious  disease  prevention 

♦  health  care  economics  and  cost  analysis 

♦  outcomes  analysis 

♦  regulation  assessment 

♦  policy  making  and  analysis 

♦  coalition  building,  public  communication,  and  training 

♦  principles  of  managed  care  and  cost  containment 

Providing  these  competencies,  Mr.  Chairman,  is  what  the  27  schools  of  public  health  are  all 
about.  The  federal  government  has  been  partner  in  this  combined,  national  effort  to  ensure  that  our 
nation's  public  health  system  is  staffed  by  competent  personnel.  However,  the  PHS  has  estimated 
that  only  one-third  of  the  public  health  workforce  has  had  graduate  training  in  the  field.  We,  as  a 
nation,  would  not  allow  this  to  be  the  case  in  other  health  professions,  such  as  medicine,  nursing,  or 
dentistry.  Imagine  if  only  one-third  of  the  doctors  in  this  country  were  trained  in  medical  schools;  what 
would  the  state  of  health  care  be  if  only  one  third  of  the  nurses  were  trained  in  nursing  schools? 

There  are  no  scientific  studies  to  accurately  establish  the  precise  national  shortages  of  public 
health  professionals.  According  to  the  PHS,  the  supply  of  public  health  professionals  is  impossible  to 
estimate  accurately,  due  in  part  to  some  disagreement  over  which  occupations  compose  public  health 
and  the  lack  of  specific  licensure  requirements.  Therefore,  estimating  supply  is  limited  to  the  opinions 
of  experts  in  the  field.  And  these,  experts  agree  that  there  is  a  shortage  of  adequately  trained,  public 
health  professionals,  especially  in  expanding  fields  such  as  environmental  health,  managed-care,  "new" 
infectious  diseases,  violence  prevention,  among  others. 

Mr.  Chairman,  the  federal  contribution  to  professional  public  health  education  in  the  last  decade 
can  be  termed  as  "decimal  dust"  when  compared  to  the  $6  billion  contributed  annually  to  graduate 
medical  education.  At  best,  Congress  has  appropriated  less  than  $10  million  a  year  to  public  health 
and  preventive  medicine  training.  Yet  this  "decimal  dust"  has  partially  financed  the  education  and 
training  of  many  of  our  nation's  public  health  leaders,  most  of  whom  work  in  the  public  health  sector, 
and  has  enabled  our  faculty  to  assist  local  agencies  in  solving  public  health  problems  with  special 
projects  grants. 

The  need  for  physicians  trained  in  preventive  medicine  has  been  consistently  documented. 
However,  our  current  system  of  financing  graduate  medical  education  has  provided  only  minimal 
support  of  this  training,  because  most  preventive  medicine  residency  programs  are  not  based  in 
hospitals.  Reform  and  innovation  in  both  public  health  and  private  financing  of  graduate  medical 
education  in  preventive  medicine  is  necessary  to  address  this  shortage  and  to  realize  fully  the  potential 
of  preventive  medicine  to  help  build  a  healthier  nation.  Until  Congress  amends  Medicare  to  allow  for 
support  PMRs,  your  subcommittee,  Mr.  Chairman,  should  recognize  the  important  contributions  of 
preventive  medicine  physicians  in  managing  the  quality  and  costs  of  health  services  for  populations 
served  by  health  agencies  and  managed  care  organizations  by  appropriating  funds  for  PMRS. 
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In  summary,  Mr.  Chairman,  there  is  an  urgent  need  for  trained  public  health  professionals 
throughout  the  health  system,  including  many  in  public  and  private  non-profit  agencies  and  institutions 
that  are  not  directly  engaged  in  the  provision  of  hands-on  care  for  the  ill,  but  do  impact  on  the 
availability,  quality  and  cost  of  medical  care,  and  on  health  services  generally,  including  disease 
prevention,  health  promotion,  and  protection  of  the  public  from  hazards  to  health  (radiation,  toxic 
substances,  air  and  water  pollution,  etc.).  Past  federal  support  helped  establish  programs  that  effect 
constructive  change  by  widening  the  perspectives  and  increasing  the  management  capabilities  of  senior 
and  mid-level  professionals  in  community  health  centers,  hospitals,  state  and  local  health  departments, 
managed-care  organizations,  environmental  agencies,  among  others. 

The  federal  funds  received  by  schools  of  public  health  have  been  considered  to  be  the  federal 
government's  share  of  preparing  public  health  personnel  to  meet  the  needs  of  the  public  today  and  for 
the  future.  The  amounts,  while  small  in  comparison  to  overall  expenditures,  have  and  continue  to 
contribute  to  the  preparation  of  this  vital  health  resource. 

Mr.  Chairman,  the  27  deans  of  the  U.S.  schools  of  public  health  appreciate  the  opportunity  to 
express  their  views  on  continued  federal  support  of  health  professions  education,  in  general,  and  for 
public  health  professions,  in  particular.  Your  thoughtful  consideration  of  our  suggestions  outlined  in 
the  chart  below  would  be  greatly  appreciated*. 

We  also  go  on  record  in  support  of  the  FY96  request  by  the  following  coalitions:   CDC  coalition; 
Friends  of  AHCPR  and  the  Ad  Hoc  Group  for  Biomedical  Research.  Thank  you. 

ASPH  FY96  REQUESTS: 
(In  millions) 


FYS5 

APPROPRIATIONS 

ASPHFY96 
REQUESTS 

PHS  Traineeships  (HRSA) 

$7.4 

$8.0 

PHS  Special  Projects 
(HRSA) 

Preventive  Medicine 
Residencies  (HRSA) 

MCH  Training  (HRSA) 

$5.0 

$8.0 

CDC  Prevention  Centers 

$7.0 

$8.0 

NIOSH  Training  (CDC) 

$13.0 

$14.0 

Sincerely, 


Michael  K.  Gemmell,  CAE 
Executive  Director 


This  statement 


supported  by  the  American  Public  Health  Association,  the  American  College  of 
the  Association  of  Teachers  of  Preventive  Medicine. 
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ACCREDITED  SCHOOLS  OF  PUBLIC  HEALTH* 


ASSOOAITONOF 
SCHOOLS  OF 

KJBLIC  HEALTH 


Birmingham.    AL   35294 

School  of  Public  Health 

UorreratryatAlbaay 

SUNY 

Executive  Pat  South 

Albany,  NY    12203-3727 

School  of  Public  Health 


2121  w  Taylor  Snet  (Room  113) 


615  North  Wolfe  Street 
Baltimore,    MD  2120S-2I79 

School  of  Public  Health 
Loan  Lfcjda  Uarmaliy 
HOI  Sum 

Lom.LMlda.CA    92350 


St.  Low.  Uarreratry 
3663  Lmdell  Bird  (4th  fl 
O'Doroidl  Hall 
Si  Louis,   MO  63108 

School  of  PuMk  Health 


:  School  of  Public  Health 
(0  State  Uatreratty 

to.    CA   92182-0405 


of  Publtc  Health 


Unrverttty  of  California  at  Lot  Aafda 


Ambent.  MA  01003-0037 


i.ajbor,    Ml   4*109-2029 


Cohnnbia,    SC   292M 


UahrenHr  of  South  Flood. 

MHH-104 

13201  Bruce  B.  Down  Bird 

Tampa.   FL  33«12-3«99 


New  York   NY    10032 

School  of  Public  Health 
Emory  (jirmtHy 

1518  Clifton  RoadNE 
Atlanta.  GA  30322 


Chapel  HHJ.   NC  27599-7400 


OWahotna  Cay.   OK  73104-S072 
QUiilr  School  of  PubHc  Health 


Tahuc  Uar-eraHy  Medical  Ceatcr 

NewOrieara,    LA   70112 


turrenrty  ofWaataBftM 
1959  N£  Pacific  (SC-30) 
Seame.    WA   9.195 


Honolulu.    HI   96122 


ASPHbt 
primary  « 
ASPrTtp 


no  of  the  27  icnoois  of  public  hi 
I  of  profeoknal  public  health  pe 
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nci 

NATIONAL 
CAPTIONING 
INSTITUTE, 
INC. 


NATIONAL  CAPTIONING  INSTITUTE 


SUBMITTED  TESTIMONY 
FY  1996  APPROPRIATIONS  REQUEST 


U.S.  DEPARTMENT  OF  EDUCATION 
MEDIA  AND  CAPTIONING  SERVICES 


MARCH  30,  1995 


National  Captioning  Institute 
1900  Gallows  Road,  Suite  3000 
Vienna,  VA  22182 
(703)  917-7600  (voice/TDD) 

Philip  W.  Bravin,  President 
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TESTIHOMY  SUBMITTED  TO  THE 
APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HHS,  AND  EDUCATION 


The  National  Captioning  Institute  (NCI)  appreciates  the 
opportunity  to  submit  testimony  concerning  FY  1996  appropriations 
for  the  U.S.  Department  of  Education's  Media  and  Captioning 
Services  division.  As  this  subcommittee  is  aware,  this  program  is 
authorized  to  fund  the  captioning  of  television  programs  for  deaf 
and  hard-of -hearing  people,  as  well  as  the  delivery  of  described 
television  services  to  the  visually-impaired. 

NCI  urges  the  committee  to  level  fund  this  program  for  fiscal 
year  1996. 

As  stated  in  a  Department  of  Education  document,  the  Media  and 
Captioning  Services  program  was  established  to  "alleviate  the  ever 
widening  educational,  cultural,  and  social  gulf  between  persons 
with  hearing  impairments  and  persons  with  normal  hearing".  The 
document  states  further  that  "closed-captioned  television  is  an 
excellent  example  of  cooperative  efforts  between  the  public  and 
private  sectors.  Department  funding  provides  approximately  40 
percent  of  the  current  programming  available,  the  networks  provide 
approximately  30  percent,  and  corporate  advertisers,  foundations, 
and  contributions  account  for  the  remaining  30  percent." 

Federal  funding  is  largely  responsible  for  the  evolution  of 
the  captioning  service.  It  was  federal  funds  that  helped  establish 
NCI  and  it  has  been  federal  funds  that  have  expanded  the  amount  of 
captioning  programming  available  on  television. 

Captioning  is  Vital  to  Deaf  and  Hard-of-Hearing  People 

Television  is  not  a  luxury  to  deaf  and  hard-of -hearing  people. 
It  is  a  necessity.  Television  is  their  primary  source  of 
information  and  entertainment.  They  are  not  able  to  turn  on  the 
radio  to  hear  the  most  up-to-date  news  report.  They  are  not  able 
to  turn  on  their  television  at  any  hour  and  choose  from  a  broad 
variety  of  programs  to  watch. 

Television  is  taken  for  granted  by  hearing  people.  Some 
complain  about  the  guality  of  television  programming.  Others  may 
not  watch  much  television  for  other  reasons.  But  in  all  cases, 
hearing  people  do  have  access  to  television  programming  and  can 
select  what  to  watch  from  a  variety  of  programming.  Deaf  and  hard- 
of-hearing  people  have  access  to  only  those  programs  that  are 
captioned.  To  a  certain  extent,  their  choices  have  already  been 
made. 
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Need  for  Continued  Funding 

In  1980,  when  NCI  first  began  its  captioning  service,  only  16 
hours  per  week  of  television  was  captioned.  Today,  as  a  result  of 
federal  funding,  over  800  hours  of  network,  public  television, 
syndicated,  and  cable  programming  are  available  per  week.  ABC, 
NBC,  and  CBS  now  broadcast  nearly  75  percent  of  their  nationally 
distributed  programming  with  captions,  including  100  percent  of 
prime  time  programming.  PBS  has  captions  on  all  of  its  nationally 
distributed  programming. 

However,  while  the  total  number  of  hours  of  captioned 
television  programming  has  increased,  there  are  still  too  many 
programs  that  are  not  captioned,  primarily  those  distributed  by 
cable. 

NCI  believes  that  the  cable  industry  wants  to  make  its 
programs  more  accessible  to  deaf  and  hard-of -hearing  customers. 
Federal  funds  are  necessary  to  make  this  happen,  just  as  federal 
dollars  were  needed  to  encourage  the  broadcast  networks  to  expand 
the  amount  of  captioning  on  their  programming. 

The  increase  in  captioning  available  on  the  networks  has  come 
about  because  of  funding  partnerships  created  with  the  private 
sector,  including  the  networks,  advertisers,  syndicators,  and 
producers.  However,  Department  of  Education  funding  has  been 
essential  in  spurring  on  this  private  sector  support. 

Captioning  Benefits  Hearing  People 

While  captioned  television  is  a  necessity  for  deaf  people,  it 
has  become  apparent  that  many  other  groups  also  benefit  from  it. 
Research  studies,  as  well  as  TeleCaption  decoder  sales  demonstrate, 
that  the  elderly,  people  learning  English  as  a  second  language, 
students,  and  others  benefit  from  captioned  television: 

Elderly:  Almost  40  percent  of  America's  expanding  elderly 
population  suffer  from  some  degree  of  hearing  loss.  Research 
has  shown  that  as  an  individual's  hearing  deteriorates, 
communication  with  others  declines  and  isolation  increases. 
Captioning  clearly  alleviates  this  and  helps  keep  people 
informed  about  the  world  around  them.  By  the  year  2000,  there 
will  be  over  11  million  people  over  the  age  of  65  who  suffer 
from  significant  hearing  loss. 

People  Learning  English  as  a  Second  Language:  Over  the  last 
several  years,  half  of  all  decoders  sold  in  the  United  States 
were  purchased  by  people  learning  English  as  a  second 
language.  There  are  over  30  million  people  in  the  United 
States  who  could  benefit  from  captioning  in  this  way. 

Elementary  School  Children:  Research  done  by  NCI  and  others 
and  numerous  testimonials  from  parents  have  shown  that 
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children  who  have  been  regularly  exposed  to  captioned 
television  often  have  better  reading  skills  than  their  peers. 
There  are  over  15  million  students  in  the  United  States  who 
could  benefit  from  the  captioning  service.  Additionally, 
captioning  also  benefits  children  with  learning  disabilities. 

Adult  Illiterates;  This  group,  estimated  to  be  about  22. 
million  people,  could  benefit  from  captioned  television. 

conclusion 

Over  the  last  15  years,  the  amount  of  captioned  programming 
has  increased  substantially.  However,  there  are  still  too  many 
programs  that  are  inaccessible  to  deaf  and  hard-of-hearing  viewers 
who  want  and  deserve  the  same  access  as  hearing  people. 

This  expansion  can  only  be  accomplished  with  federal  funds 
which  provide  captioning  agencies  leverage  to  raise  matching  funds 
from  the  private  sector.  Federal  funds  are  being  stretched  farther 
and  farther  by  reguiring  greater  matching  fund  reguirements.  As  a 
result,  the  federal  contribution  as  a  percentage  of  the  total  cost 
of  captioning  has  been  declining  in  recent  years  as  the  private 
sector  has  contributed  a  growing  percentage  of  funding. 

Federal  funding  of  captioning  under  the  Media  and  Captioning 
Services  program  has  resulted  in  a  very  tangible  benefit  to 
millions  of  deaf  and  hard-of-hearing  people  as  well  as  many  other 
hearing  viewers. 


The  National  Captioning  Institute  is  a  non-profit  corporation 
created  with  the  help  of  Congress  in  1979.  The  National  Captioning 
Institute  introduced  the  closed-captioning  television  service  in 
March  1980.  In  its  15-year  history,  NCI  has  expanded  access  to 
entertainment  media  for  deaf  and  hard-of-hearing  people.  In 
addition,  NCI  has  the  sole  responsibility  for  TeleCaption  decoder 
development,  consumer  research,  public  awareness  efforts,  and  many 
other  activities.  Headguartered  in  Vienna,  Virginia,  it  has 
offices  in  Hollywood,  New  York,  and  Peterborough,  England. 
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STATEMENT  OF  TONY  LANGBEHN 
February  23,  1995 

My  name  is  Eugene  Anthony  (Tony)  Langbehn,  member  of  AFSCME  Local  #2203  of  the 
American  Federation  of  State,  County  and  Municipal  Employees.  I  am  45  years  old,  and  I  have 
worked  for  the  Maryland  government  for  19  years. 

I  am  here  to  tell  you  about  my  own  experience  as  an  employee  of  the  State  of  Maryland 
working  in  an  office  building  in  Baltimore,  Maryland. 

Because  of  serious  indoor  air  problems  in  my  workplace,  I  have  developed  sick  building 
syndrome  and  multiple  chemical  sensitivity  over  the  past  two  years. 

While  I  have  always  had  allergies,  they  had  been  controlled  by  drugs.  I  am  allergic  to 
cigarette  smoke,  but  smoking  was  banned  in  my  office  in  1992.  In  December  1992,  a  parking 
garage  connected  to  my  office  building  was  reopened  and  I  began  to  smell  fuel  exhaust  in  my 
office.  I  began  to  have  upper  respiratory  difficulties,  headaches  and  occasional  nosebleeds. 
Sometimes  I  became  dizzy. 

Although  the  symptoms  would  subside  within  a  few  hours  of  leaving  work,  I  had  to  leave 
my  desk  to  work  in  locations  where  there  was  no  vehicle  exhaust.  Often  I  worked  in  the 
stairwell  which  was  separately  ventilated. 

I  obtained  a  publication  on  Indoor  Air  Quality  for  building  managers  from  the 
Environmental  Protection  Agency.  Vehicle  exhaust  was  one  of  the  major  indoor  air  quality 
problems  discussed.  I  gave  a  copy  to  my  building  manager,  but  he  gave  it  back  saying  he  didn't 
have  time  to  read  it. 

I  also  saw  a  expert  who  diagnosed  me  with  sick  building  syndrome  and  multiple  chemical 
sensitivity.  She  recommended  that  I  be  moved  to  a  cleaner  location.  When  I  asked  my 
supervisor,  she  denied  the  accommodation  and  informed  me  that  I  could  no  longer  leave  my  desk 
to  work  in  cleaner  air.  I  began  wearing  a  heavy  duty  respirator  to  work.  My  supervisor  made 
fun  of  me,  but  it  helped  reduce  the  symptoms. 

At  the  beginning  of  September,  1993  major  renovation  -  including  demolition,  burning, 
and  the  use  of  chemicals  —  began  on  the  floor  below  my  office.  Smoke,  odors,  chemicals  and 
dust  leaked  through  to  our  floor. 

These  new  exposures  were  even  too  much  for  my  respirator.  I  would  develop  headaches 
and  dizziness  within  a  few  minutes  after  entering  the  office.  I  had  difficulty  concentrating, 
thinking  clearly,  and  remembering  things.  My  eyes  became  blurred  and  I  had  difficulty  speaking 
because  my  throat  was  constricted.  Moreover,  these  severe  symptoms  did  not  disappear  in  a 
couple  of  hours  as  before.  I  had  to  go  on  sick  leave,  and  the  symptoms  remained  for  three  days. 
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My  physician  now  told  me  that  I  was  severely  disabled.  I  now  have  severe  symptoms 
when  exposed  to  paints,  copier  toner,  white  out,  newsprint,  certain  plastics,  and  vehicle  exhausts. 
Currently,  I  am  not  able  to  work. 

My  problems  could  have  been  prevented  if  my  complaints  about  the  exhaust  had  been 
taken  seriously,  if  someone  had  read  and  followed  the  EPA  guidelines,  if  someone  had  controlled 
the  fumes  and  dust  from  the  renovation.  But  no  one  took  the  problem  seriously,  and  there  was 
no  government  authority  there  to  force  the  employer  to  take  this  recognized  workplace  health 
problem  seriously. 

I  testified  before  OSHA  last  December  during  its  hearings  on  the  proposed  Indoor  Air 
Quality  standard.  Even  if  there  is  no  cure  for  my  condition,  I  felt  that  at  least  the  federal 
government  was  finally  taking  this  problem  seriously  and  that  others  who  come  after  me  will  not 
have  to  suffer  as  I  did. 

You  can  imagine  my  disappointment  when  I  learned  that  the  new  Congressional  leaders 
were  talking  about  prohibiting  OSHA  from  working  on  an  indoor  air  quality  standard.  An  OSHA 
standard  and  strong  enforcement  against  employers  who  "don't  have  time  to  read  the  book"  could 
have  made  a  difference  in  my  life  and  in  the  lives  of  thousands  of  other  workers  every  year. 

I  am  asking  the  Congresspersons  and  Senators  who  are  responsible  for  OSHA's  budget 
to  please  not  cripple  this  agency.  "Shrinking  government"  and  "Getting  government  off  our 
backs"  sound  like  good  slogans,  but  the  reality  is  that  a  weaker  OSHA  means  more  victims.  For 
me  and  others  like  me,  health  and  safety  regulations  and  enforcement  are  often  the  only  thing 
standing  between  a  productive  healthy  life  and  permanent  disability. 
Thank  you. 
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Mr.  Chairman,  members  of  the  Committee,  thank  you  for  enabling  NORD  to  submit  testimony  on 
behalf  of  funding  for  the  National  Institutes  of  Health  (NTH).  I  am  Abbey  Meyers,  President  of 
the  National  Organization  for  Rare  Disorders  (NORD),  which  represents  an  estimated  20  million 
Americans  with  more  than  5,000  rare  "orphan  diseases."  Under  the  federal  Orphan  Drug  Act  of 
1983,  a  rare  disorder  is  defined  as  any  disease  or  condition  affecting  fewer  than  200,000 
Americans. 

In  general,  rare  disorders  are  often  misdiagnosed  or  undiagnosed;  when  identified  properly,  they 
are  seldom  treated  appropriately;  and  they  are  frequently  hopeless  because  treatment  currently 
does  not  exist,  and  few  scientists  are  studying  them.  Even  in  cases  where  scientists  have  identified 
the  cause  of  a  disease  and  are  developing  a  treatment,  the  private  sector  is  rarely  interested  in 
commercializing  the  medicine  or  device  because  the  small  market  for  such  treatments  limits  their 
potential  profitability.  These  obstacles  to  identification,  treatments  and  cures  for  understudied 
rare  diseases  are  documented  in  the  report  of  the  National  Commission  on  Orphan  Diseases, 
which  was  submitted  to  Congress  in  1989. 

RQ1  Grants 

Mr.  Chairman,  it  is  safe  to  say  that  there  would  be  no  scientific  advancement  in  the  understanding 
of  rare  disorders  without  the  NIH.  The  NIH's  intramural  research  projects  and  extramural  basic 
and  clinical  research  grants  are  absolutely  essential  to  scientists  studying  these  disorders.  NIH's 
technology  transfer  activities  are  also  necessary  for  the  development  of  treatments  and  cures  for 
orphan  diseases.  Why?  Because  the  private  sector  is  simply  not  interested  in  pursuing  diseases 
that  affect  small  numbers  of  people. 

Approximately  4,000  of  the  estimated  5,000  orphan  diseases  are  genetically  based.  This  does  not 
necessarily  mean  they  are  hereditary;  new  mutations  can  occur  in  any  human  being  without 
warning.  Therefore,  we  have  to  thank  the  Congress  for  its  support  of  the  Human  Genome  Project 
which  is  unraveling  mysteries  that  mankind  has  sought  from  the  beginning  of  time.  However,  the 
fruit  of  the  Human  Genome  Project  must  be  translated  into  therapeutic  and  curative 
interventions  through  investigator  initiated  research  grants  (ROl's). 

The  entire  orphan  disease  community,  including  scientists,  patients  and  voluntary  health  agencies, 
is  very  concerned  about  the  shrinking  pool  of  funds  available  for  ROl  grants.  The  competition 
for  these  limited  funds  is  critical  to  the  alleviation  of  pain  and  avoidance  of  death  to  millions  of 
Americans,  yet  academic  scientists  have  less  than  a  15%  chance  of  their  proposals  being  funded. 
The  data  illustrates  that  MD's  have  less  chance  than  Ph.D.'s  to  obtain  funding.  This  means  that 
clinical  scientists,  who  actually  examine  and  treat  people  with  diseases,  are  less  likely  to  obtain 
funding  than  basic  scientists  who  have  little  or  no  contact  with  human  subjects.  While  basic 
scientific  discoveries  are  essential  to  scientific  progress,  translation  of  basic  science  into  useable 
knowledge  should  not  be  left  to  serendipity.  For  example,  a  discovery  about  the  inflammatory 
process  of  cells  is  likely  to  be  translated  by  the  commercial  sector  into  an  arthritis  drug,  while 
application  of  the  same  knowledge  to  diseases  like  Tay-Sachs  or  Sickle  Cell  Anemia  is  likely  to  be 
ignored.  Only  clinicians  who  work  with  these  patients  would  apply  that  basic  knowledge  to  these 
understudied  diseases,  and  their  only  source  of  funds  is  ROl  grants. 
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We  are  disturbed  that  congressional  earmarking  and  administration  targeting  of  NIH  funds 
subtracts  from  the  pool  of  money  available  for  investigator  initiated  research  grants.  Of  the 
President's  proposed  FY96  increase  of  $468  million  for  NTH,  only  $196  million  is  slated  to  go  to 
investigator  initiated  ROl  grants.  The  remainder  is  targeted  to  specific  programs. 

The  non-telethon  diseases  hurt  just  as  much,  and  are  every  bit  as  deadly,  as  the  better  known 
diseases  that  seem  to  afflict  publicly  recognized  personalities.  Consequently,  the  sums  put  aside 
to  study  "diseases  of  the  month"  leave  a  smaller  slice  of  the  funding  pie  for  ROl  grants.  We  ask 
you  to  examine  whether  the  huge  sums  spent  on  diseases  in  the  news  accomplishes  more  than 
these  dollars  would  if  they  were  spent  instead  on  the  high  quality  competitive  ROl  grants  that 
receive  high  scores  but  increasingly  go  unfunded. 

Gene  Therapy 

Human  gene  therapy  was  originally  conceived  as  a  technology  that  would  provide  treatments  and 
cures  for  hereditary  diseases.  Despite  the  original  intent  of  the  pioneer  scientists,  gene  therapy 
experiments  today  are  overwhelmingly  aimed  not  at  genetic  diseases,  but  at  cancer  and  HTV. 
Editorials  in  the  October  1994  issue  of  the  journal,  Human  Gene  Therapy,  confirm  that  the  cost 
of  vector  manufacturing  requires  involvement  of  biotechnology  companies,  but  they  are  aiming  at 
the  most  lucrative  and  prevalent  diseases  ("Gene  Therapy  and  Genetic  Diseases:  Revisiting  the 
Promise."  Meyers,  A;  "Yes.  Abbey.  You  Are  Right."  Anderson,  W.F.).  Congress  recognized  this 
problem  in  the  FY94  appropriations  report  (H.R.  2518),  which  directed  NIH  to  place  a  high 
priority  on  an  "accelerated,  focused  initiative  on  gene  therapy  for  hereditary  rare  disorders." 

To  address  this  problem,  NIH  plans  to  issue  a  request  for  applications  to  establish  as  many  as 
three  national  laboratories  for  vector  production  and  maintenance,  for  gene  therapy  on  diseases 
that  the  commercial  sector  is  not  pursuing.  The  National  Gene  Therapy  Vector  Laboratory 
Program  will  require  $1  million  for  the  initial  phase  of  the  program  that  would  provide  the 
infrastructure  for  the  development  and  manufacture  of  "vectors"  (genetically  engineered  viruses). 
During  following  years  additional  funds  will  be  needed  to  produce  and  distribute  quantities  of 
vectors  to  academic  scientists  in  compliance  with  FDA  approved  standards. 

This  lifesaving  program  will  be  co-funded  by  several  of  the  NIH  research  Institutes  and  the 
National  Center  for  Research  Resources  (NCRR).  Gene  therapy  clinical  trials  could  be  pursued  at 
the  General  Clinical  Research  Centers  (GCRC's)  under  NCRR  if  this  committee  appropriates 
sufficient  funds. 

Mr.  Chairman,  last  year  the  German  government  solicited  30  gene  therapy  proposals  and  in 
response  received  180  applications.  The  French  government  has  set  aside  $50  million  for  clinical 
research  on  gene  therapy  at  university  hospitals.  The  European  Union  (EU)  has  appropriated 
$336  million  for  pharmaceutical  and  biotechnology  research  related  to  nine  priority  areas;  one  of 
them  it  rare  diseases.  Japan  has  also  set  aside  millions  of  dollars  to  support  research  on  orphan 
drugs  and  gene  therapy  for  rare  diseases.  Our  great  country,  Mr.  Chairman,  sets  aside  only  $15 
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million  per  year  for  FDA  Orphan  Products  Research  Grants,  which  is  the  only  source  of  federal 
funds  directly  targeted  for  clinical  research  on  rare  diseases.  The  USA  can  no  longer  afford  to 
ignore  this  problem,  and  the  funding  required  is  minimal  in  comparison  to  the  potential  payoff 

Rare  Disease  Clinical  Associate  Physician  Research  Training  Awards 

Attracting  researchers  to  rare  diseases  is  a  particularly  difficult  problem  if  there  has  been 
inadequate  exposure  to  rare  disease  research  in  medical  school  and  academic-based  training 
programs.  To  expand  the  number  of  available  trained  clinical  researchers  to  devote  time 
specifically  to  rare  diseases,  we  recommend  the  creation  of  post-doctoral  clinical  research  training 
fellowships.  Existing  programs  would  be  used  to  identify  and  administer  those  investigators 
selected  to  be  Rare  Diseases  Research  Fellows.  A  three-year  period  is  considered  essential  to 
capture  the  career  research  interest  of  potential  investigators  and  to  expose  the  investigator  to  a 
level  of  training  and  experience  adequate  to  facilitate  their  later  success.  Individuals  competing 
for  this  award  would  include  those  clinician-scientists  who  have  already  completed  research 
training  programs  and  are  now  looking  for  a  specific  area  to  focus  their  research  career.  Lack  of 
funds  directed  to  rare  disease  research  has  been  a  major  deterrent  to  investigators  who  might  want 
to  concentrate  their  careers  on  rare  diseases. 

We  request: 

•  $900,000  the  first  year  (15  Physician  Research  Fellowships  at  $60,000  each  -$53,000  for 
salaries,  $6,000  for  laboratory  supplies,  and  $1,000  for  travel) 

•  $2.7  million  the  second  year  (15  Second  year  Fellows,  30  First  Year  Fellows) 

•  $4.5  million  the  third  year  (15  Third  Year  Fellows,  30  Second  Year  Fellows,  and  30  First  year 
Fellows) 

•  $5.4  million  the  fourth  year  and  thereafter  (30  each  of  the  Third,  Second,  and  First  Year 
Fellows) 

Rare  Disease  Clinical  Research  Database  and  Monitoring  System 

In  the  report  language  accompanying  the  NIH  fiscal  year  1995  appropriations,  the  Senate 
Appropriations  Committee  stated  .  .  .  "The  Committee  is  pleased  with  the  initiation  of  planning 
for  the  rare  disease  clinical  research  database  .  .  .  funds  are  provided  to  enable  the  Office  to  move 
ahead  with  implementation  of  the  database."  The  NIH  Office  of  Rare  Disease  Research  has 
moved  out  of  the  planning  stages  and  is  now  involved  in  the  implementation  of  this  program  to 
develop  a  user  friendly  database  that  will  link  patients  and  research  investigators.  The  Office  is 
expected  to  award  a  contract  in  the  very  near  future  for  the  development  and  implementation  of  a 
national  rare  disease  clinical  research  database.  The  Office  has  sought  advice  from  the  voluntary 
health  organizations,  research  scientists  and  NIH  intramural  and  extramural  research  communities. 
The  anticipated  completion  date  for  this  database  and  information  system  is  18  to  24  months  after 
the  award  of  the  contract.  Current  funding  levels  for  this  activity  should  remain  the  same  as  the 
appropriation  for  fiscal  year  1995  ($750,000). 
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An  estimated  $500,000  per  year  will  be  required  in  fiscal  year  1997  and  thereafter  to  maintain  the 
database  and  monitoring  system.  These  costs  are  associated  with  the  maintenance,  distribution, 
and  revision  of  information  contained  in  the  Rare  Disease  Clinical  Research  Database  and 
Monitoring  System.  Enhancement  and  maintenance  of  the  rare  disease  directory  will  be  required 
to  ensure  the  applicability  of  the  rare  disease  directory  to  the  rare  disease  research  programs 
supported  by  NIH  An  existing  information  system,  the  National  Cancer  Institute's  successful 
Physician  Data  Query  (PDQ)  System,  serves  as  a  model  for  the  rare  diseases  database. 

Office  for  Rare  Disease  Research 

Mr.  Chairman,  we  hope  this  committee  will  support  Senator  Hatfield's  bill,  S.184,  the  Office  for 
Rare  Diseases  Act,  which  will  provide  a  permanent  home  for  orphan  diseases  at  NIH.  Right  now 
without  the  authority  of  a  mandated  office,  there  is  no  coordination  of  research  efforts  at  the 
various  Institutes  because  no  one  has  the  authority  to  require  cooperation  and  pooling  of 
resources.  S.184  will  formalize  the  office  that  was  created  voluntarily  by  NIH  some  years  ago, 
but  will  also  provide  a  staff,  a  budget,  and  sufficient  authority  for  the  office  to  monitor  rare 
disease  research  programs,  avoid  waste  and  duplication,  and  reach  outside  of  NIH  to  other 
government  departments  with  a  biomedical  research  mission  (e.g.,  CDC,  VA,  Dept.  of  Energy, 
etc.). 

National  and  International  Efforts  on  Rare  Disorder  Research 

The  United  States  was  the  first  government  in  the  world  to  recognize  its  responsibility  to  fill  a 
void  in  the  biomedical  research  enterprise  that  evolved  out  of  the  disinterest  of  the  commercial 
sector.  The  Orphan  Drug  Act  of  1983  was  a  humanitarian  and  pragmatic  solution  to  an  economic 
problem  that  became  a  model  of  creative  government  intervention  for  the  rest  of  the  world. 
Singapore  and  Japan  have  since  enacted  orphan  drug  legislation,  Germany  and  France  have 
initiated  orphan  disease  research  programs,  and  the  European  Union  (EU)  is  currently  designing  a 
statute  modeled  on  our  orphan  drug  legislation. 

The  United  States  must  maintain  its  leadership  in  this  competitive  arena,  but  without  the  basic  and 
clinical  research  supported  by  NIH  at  academic  facilities  throughout  the  nation,  and  without  a 
targeted  initiative  for  gene  therapy  on  hereditary  diseases,  America  will  no  longer  lead  the  world. 
Instead,  we  will  be  followers  of  new  technology,  we  will  be  purchasers  of  imported  medications, 
and  we  will  trail  in  development  of  biotechnology  and  gene  therapy  breakthroughs. 

We  ask  this  committee  to  invest  in  targeted  orphan  disease  research  and  training  programs,  the 
NIH  Office  for  Rare  Diseases,  and  the  abatement  of  morbidity  and  mortality  for  orphan  disease 
patients  throughout  our  nation.    Thank  you. 
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My  name  is  Irvig  Lipskind.  I  am  President  of  the  Montgomery  County,  Maryland 
Stroke  Club,  a  nonprofit  organization  for  stroke  survivors  and  their  families  This 
club  consists  of  some  400  members  as  well  as  about  100  professionals.  Among 
them  are  therapists,  physicians  and  other  caregivers.  Our  members  range  in  age 
from  the  teens  to  eighty  plus.  Some  manifest  little  visible  signs  of  stroke.  Others 
either  have  lost  the  ability  to  speak  or  need  assistance  to  walk,  dress,  bathe  and 
eat.  Reportedly  close  to  one  million,  throughout  our  nation,  are  confined  to  their 
homes  or  are  in  nursing  centers  with  little  control  over  bodily  functions  due  to 
stroke.  There  are  frightening  numbers  of  people,  thousands  a  year,  who 
experience  transient  ischemic  attacks  (TIAs)  or  mini-strokes  who  are  unaware  that 
they  are  candidates  for  a  major  stroke.  I  was  such  a  person  in  1977  while  serving 
as  Principal  of  the  Singapore  American  School  in  Singapore,  part  of  an  exchange 
program  of  the  public  school  system  in  Montgomery  County,  Maryland 

My  career  as  a  school  administrator  spanned  thirty  years,  29  of  those  in 
Montgomery  County,  Maryland.  The  experience  gained  by  working  in  Singapore 
was  to  assist  me  in  developing  a  second  career-teaching  English  to  speakers  of 
other  languages  (ESOL). 

In  1985,  eight  years  after  my  TIA  (mini-stroke),  I  suffered  the  major  stroke.  The 
period  that  followed  was  to  become  the  greatest  challenge  my  family  and  I  would 
face.  Looming  heavily  upon  us  was  the  uncertainty  of  whether  or  not  I  would  live, 
and  if  I  lived,  would  I  be  able  to  function.  The  answers  came  over  the  next  six 
months.  When  the  bleed  on  the  left  hemisphere  of  my  brain  subsided,  I  was  left  a 
hemiplegic,  paralyzed  on  the  right  side— my  dominant  side.  I  lost  the  ability  to 
speak,  became  incontinent  and  was  an  emotional  mess. 

With  a  great  deal  of  therapy,  physical  and  chemical,  I  overcame  most  of  these 
deficits.  I  am  no  longer  incontinent,  my  ability  to  speak  returned  and  I  am 
emotionally  stable.  But,  I  still  have  limited  use  of  my  right  side-hand,  arm,  and 
leg-and  I  find  articulation  difficult. 

I  had  to  retire  in  1986,  the  year  of  my  stroke.  Obviously,  I  could  not  pursue  my 
intended  second  career.  But,  I  have  become  a  "professional  volunteer,"  helping 
disabled  people  learn  how  to  help  themselves 
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I  am  encouraged  by  the  current  work  of  the  National  Institute  of  Neurological 
Disorders  and  Stroke  (NINDS)  on  stroke  prevention  and  rehabilitation.  Stroke  is 
America's  third  most  common  cause  of  death  and  the  leading  cause  of  serious 
disabilities. 

When  you  suffer  a  stroke,  you  begin  to  think:  how  did  it  happen?  Could  it  have 
been  avoided?  Can  it  happen  again?  Will  the  financial  burden  be  too  great?  If  I 
suffer  another  stroke,  I  would  look  to  the  NINDS  for  answers. 

Every  minute  someone  in  the  United  States  suffers  a  stroke.  Annually  stroke 
strikes  500,000  Americans,  killing  nearly  30  percent  of  the  victims  and  leaving 
most  survivors  permanently  disabled.  Women  constitute  about  60  percent  of  the 
stroke  deaths.  Stroke  places  blacks  at  a  much  higher  risk  of  disability  and  death 
than  whites.  Stroke  occurs  primarily  in  the  elderly,  but  also  can  strike  newborns, 
the  young  and  drug  abusers.  In  1995,  stroke  will  cost  this  nation  an  estimated  $21 
billion  to  $25  billion  in  medical  costs  and  lost  productivity. 

Many  die  of  stroke  and  many  survivors  are  among  the  "living  dead."  They  need 
help  to  feel  worthwhile.  We  pride  ourselves  in  the  United  States  as  having  brilliant 
scientists.  Let  us  put  these  minds  to  work  for  us.  The  estimated  FY  1995  funding 
of  NTNDS-supported  stroke  research  is  only  $69  million. 

Please  grant  the  NINDS  $95.5  million  to  support  planned  stroke  research  on 
prevention  and  recovery  and  to  develop  improved  rehabilitation  techniques  and  to 
accelerate  the  work  in  restorative  neurology  to  restore  functions  in  stroke 
survivors. 

It  is  my  fervent  hope  that  no  one  will  have  to  know  the  complete  devastation  of 
the  experience  of  stroke. 

Thank  you  for  your  time  today.  I  pray  that  your  decision  will  make  for  a  better 
tomorrow. 
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My  name  is  Warren  Greenberg.  I  am  a  professor  of  health  economics  and  of  health  care 
sciences  at  The  George  Washington  University.  I  am  married  and  have  a  20-year-old 
daughter. 

I  advocate  an  increased  appropriations  for  the  National  Heart,  Lung,  and  Blood  Institute.  I  am 
a  victim  of  heart  disease  and  as  a  beneficiary  of  the  efforts  of  medical  researchers  to 
overcome  this  disease.  I  might  also  add  that  I  am  a  member  of  Mended  Hearts,  Inc.,  a  support 
group  of  24,000  members  throughout  the  United  States  who  have  heart  disease,  and  I  have 
been  appointed  lobbying  and  legislation  chairperson  of  that  group-a  volunteer  position. 

I  am  50  years  old.  I  was  bom  with  aortic  stenosis,  a  narrowing  of  the  heart  valve.  Throughout 
my  entire  life  I  have  lived  with  heart  disease,  often  incredibly  severe. 

When  I  was  in  my  early  teens,  my  physicians  did  not  allow  me  to  play  high-school  inter-mural 
sports,  although  I  was  a  fine  young  athlete.  At  the  age  of  eighteen  I  was  told  not  to  play  ball 
under  any  circumstances.  In  my  early  20s  I  was  told  to  climb  no  more  than  two  flights  of  stairs. 
By  my  early  and  mid-thirties  I  began  to  climb  steps  more  and  more  slowly,  often  pausing  to 
rest.  I  never  carried  an  attache  case  home  from  work.  It  was  too  heavy.  I  would  often 
balance  a  large  book  on  my  hips,  rather  than  carrying  it  outright,  in  order  to  blunt  the  weight.  I 
would  walk  two  or  three  blocks  on  a  level  street  to  avoid  going  up  three  or  four  steps  at  the  end 
of  particular  blocks.  I  could  barely  lift  my  newborn  child;  I  could  not  help  my  wife  take  in  the 
grocery  bags.  I  was  a  cardiac  cripple. 

On  May  7,  1982,  at  the  age  of  39,  I  had  open-heart  surgery  at  the  Cleveland  Clinic  to  replace 
my  diseased  valve  with  the  valve  of  a  pig.  After  my  six-week  recuperative  period  I  was 
amazed  to  find  that  not  only  was  I  able  to  walk,  but  was  also  able  to  play  tennis,  to  jog,  and  to 
exercise.  I  was  able  to  live  a  normal  life. 

By  August  1988,  however,  my  new  valve  had  failed.  On  August  31,  I  again  had  cardiac 
surgery  at  the  Cleveland  Clinic  to  replace  the  failed  pig  valve  with  an  artificial  plastic  valve, 
known  as  the  St.  Jude's  valve.  I  am  again  able  to  live  a  relatively  normal,  very  productive  life. 
And  I  am  deeply  thankful  for  it. 

I  still  take  a  blood-thinning  medicine,  Coumadin,  which  helps  prevent  clots  on  my  new  valve.  At 
the  same  time,  because  of  the  medicine,  I  must  be  cognizant  and  careful  of  excessive 
bleeding.  In  1983  I  contracted  bacterial  endocarditis,  an  infection  of  the  heart  valve,  from 
dental  surgery  which  kept  me  in  the  hospital  for  six  weeks.  Whenever,  I  have  dental  work,  I 
now  get  intravenous  penicillin  to  protect  me  against  such  infections.  I  realize  that  my  valve,  as 
a  mechanical  device,  may  fail  at  any  time  in  the  future. 

For  nearly  twelve  years,  thanks  to  the  fruits  of  medical  research,  I  have  been  able  to  travel 
abroad  at  least  once  a  year,  to  jog  in  the  park,  to  be  a  productive  author  of  many  scholarly 
articles  and  a  number  of  books  on  the  health  care  economy.  I  have  been  quoted  often  on  my 
views  of  the  U.S.  health  care  system  and  have  made  many  television  appearances.  If  it  were 
not  for  the  advances  in  research  leading  to  improved  techniques  in  open-heart  surgery  I  would 
not  have  seen  my  fortieth  birthday.  I  would  not  be  able  to  look  forward  to  a  life  of  many 
rewards  and  enjoyments. 
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As  an  economist  I  observe  continually  the  link  between  monetary  resources  and  the 
development  of  innovation  and  technology.  Health  care  research,  and  cardiovascular  research 
in  particular,  is  no  exception.  I  also  understand  as  an  economist  that  there  are  always 
competing  uses  for  appropriated  monies.  However,  cardiovascular  diseases  last  year  killed 
more  than  925,000  Americans,  more  than  150,000  of  whom  are  under  age  65.  Despite 
advances  in  medical  research,  these  diseases  remain  the  number  one  killer  in  the  United 
States  and  a  leading  cause  of  disability.  From  my  personal  perspective  and  for  those  in 
Mended  Hearts  Inc.  and  others  in  the  United  States  who  have  heart  disease  or  will  get  it  in 
their  lifetime,  I  ask  for  an  increase  in  appropriations  for  the  NHLBI  to  $1.5  billion,  to  help 
reduce  further  the  incidence  and  degree  of  heart  disease. 
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STATEMENT  FOR  THE  RECORD  BY  THEODORE  W.  VAN  ZELST,  CFIDS  ASSOCIATION  &  MINANN,  INC. 

TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 

LABOR,  HEALTH  &  HUMAN  SERVICES,  EDUCATION  AND  RELATED  AGENCIES 

Washington,  DC  January  24, 1995 


Funding  for  Medical  Research,  Education  and  Information  Systems 
for  Chronic  Fatigue  Syndrome  (CFS) 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Theodore  W.  Van  Zelst,  president  of  Minann, 
Inc.,  a  foundation  which  has  been  active  since  1984  on  matters  concerned  with  Chronic  Fatigue 
Syndrome  (CFS).  This  disease  has  been  defined  by  the  Centers  for  Disease  Control  and  Prevention 
and  is  also  known  as  Chronic  Fatigue  Immune  Dysfunction  Syndrome  (CFIDS).  I  am  a  member  of 
the  Public  Policy  Advisory  Committee  organized  by  the  CFIDS  Association  of  America,  Charlotte, 
NC,  which  represents  those  who  are  afflicted  with  the  disease. 

At  the  October,  1994  research  and  clinical  conferences  held  under  the  auspices  of  the  American 
Association  for  Chronic  Fatigue  Syndrome  in  Fort  Lauderdale,  FL,  medical  professionals  and  patients 
were  in  attendance.  In  a  keynote  address,  Anthony  Komaroff,  MD,  one  of  the  early  researchers  of 
CFS,  commented,  "If  this  meeting  had  been  held  10  years  earlier,  it  could  have  been  held  in  the 
cloakroom  since  there  would  have  been  an  attendance  of  4  rather  than  the  400  at  the  1994  meeting." 
Medical  conferences  of  this  type  have  become  much  more  patient  friendly;  about  40%  of  the 
participants  were  patients  Dr.  Komaroff  noted  that  the  number  of  scientists  studying  this  illness 
continues  to  grow.  He  reported  that  the  number  of  published  research  articles  on  this  disease  during 
the  past  year  increased  to  several  hundred,  compared  to  five  years  ago  when  there  might  have  been  ten 
articles  published.  Much  has  been  undertaken  in  the  study  of  this  disease;  but  much  remains  to  be 
done. 

As  many  of  the  doctors  presenting  papers  at  the  Florida  Conference  noted,  CFS  is  a  very  complex 
illness.  It  can  appear  suddenly  and  not  go  away.  Others  are  fortunate  to  have  the  disease  go  into 
remission  after  a  period  of  years. 

Dr.  Philip  Lee,  Assistant  Secretary  of  Health,  speaking  at  the  above  conference,  stated  that  about  20% 
of  the  nation's  physicians  now  consider  Chronic  Fatigue  Syndrome  a  distinct  illness.  Lee 
commented,  "for  a  long  time,  a  lot  of  physicians  would  just  dismiss  it  as  being  'all  in  your  head';  but 
we  are  finding  more  and  more  doctors  are  looking  at  it  as  a  real  and  treatable  disease."  These 
comments  by  Dr.  Lee,  show  the  continuing  problem  --  that  of  educating  physicians  about  this 
mysterious  illness.  The  CDC  has  been  addressing  this  issue  --  but  it  is  apparent  that  much  more  has 
to  be  done.  One  area  of  education  which  should  be  immediately  undertaken  is  that  of  preparation  of 
educational  materials  and  short  courses  on  CFS  for  use  in  medical  schools  across  the  country.  This, 
of  course,  requires  knowledgeable  instructors  who  are  familiar  with  the  disease. 

STATEMENT  FOR  THE  RECORD 
By:  Theodore  W.  Van  Zelst 
Minann,  Inc. 
Box  582,  Glenview,  IL  60025 
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This  Committee  has  given  continuing  support  for  funding  of  research,  education  and  surveillance 
systems  through  the  National  Institutes  of  Health  (NIH)  and  the  Centers  for  Disease  Control  and 
Prevention  (CDC).  In  1984,  it  was  this  Committee  which  took  the  leadership  role  in  working  with 
the  NIH  and  CDC  to  develop  a  better  understanding  of  this  disease,  to  find  out  what  percentage  of  the 
population  it  affects,  and  to  work  to  develop  a  diagnostic  technique,  treatments  and  a  cure.  Presently, 
there  is  no  definitive  test  to  determine  a  diagnosis  of  CFS.  There  is  still  no  identification  of  the 
etiologic  agent  causing  the  disease.  Appropriate  prevention  and  treatment  strategies  have  to  be 
developed. 

Minann,  Inc.  which  has  been  active  in  assisting  CFS  patients  for  1 1  years,  sees  the  letters  of 
patients  pleading  for  assistance.  Numerous  books  have  been  written,  and  there  has  been  a  continuing 
proliferation  of  magazine,  newspaper  and  other  media  stories  about  the  disease.  Some  physicians  and 
patients  are  now  in  contact  through  electronic  bulletin  boards. 

The  International  Chronic  Fatigue  Syndrome  Study  Group  with  members  representing  the  CDC, 
NIH,  Harvard  University,  other  internationally  prominent  medical  institutions  and  many 
knowledgeable  individuals  have  revised  the  Case  Definition  of  CFS  published  in  the  December  15, 
1994  issue  of  Annals  of  Internal  Medicine.  The  new  definition  addresses  some  of  the  criticisms  of  the 
1988  Case  Definition  and  attempts  to  elucidate  research  and  diagnostic  parameters  for  the  illness.  The 
authors  clarify  the  symptom  of  fatigue  in  CFS  as  "severe  mental  and  physical  exhaustion,  which 
differs  from  somnolence  or  lack  of  motivation  and  which  is  not  attributable  to  exertion  or  diagnosable 
disease."  The  study  group  defined  two  major  classification  categories,  Chronic  Fatigue  Syndrome, 
and  Idiopathic  Chronic  Fatigue  with  the  latter  being  explained  as "  clinically  evaluated,  unexplained 
chronic  fatigue  that  fails  to  meet  criteria  for  Chronic  Fatigue  Syndrome."  They  stress  the  necessity  of 
establishing  standard  methods  for  reporting. 

A  unique  collaboration  resulted  in  publishing  this  definition  as  Ms.  Kim  Kenney  of  the  CFIDS 
Association  of  America  remarked,  "The  revised  definition  is  a  testament  to  the  value  of  forming  a 
partnership  between  medical  professionals  and  patient  advocates  to  resolve  issues  that  are  critically 
important  to  both." 


The  working  relationship  is  greatly  improved  between  patients,  patient  organizations,  NIH,  CDC,  and 
other  governmental  organizations.  There  is  a  better  understanding  of  the  mutual  needs  and  objectives 
of  the  various  groups. 

Confusion  over  the  earlier  Case  Definition  of  CFS  has  been  a  major  problem  in  research  studies.  It  is 
expected  the  revised  Case  Definition  which  is  a  result  of  the  input  of  many  researchers  will  assist 
medical  professionals  in  future  diagnosis  and  research.  The  new  Case  Definition  can  be  of  assistance 
in  determining  when  Social  Security  Disability  benefits  should  apply  to  CFS  patients. 
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In  cooperation  with  patient  groups,  the  CDC  has  published  a  new  Information  Booklet  on  CFS  which 
is  available  for  national  distribution. 

Insurance  companies  and  health  maintenance  organizations  (HMOs)  which  at  one  time  tried  to  keep  a 
distance  from  this  disease,  are  just  now  beginning  to  show  interest  in  obtaining  information. 

Based  on  our  long  term  observation,  we  see  some  specific  areas  which  need  research  by  the  National 
Institutes  of  Health  internally  or  through  extra-mural  grants. 


NATIONAL  INSTITUTES  OF  HEALTH  fNIH)1 
NATIONAL  INSTITUTE  OF  ALLERGY  &  INFECTIOUS  DISEASES  (NIAID) 

We  urge  the  support,  recommendation  and  funding  by  this  Committee  to: 

1)  Study  of  CFS  patients  in  remission.  Research  papers  and  experience  have  indicated 
that  for  some  the  disease  relents  after  a  few  years  and  life  can  become  more  normal. 
Why,  for  some,  do  the  symptoms  then  re-occur,  while  for  others,  years  go  by  with  no 
sign  of  progress-  and  there  is  a  loss  of  hope? 

2)  Studies  to  determine  if,  as  it  appears,  patients  in  remission  may  have  received  serious 
damage  to  their  immune  systems.  If  so,  are  there  ways  to  restore  the  immune  system? 
Is  there  a  treatment  or  prevention?  Can  complete  recovery  ever  occur;  under  what 
conditions? 

3)  Expand  Small  Grants  Programs  directed  toward  extra-mural  research  efforts. 

4)  Continued  funding  of  the  three  National  CFS  Research  Centers  which  have  been  very 
effective  in  research  studies  and  in  the  coordination  of  research  efforts. 
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CENTERS  FOR  DISEASE  CONTROL  &  PREVENTION  (CDC) 

We  urge  this  Committee  to  earmark  funding  for  CFS  studies  including  those  which 
were  supported  by  FY  1994  funding  and: 

1)  Study  pregnancy  and  the  possible  effects  of  CFS  on  the  mother  and  child.  The  CDC 
Surveillance  Studies  identify  the  fact  that  many  of  the  CFS  patients  are  young  women 
of  child  bearing  age.  The  study  of  pregnancy  related  aspects  of  CFS  should  be  a  high 
priority  research  issue,  yet  has  received  minimum  attention. 

2)  Study  the  disease  as  it  relates  to  multiple  family  members  being  afflicted  which  may 
shed  understanding  of  the  means  of  transmission,  and  thus,  the  contagion  factor. 

3)  Education  to  equip  future  doctors  in  medical  schools  across  the  country  with  up-to- 
date  information  and  training  on  Chronic  Fatigue  Syndrome. 

4)  Expand  on-going  studies  of  the  percentages  of  health  professionals  afflicted  with  CFS. 
Anecdotal  experience  suggests  that  these  percentages  many  be  higher  than  now 
recognized. 

We  know  that  others  will  present  testimony  on  other  CFS  issues  related  to  funding  and  governmental 
support. 

Not  all  of  the  CFS  research  funding  comes  from  the  federal  government.  A  considerable  amount  of 
funding  is  privately  raised  with  patients,  clinics,  hospitals,  and  state  health  organizations  providing 
additional  research.  However,  research  undertaken  and  coordinated  by  the  N1H,  the  CDC  and  the 
National  CFS  Centers  remains  central  to  solving  the  mystery  of  this  debilitating  disease  which  afflicts 
so  many  individuals  who  seek  to  be  well  enough  to  live,  work  and  become  productive  citizens  once 
again. 

On  behalf  of  the  dedicated  CFS  researchers,  patients  and  their  supporting  families,  we  thank  this 
Committee  for  its  leadership  role  in  the  support  of  studies  on  this  illness.  Without  the  leadership  of 
this  Committee  over  the  last  eleven  years,  little  medical  progress  would  have  been  made  We  ask  you 
to  continue  the  encouragement  and  support  of  CFS  research  studies. 

The  CF1DS  Association  of  America,  Inc.  Minann,  Inc. 

P.O.  Box  220398  P.O.  Box  582 

Chariotte,  NC  28222  Glenview,  IL  60025 

phone:    l-(800)-442-3427 

FAX:    (704)  365-9755  FAX:  (708)  724-0924 
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Executive  Summary  of  FLSA  Enforcement  in  Cable  Industry 


RTK  Corporation  ("RTK")  is  incorporated  in  New  Jersey  and  is  the  largest 
cable  television  installation  contracting  firm  in  the  United  States,  employing  350 
installers.  Until  1991,  RTK  used  independent  subcontractors  to  provide  the  labor 
necessary  to  install  cable  service  for  cable  television  operating  companies  in  New 
Jersey,  New  York,  and  other  locations.  In  late  November,  1990,  after  a  series  of 
investigations  initiated  by  the  Department  of  Labor  ("DOL"),  the  New  York  Regional 
Solicitor  filed  a  civil  action  to  restrain  RTK  from  engaging  in  alleged  violations  of  the 
minimum  wage  and  overtime  provisions  of  the  Fair  Labor  Standards  Act  ("FLSA"). 
The  result  of  this  action  was  to  force  RTK  to  stop  using  subcontractors  as  installers. 

DOL  acted  against  RTK  because  it  believed  that  the  individuals  RTK 
contracted  with  to  install  cable  service  were  employees,  and  not  independent 
subcontractors,  under  the  FLSA  "economic  reality"  test.  Although  RTK  disagreed 
with  DOL's  interpretation  of  RTK's  relationship  with  the  installers,  and  had  been 
unaware  that  the  FLSA  covered  the  installers,  eventually  both  parties  agreed  to 
settle  the  case.  Settlement  consisted  of  RTK  paying  more  than  $300,000  in  back 
wages  and  the  entry  of  a  consent  judgment  in  which  RTK  agreed  prospectively  to 
treat  installers  as  employees,  not  as  independent  subcontractors. 

Since  the  1991  settlement,  RTK  has  developed  a  comprehensive  conversion 
plan  with  a  budget  currently  in  excess  of  one  million  dollars,  which  has  resulted  in 
RTK  converting  all  of  its  work  force  to  employees  and  instituting  an  extensive 
training  program  for  employee  installers.  RTK's  training  program  focuses  heavily  on 
safety  issues,  such  as  prevention  of  workplace  accidents.  The  company's  rationale  is 
twofold:  RTK  is  concerned  for  the  safety  and  well-being  of  its  employees  and  it 
wishes  to  minimize  accidents,  which  leads  to  lower  workers'  compensation  insurance 
rates  and  fewer  lost  work  days.  Further,  with  cable  technology  progressing  so 
quickly,  RTK  believes  that  well-trained  customer-service-oriented  installation  crews 
will  be  better  equipped  to  serve  the  public  as  technological  advances  bring  the  future 
into  the  present. 

As  a  result  of  its  conversion  efforts,  RTK  is  now  in  compliance  with  the  FLSA, 
and  its  employee  installers  receive  paid  training,  workers'  compensation  benefits,  and 
fair  pay.  In  stark  contrast,  many  of  RTK's  principal  competitors  still  treat  their 
installers  improperly  as  independent  subcontractors,  thus  depriving  those  individuals 
of  minimum  wage,  overtime  wages,  and  workers'  compensation  benefits,  which  allows 
the  competitors  to  compete  unfairly  against  RTK.  A  particularly  egregious  practice 
RTK's  competitors  continue  to  follow  is  sending  potential  subcontractors  to  RTK  for 
paid  training  and  then  taking  them  on  as  their  own  subcontractors. 

Incredibly,  despite  DOL's  enforcement  of  the  FLSA  against  RTK,  the 
Company's  competitors  continue  to  flout  the  law,  and  have  done  nothing  to  modify 
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their  practices  that  violate  the  FLSA.1  Ironically,  when  RTK  was  engaged  in 
settlement  negotiations  with  DOL,  it  explicitly  stated  its  concern  that  the 
requirement  to  treat  its  installers  as  employees  would  place  it  at  a  distinct  economic 
disadvantage  to  its  competitors  if  they  continued  to  utilize  installer  subcontractors 
instead  of  being  required  to  treat  them  as  employees. 

Indeed,  RTK  made  clear  that  it  would  not  be  financially  feasible  for  RTK  to 
agree  to  the  settlement  proposal  unless  DOL  agreed  to  aggressively  investigate 
competitors  in  the  industry.  DOL,  in  turn,  maintained  that  it  was  focusing  on  this 
segment  of  the  cable  television  industry  and  fully  intended  to  provide  a  "level  playing 
field"  for  all  companies  situated  similarly  to  RTK.  High  level  representatives  of  DOL 
agreed  with  RTK  that  it  would  be  unfair  for  DOL  to  hold  RTK  to  strict  FLSA 
compliance  if  DOL  failed  to  require  the  same  adherence  from  RTK's  competitors  in 
the  industry.2 

Unfortunately,  DOL's  efforts  have  proven  woefully  inadequate,  and  RTK  can 
only  surmise  that  DOL  decided  to  engage  in  selective  enforcement  against  RTK. 
Since  1991,  not  one  of  RTK's  competitors  has  been  compelled  to  comply  with  the 


1  RTK's  competitors  cannot  credibly  claim  ignorance  of  their  obligations  under 
the  law.  Nor  could  they  demonstrate  that  the  installers  working  for  them  are 
independent  contractors  as  opposed  to  employees.  Courts  routinely  have  held  that 
workers  are  employees  when  they  work  continuously  for  a  company,  the  work  is  an 
integral  part  of  the  company's  business,  and  the  workers  are  economically  dependent 
upon  the  company.  See,  e.g..  Donovan  v.  DialAmerica  Marketing.  Inc..  757  F.2d  1376, 
1382  (3d  Cir.  1985)  (held,  upon  examination  of  circumstances  of  whole  activity,  that 
home  researchers  were  employees  and  not  independent  contractors);  Donovan  v. 
Surewav  Cleaners.  656  F.2d  1368,  1371  (9th  Cir.  1981)  (held  that  agents  who 
operated  dry  cleaning  establishments  under  lease  agreements  were  employees  of 
lessor  company,  because  they  were,  as  a  matter  of  economic  reality,  dependent  on 
lessor  company);  Martin  v.  Selker  Bros..  Inc..  949  F.2d  1286,  1296  (3d  Cir.  1991)  (held 
that  gas  station  operators  were  employees  of  lessor  company  because  station 
operators  were  economically  dependent  upon  lessor). 

2  In  a  letter  to  Senator  Bill  Bradley  dated  December  9,  1992,  the  Regional 
Administrator  of  the  Wage  and  Hour  Division,  Doris  Wooten,  stated,  "If  Wage  and 
Hour  finds  that  the  violative  practices  in  the  industry  continue  unabated  despite 
investigations  and  legal  action  against  major  firms  in  the  industry,  we  will  continue 
to  devote  enforcement  resources  to  bring  the  industry  into  compliance."  DOL  never 
followed  through  with  this  promise. 
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FLSA's  provisions  regarding  minimum  wage  and  overtime.3  RTK,  in  an  effort  to 
hasten  its  competitors'  compliance  with  the  FLSA,  has,  on  numerous  occasions, 
contacted  the  regional  office  of  the  Wage  and  Hour  Division  of  DOL.  Moreover,  RTK 
has  provided  Thomas  Davine,  DOL's  local  Wage  and  Hour  Director,  with  concrete 
proof  of  FLSA  violations  by  competitors,  including  copies  of  labor  solicitation 
advertisements,  subcontractor  "agreements,"  and  subcontractor  pay  schemes.  Mr. 
Davine  has  conceded  that  RTK's  competitors  are  violating  the  very  same  provisions 
of  the  FLSA  that  RTK  was  charged  with  violating  in  1990,  but  avers  that  the  office 
simply  lacks  the  resources  to  investigate  the  situation  and  has  other  priorities  to 
address. 

In  addition  to  contacting  individuals  at  DOL,  RTK  has  made  numerous  efforts 
to  bring  this  serious  issue  to  the  attention  of  Members  of  Congress  and  other 
individuals  in  government.4  These  efforts,  unfortunately,  have  not  changed  anything. 
The  lack  of  response  to  this  issue  defies  explanation;  RTK  does  not  ask  that  a  new 
statute  be  passed,  nor  does  it  ask  DOL  to  rule  on  an  untested  area  of  the  law.  All 
RTK  asks  is  that  its  competitors  be  required  to  obey  the  law.  DOL  can  accomplish 
this  goal  simply  by  enforcing  the  FLSA  equitably  against  all  cable  installation 
contracting  companies  in  the  industry. 

Numerous  distinct  and  concrete  advantages  will  result  from  DOL's  even- 
handed  enforcement  of  the  FLSA  among  RTK  and  its  competitors.  First,  at  the 
present  time,  "subcontractors"  hired  by  some  of  RTK's  competitors  in  the  industry  are 
being  exploited  because  those  companies  do  not  pay  overtime,  do  not  provide  for  a 
minimum  hourly  rate,  do  not  provide  workers'  compensation  benefits,  and  do  not 
withhold  for  required  IRS  payments.  Many  "subcontractors"  working  for  RTK's 
competitors  are  minorities  and  foreigners;  these  individuals  are  harmed  by  such 


3  DOL's  Philadelphia  Wage  and  Hour  Office  apparently  conducted  a  brief 
investigation  of  the  practices  of  several  RTK  competitors,  but  inexplicably  declined 
to  bring  any  FLSA  compliance  action. 

4  RTK  has  contacted  the  following  individuals  to  apprise  them  of  DOL's  failure 
to  enforce  FLSA  standards  against  RTK's  competitors:  President  Bill  Clinton,  Vice 
President  Al  Gore,  Senator  Bill  Bradley,  Senator  Paul  Simon,  Senator  Jesse  Helms, 
Senator  Frank  Lautenberg,  Senator  John  Glenn,  Congressman  Bob  Franks, 
Congressman  H.  James  Saxton,  Congressman  Matthew  Rinaldo,  and  Congresswoman 
Marge  Roukema.  While  RTK  has  received  some  response  from  all  of  the  above,  no 
one  has  attempted  to  impose  a  mandate  on  DOL  to  commence  industry-wide 
compliance  with  the  FLSA. 
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underhanded  practices  because  they  may  not  realize  they  are  entitled  to  more  than 
they  currently  receive. 

Second,  "subcontractors"  themselves  often  fail  to  report  earnings  made  through 
installation.  If  DOL  required  compliance,  wages  that  currently  are  disguised  as 
contracting  payments  and  thus  not  subject  to  withholding  would  be  brought  to  light.5 

Finally,  DOL's  actions  to  bring  RTK's  competitors  into  compliance  would  result 
in  the  establishment  of  a  fair  market  for  all  in  the  cable  installation  industry.  RTK 
has  been  and  continues  to  be  injured  economically  by  DOL's  selective  enforcement  of 
the  FLSA  against  RTK.  Contrary  to  the  American  way,  everyone  in  the  industry  is 
not  being  required  to  play  by  the  same  rules;  RTK  is  held  to  a  much  more  stringent 
standard  than  its  competitors.  Contrary  to  its  promises,  DOL  has  not  created  a  level 
playing  field  for  all. 

If  the  problem  truly  is  that  DOL  lacks  the  resources  in  the  New  Jersey/New 
York  region  to  investigate  these  FLSA  violations,  the  solution  is  relatively  simple: 
DOL  should  and  must  assign  more  investigators  to  this  area.  DOL  possesses 
investigatory  and  subpoena  power;  that  power  currently  is  being  wasted.  If 
inadequate  resources  exist  in  the  New  York  Regional  Office,  investigators  from  other 
field  offices  could  be  temporarily  reassigned  to  investigate  RTK's  competitors. 
Everyone  agrees  with  RTK  that  FLSA  violations  are  occurring  that  must  be 
addressed.  The  problem  is  that  no  plan  has  been  put  into  action.  Almost  four  years 
have  passed  since  RTK  reached  a  settlement  with  DOL,  and  DOL  promised  to  create 
a  level  playing  field  for  cable  television  installation  contracting  firms.  To  date, 
nothing  has  happened  to  convert  that  promise  into  reality.  It  is  time  to  make  RTK's 
competitors  obey  the  law  and  play  by  the  rules.  DOL  has  the  power  to  make  this 
happen.  The  federal  government  should  utilize  that  power  to  ensure  full  compliance 
with,  and  appropriate  respect  for,  the  law. 


5  For  example,  many  "subcontractors"  are  able  to  deduct  inflated  expenses  and 
keep  more  of  their  earnings  than  if  they  were  employees.  Many  single  independent 
"subcontractors"  either  fail  to  report  or  under-report  earnings  from  installation  when 
they  file  returns  with  the  IRS.  Together,  non-reporting  and  under-reporting  of 
income  by  these  "subcontractors"  cost  the  taxpayers  millions  of  dollars  each  year  in 
unpaid  income  taxes,  FICA  payments,  and  FUTA  payments.  If  these  individuals 
were  treated  correctly  as  employees,  they  would  not  be  able  to  evade  IRS 
requirements. 
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Testimony  of  the  Joint  Council  of  Allergy  and  Immunology 


The  Joint  Council  of  Allergy  and  Immunology  (JCAI)  is  pleased  to  submit  public  witness 
testimony  for  the  written  record.  JCAI  is  a  professional,  nonprofit  organization  comprised  of 
the  American  Academy  of  Allergy  and  Immunology  and  the  American  College  of  Allergy  and 
Immunology.  JCAI  consists  of  more  than  4,000  clinicians  and  researchers  who  are  dedicated 
to  providing  care  for  the  35  million  Americans  who  suffer  from  allergic  or  immune  disorders. 

We  would  like  to  express  our  appreciation  of  this  Committee's  past  support  for  the 
National  Institutes  of  Health  and  to  encourage  the  104th  Congress  to  increase  NIH  funding  by 
a  minimum  of  6%  for  fiscal  year  1996.  NIH  funding  for  research  is  vital  to  the  physical  and 
economic  health  of  our  nation.  JCAI  members  value  the  Committee's  past  decisions  to  not 
target  funding  for  specific  diseases,  and  we  urge  you  to  take  the  same  approach  with  your  1996 
recommendations  to  NIH. 

NIH  performs  research  related  to  allergy  and  immunology  through  the  National  Heart, 
Lung,  and  Blood  Institute  (NHLBI)  and  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID).  These  Institutes  support  research  on  two  diseases  of  particular  concern  to  JCAI, 
asthma  and  allergies. 

JCAI  is  deeply  concerned  about  the  low  success  rate  for  ROl  grant  applications.  In  fiscal 
year  1994,  the  success  rate  for  competing  new  ROls  supported  by  NIAID  was  an  unacceptably 
low  16.7  percent,  and  the  success  rate  for  competing  new  ROls  supported  by  NHLBI  was  15.7 
percent.  We  believe  it  is  critical  that  the  emphasis  on  individual  investigator-initiated  research 
at  NIH  remain  a  priority  for  funding.  Investigator-initiated  ROl  grants  have  been  the  backbone 
of  NIH  research  and  the  backbone  of  all  scientific  research  in  this  country  for  the  last  50  years. 
This  process  has  served  us  extremely  well  in  our  search  for  the  knowledge  essential  to 
understanding  the  causes  of  deadly  diseases,  knowledge  which  has  been  indispensable  in  our 
quest  for  treatments  and  cures  for  these  diseases. 

Asthma  affects  between  10  to  15  million  Americans,  and  is  one  of  the  most  common 
chronic  diseases  in  the  United  States,  and  its  incidence  is  on  the  rise.  The  Centers  for  Disease 
Control  and  Prevention  (CDC)  reported  in  January  1995  that  the  rate  of  asthma  rose  42  percent 
from  1982  through  1992.  In  addition  to  the  health  problems  caused  from  difficulty  in  breathing, 
people  with  asthma  also  suffer  from  the  consequences  that  asthma  imposes  on  their  daily  lives. 

Costs  related  to  asthma  are  estimated  to  be  $7.4  billion  per  year,  including  $4.5  billion 
in  direct  medical  costs  and  $2.9  billion  in  indirect  costs  associated  with  death,  loss  of 
productivity,  and  disability.  In  particular,  black  Americans  suffer  from  asthma  at  higher  rates 
than  do  white  Americans.  It  is  believed  that  air  pollution,  poverty,  and  more  tightly  insulated 
homes  and  offices  are  contributing  to  the  rise  in  numbers  of  people  afflicted  with  asthma. 
Researchers  are  also  looking  into  the  role  of  drug  and  alcohol  use  in  triggering  asthmatic  deaths. 
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Scientists  at  the  NIAID  have  utilized  advances  in  basic  science  in  molecular  and  cell 
biology  to  characterize  a  variety  of  molecules  and  cells  that  play  a  role  in  asthma,  which  led  to 
improvements  in  asthma  treatment.  NIAID  scientists  are  also  studying  the  immunologic  aspects 
of  asthma  which  may  result  in  targeting  for  new,  improved  drug  treatments. 

In  addition,  research  is  being  conducted  to  determine  why  asthma  occurs  more  frequently 
among  minorities.  The  goal  of  the  research  is  to  identify  strategies  for  reducing  the  severity  of 
episodes  and  deaths  among  high  risk  groups.  Public  awareness  campaigns,  such  as  the  National 
Asthma  Education  and  Prevention  Program  sponsored  by  NHLBI,  are  working  to  communicate 
with  those  who  are  experiencing  certain  symptoms  to  get  to  a  doctor  for  diagnosis  and  treatment, 
and  to  distribute  emergency  care  kits  to  patients  within  inner  cities. 

Another  interesting  NHLBI  program  that  is  underway  will  help  clinicians  determine 
which  of  three  medications  for  the  treatment  of  asthma  are  the  most  appropriate,  the  most 
effective,  and  that  have  the  fewer  number  of  side  effects  over  the  long-term.  The  study,  entitled 
the  Childhood  Asthma  Management  Program  (CAMP),  will  recruit  960  children  for  a  five-year 
study.  Recruitment  is  two-thirds  complete  at  this  time.  Also,  a  supplemental  study  has  been 
included  in  the  CAMP  clinical  trial  to  study  the  effects  of  air  pollution  on  childhood  asthma. 

The  study  of  allergic  diseases  is  JCAI's  other  primary  interest.  Allergies  affect  as  many 
as  one  out  of  five  Americans  (50  million).  Responses  to  allergies  range  from  mild  to  fatal,  and 
can  be  a  significant  factor  in  triggering  asthma.  Allergies  are  one  of  the  most  common  health 
problems  in  the  United  States,  and  each  year  billions  of  dollars  are  spent  in  treatment  of  allergic 
diseases.  While  a  number  of  therapies  have  been  developed  to  treat  allergies,  many  aspects  of 
allergic  reactions  are  not  well  understood. 

Recently,  a  finding  has  been  reported  regarding  the  cause  of  chronic  urticaria  (hives). 
This  debilitating,  disfiguring  disorder  may  last  from  several  months  to  several  decades. 
Although  the  cause  is  unknown,  it  is  not  an  allergic  reaction  to  foods,  drugs  or  environmental 
agents.  Now,  the  chronic  disorder  appears  to  be  autoimmune  in  origin.  With  this  new 
information,  research  can  be  targeted  to  questions  about  immunoregulatory  disorder,  which  will 
lead  to  new  modalities  of  therapy. 

NIAID  funded  researchers  have  been  at  the  forefront  of  discoveries  and  advancement  in 
the  field  of  allergy.  NIAID  collaborated  with  other  federal  agencies  to  conduct  a  study  and 
subsequently  produce  a  book  entitled  Indoor  Allergens:  Assessing  and  Controlling  Health  Effect. 
The  findings  reported  that  exposure  to  indoor  allergens  is  a  substantial  public  health  problem. 
NIAID  funded  scientists  were  also  the  first  to  identify  the  IgE  antibody  that  is  the  key  to  allergic 
response,  and  recently,  discoveries  using  modern  molecular  technology  have  provided  further 
stimulus  for  research. 

In  conclusion,  we  would  like  to  reiterate  a  critical  point,  that  basic  funding  of  research 
through  the  National  Institutes  of  Health  directly  impacts  the  physical  and  economic  health  of 
every  American.  The  potential  for  development,  treatment  and  cure  of  disease  is  immeasurable. 
The  future  of  the  health  of  ourselves  and  particularly  that  of  our  children  is  brighter  than  we  can 
imagine.  With  continued  increases  for  research  through  the  Institutes,  developments  will  occur 
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at  a  far  greater  pace,  thus  allowing  all  of  us  to  benefit.  Furthermore,  the  U.S.  medical 
technology  industry  which  depends  upon  much  of  the  basic  research  performed  at  the  NIH 
greatly  contributes  to  the  strengths  of  our  economy.  In  this  environment  of  cutting  Federal 
spending,  JCAI  argues  that  this  is  the  one  area  none  of  us  can  afford  to  live  without. 


Thank  you  for  your  consideration  of  our  requests. 
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American  Association  of  College*  of  Osteopathic  Medicine  •  81 10  Executive  Boulevard,  Suite  405.  Rockvllle,  MO  20652  •  (301 )  t 

February  24,  1995 


The  Honorable  John  Porter 

Chairman 

Subcommittee  on  Labor,  HHS,  and  Education  Appropriations 

2358  Rayburn  House  Office  Building 

Washington.  DC  20515 


Dear  Mr.  Chairman: 

As  Chairman  of  the  Board  of  Governors  of  the  American  Association  of  Colleges  of 
Osteopathic  Medicine  (AACOM),  and  President  of  the  West  Virginia  School  of  Osteopathic 
Medicine,  I  am  pleased  to  present  the  views  of  the  16  AACOM  member  schools  on  fiscal 
year  1996  funding  for  health  professions  educational  assistance  programs. 

Mr.  Chairman,  AACOM  appreciates  the  past  efforts  of  this  Subcommittee  to  maintain  a 
commitment  to  health  professions  educational  assistance.  We  also  recognize  the 
responsibility  of  the  Subcommittee  to  examine  all  programs  in  light  of  their  cost- 
effectiveness  in  meeting  the  health  care  needs  of  all  Americans.  The  104*  Congress  has 
appropriately  identified  an  "outcome-based"  criterion  to  evaluate  program  effectiveness.  We 
believe  that  colleges  of  osteopathic  medicine  measure  particularly  well  under  such  scrutiny. 

AACOM  is  especially  proud  that  the  philosophy  of  osteopathic  medical  education  is  entirely 
consistent  with  the  Federal  objectives  of  addressing  geographic  maldistribution  in  the  United 
States  and  increasing  access  to  primary  care  services.  Mr.  Chairman,  this  philosophy  is  not 
newly  contrived  merer/  to  conform  with  Federal  funding  requirements.  Rather,  it  has  been 
part  of  our  medical  education  fabric  for  over  100  years.  By  training  and  by  tradition, 
osteopathic  physicians  practice  "hands-on"  medicine  and  value  the  highly  close  and 
interactive  physician-patient  relationships  that  are  characteristic  of  our  profession.  The 
principal  vehicle  for  addressing  specialty  and  geographic  maldistribution  has  been  through 
primary  care  education  and  training.  AACOM  member  schools  have  a  long  history  of 
dedication  to  training  primary  care  physicians  to  work  in  America's  smaller  communities. 
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The  health  professions  assistance  programs  under  Title  VII  of  the  Public  Health  Service  Act 
have  been  valuable  in  our  efforts  to  continue  to  maintain  this  commitment  Numerous 
programs  are  especially  important  to  enhancing  osteopathic  medical  schools'  ability  to  train 
the  highest  quality  physicians.  Among  these  programs  are:  General  Internal  Medicine; 
General  Pediatric  Residencies;  Family  Medicine  Training;  Preventive  Medicine  Residencies; 
Area  Health  Education  Centers;  Health  Education  and  Training  Centers;  Health  Care 
Opportunities  Programs;  Centers  of  Excellence  Programs;  Geriatric  Training  Authority; 
Disadvantaged  Assistance;  Exceptional  Financial  Need  Scholarships;  Physician  Assistants; 
and  the  Health  Education  Assistance  Loan  (HEAL)  program.  We  recommend  that  these 
programs  be  funded  at  the  full  authorized  levels  in  fiscal  year  1996.  These  programs  are 
the  most  visible  federal  commitment  to  the  important  task  of  educating  more  primary  care 
physicians.  The  debate  last  year  on  health  care  reform  revealed  more  than  ever  the 
importance  of  increasing  the  supply  of  primary  care  practitioners.  The  federal  government 
and  medical  educators  need  to  expand  their  collaborative  efforts  to  build  a  strong  primary 
care  physician  population. 

AACOM  looks  forward  to  working  with  the  authorizing  committees  as  they  consider  the 
reauthorization  of  these  programs  this  year.  AACOM  member  schools  have  extensive 
experience  with  these  programs  and  with  the  education  of  primary  care  physicians.  We  will 
happily  share  that  knowledge  with  the  Members  of  Congress  as  they  develop  this  legislation. 
We  hope  the  reauthorization  process  will  move  quickly  so  that  this  Subcommittee  will  have 
the  opportunity  to  make  funding  decisions  based  on  the  new  authorization.  If  there  is  a 
delay,  however,  we  urge  you  to  keep  the  present  programs  operating  at  current  levels  until 
the  reauthorization  process  is  completed. 

Much  of  the  Congressional  focus  in  shifting  production  of  physicians  from  medical  and 
surgical  specialists  to  primary  care  physicians  is  on  the  possible  reallocation  of  the  Medicare 
funds  available  for  graduate  medical  education.  While  it  is  important  to  consider 
reallocation  of  this  money  among  the  specialties  to  achieve  a  greater  support  for  primary 
care  residency  programs,  we  will  miss  many  opportunities  for  influencing  the  career 
decisions  of  physicians  if  the  government  only  focuses  on  postgraduate  training. 

I  say  this  because  students  must  make  their  choice  of  residency  well  before  the  beginning 
of  the  postgraduate  years.  The  real  opportunity  for  influencing  the  career  decision  is  at  the 
undergraduate  level  Additionally,  colleges  of  osteopathic  medicine  have  found  that  active 
recruiting  of  students  from  rural  areas  leads  to  a  greater  commitment  to  primary  care  by 
those  students. 

We  urge  the  Appropriations  Subcommittee  to  take  a  hard  look  at  the  ways  in  which  dollars 
are  allocated  and  used  to  influence  physician  careers. 

Substantial  funds  are  made  available  for  residency  training  programs  in  family  medicine  and 
general  internal  medicine.  As  stated  earlier,  we  recognize  the  value  of  these  funds  to  the 
maintenance  of  innovations  in  primary  care  graduate  medical  education,  and  support  their 
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continued  funding.  But  we  need  comparable  opportunities  to  influence  our  students  before 
they  choose  their  residency  programs.  Therefore,  we  would  urge  allocations  of  Medicare 
general  revenues  and  Title  VII  health  professions  funds  to  the  education  of  potential 
primary  care  physicians  at  the  undergraduate  level. 

AACOM  also  recommends  funding  for  innovative  curriculum  development  to  enhance 
primary  care  training  efforts.  For  example,  the  production  of  a  physician  is  not  a  short 
process.  However,  steps  can  be  taken  to  reduce  the  time  required,  particularly  if  the  federal 
government  is  willing  to  lend  a  hand.  Several  of  our  colleges  are  beginning  to  experiment 
with  a  combined  6  year  program,  3  years  of  medical  school  and  3  years  of  postgraduate 
training.  This  reduces  one  year  from  the  normal  cycle  for  the  training  of  a  primary  care 
physician.  Expansion  of  this  effort  could  be  very  productive,  and  we  urge  the  Subcommittee 
to  redirect  funds  for  such  innovations. 

Tide  VII  authorizes  student  assistance  programs  that  are  especially  important  to  osteopathic 
medical  students.  The  Subcommittee  must  be  concerned  with  minimizing  the  debt  load  of 
our  graduates  if  they,  in  turn,  can  be  expected  to  hold  down  medical  costs.  In  addition, 
Exceptional  Financial  Need  Scholarships,  Financial  Need  for  Disadvantaged  Health 
Professions  Students  Scholarships,  Loans  for  Disadvantaged  Students,  and  Scholarships  for 
Disadvantaged  Students  are  all  programs  that  must  be  maintained  if  we  are  to  ensure  access 
to  medical  education  by  underrepresented  groups. 

Mr.  Chairman,  in  conclusion  let  me  say  that  the  efforts  of  this  Subcommittee  in  support  of 
health  professions  education  assistance  programs  have  been  very  valuable.  However,  more 
must  be  done  if  we  are  to  meet  the  growing  need  for  primary  care  physicians  in  this  country. 
We  believe  that  the  colleges  of  osteopathic  medicine  will  continue  to  have  a  positive  effect 
on  this  problem  if  you  are  willing  to  work  with  our  programs  and  continue  to  provide 
resources.  We  call  upon  this  Subcommittee  and  Congress  to  move  aggressively  in  the 
directions  we  have  outlined. 

Thank  you  for  giving  us  the  opportunity  to  present  our  views.  Please  do  not  hesitate  to 
contact  me  if  you  have  any  questions. 


Olen  E.  Joacyfr.,  Ph.D. 

Chairman,  Board  of  Governors 

American  Association  of  Colleges  of  Osteopathic  Medicine 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Barbara  Butler,  Chairman  of  the  Coalition  of 
Patient  Advocates  for  Skin  Disease  Research  (CPA/SDR) .   The 
Coalition  wishes  to  express  its  sincere  thank  you  to  the  Chairman 
of  the  Subcommittee  for  this  opportunity  to  submit  written 
testimony  regarding  the  budget  of  the  National  Institute  of 
Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS). 

The  Coalition  is  comprised  of  15  national  lay  skin  disease 
organizations.   The  member  organizations  of  the  Coalition  are 
supported  by  patients  and  their  families  who  live  with  skin 
disease  daily.   For  the  majority  of  patients  served  by  these 
organizations,  treatment  options  continue  to  remain  limited  or, 
in  some  cases,  nonexistent.   The  skin  diseases  represented  by 
this  Coalition  are  frequently  disabling,  disfiguring  and/or 
fatal. 

We  estimate  that  60  million  Americans  are  treated  annually 
for  skin  disease.   The  economic  cost  of  skin  disease  in  1981  is 
estimated  at  $7  billion  per  year.   This  is  based  on  data  on 
mortality,  morbidity,  and  also  both  prescription  and  over-the- 
counter  treatments.   New  cost  calculations  for  1994  will  need  to 
reflect  inflation,  population  growth  and  the  development  of  new 
and  more  effective  diagnostic  techniques  and  therapeutic  methods. 
Skin  disease  is  in  fact  the  most  common  cause  of  chronic  illness 
in  the  United  States. 

Many  skin  patients  have  received  significant  benefits  from 
Federal  funds  being  directed  through  the  National  Institutes  of 
Health.   Over  the  last  decade,  research  carried  out  at  NIAMS 
related  to  the  causes  and  treatment  of  skin  diseases  has  resulted 
in  substantial  progress  in  the  development  and  application  of  new 
knowledge.   In  particular,  advances  in  molecular  biology, 
improved  knowledge  of  the  immune  system  and  the  structure  and 
function  of  connective  tissue  promise  new  breakthroughs  in  the 
diagnosis,  treatment,  and,  ultimately,  prevention  of  skin 
diseases.   Support  for  basic  research  has  led  to  improved 
understanding  of  skin  disease  and  this  knowledge  is  being  applied 
to  reduce  the  enormous  human  and  economic  burdens  imposed  by 
chronic,  debilitating  diseases. 

To  support  diversified  research  thrusts,  NIAMS  funds 
research  centers  through  the  Skin  Diseases  Research  Core  Centers. 
Six  skin  disease  research  core  centers  have  been  established.   A 
skin  disease  research  center  grant  provides  funds  for 
integrating,  coordinating  and  fostering  the  interdisciplinary 
cooperation  of  a  group  of  established  investigators  conducting 
research  programs  of  high  quality  that  relate  to  a  common  theme 
in  skin  disease.   These  centers  bring  together  related  facilities 
within  six  large,  prestigious  medical  universities  to  pursue 
interdisciplinary  research  on  skin  diseases.   By  providing  more 
accessible  resources,  these  special  grants  are  expected  to  ensure 
greater  productivity  at  a  given  grantee  institution. 
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We  appreciate  the  funding  of  the  six  core  centers  and  the 
funding  for  the  intramural  program  for  skin.   These  programs  are 
an  excellent  beginning  to  the  end  of  skin  disease  but  continued 
funding  is  needed  to  maintain  the  high  quality  of  science  while 
ensuring  continuance  of  talented  new  people  entering  the  research 
field. 

NIAMS  research  uncovered  the  basic  molecular  mechanisms  for 
two  very  serious  skin  diseases,  epidermolysis  bullosa  and 
pemphigus.   Exciting  advances  have  also  been  made  in  our 
understanding  of  systemic  lupus  erythematosus  (lupus)  and 
scleroderma,  two  skin  diseases  that  predominantly  affect  women. 
In  the  case  of  lupus,  funds  directed  to  NIAMS  have  launched  an 
intensive  educational  program  targeted  at  black  women.   This 
program  should  help  minority  women  to  be  screened  earlier  for 
lupus  and  abate  the  severity  of  disease  at  diagnosis  and  reducing 
the  economic  cost.   This  advance  alone  will  save  hundreds  of 
lives. 

NIAMS  research  has  discovered  the  mechanism  by  which 
estrogen  prevents  bone  loss  which  is  vital  to  lupus  patients  who 
take  steroid  therapy.   Another  exciting  breakthrough  is  the 
discovery  of  new  laboratory  markers  for  disease  if  the  brain  in 
patients  with  lupus. 

Recently,  NIAMS  intramural  scientists  conducted  a  long-term 
clinical  trial  which  convincingly  demonstrated  that  combined  drug 
treatments  will  sustain  life-supporting  kidney  function  in 
systemic  lupus  patients.   In  hard  dollars,  this  single  health 
care  advance  has  been  translated  to  an  estimated  potential  one 
year  savings  of  $69.81  million.   Along  with  the  significant  cost 
savings,  this  one  advance  has  had  a  considerable  impact  on 
improvement  in  quality  of  life  and  reduction  in  premature 
mortality. 

In  addition  to  this,  because  of  funds  directed  to  NIAMS,  an 
effective  light  treatment  for  severe  psoriasis  was  developed  at 
NIH  called  PUVA.   This  treatment  alone  is  projected  to  save  $57.5 
million  in  the  decade  beginning  1991  and  ending  in  the  year  2000. 

As  you  can  see,  these  dollars  have  been  well  spent  and  many 
people  are  now  benefiting  from  this  Committee's  generosity. 
Another  pioneering  effort  that  may  lead  to  improved  therapies  and 
ultimately  a  cure  for  psoriasis  is  the  establishment  of  a 
national  psoriasis  tissue  bank,  the  first  of  its  type  in 
dermatology. 
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The  Bank,  a  joint  effort  by  the  National  Psoriasis 
Foundation,  Baylor  University  Medical  Center  and  the  University 
of  Texas  Southwestern  Medical  School,  is  providing  cells  to 
researchers  investigating  the  genetics  of  psoriasis.   The  Bank  is 
intended  to  make  sufficient  genetic  material  available  to 
researchers  around  the  world  to  enlarge  the  search  for  the 
gene(s)  for  psoriasis,  the  discovery  of  which  could  lead  to  a  new 
therapeutic  approach.   Already,  scientists  at  the  Bank  have 
identified  a  candidate  gene  for  psoriasis  and  possibly  psoriatic 
arthritis  after  studying  the  DNA  from  families  in  the  Bank.   The 
NIH  is  now  funding  this  research. 

More  dollars  are  essential  to  translate  these  and  other 
exciting  findings  under  the  mission  of  NIAMS  into  better 
treatment  therapies  and  the  eventual  elimination  of  these 
diseases  that  affect  so  much  of  our  population.   We  strongly  feel 
that  NIH  research  is  a  healthy  investment  for  the  future. 

Basic  research  holds  the  key  to  unlocking  many  of  the 
mysteries  surrounding  chronic,  disfiguring  and  life-threatening 
skin  diseases.   Progress  is  being  made,  but  to  meet  the 
continuing  challenge  of  ongoing  research  and  technology  transfer 
to  patients  and  their  families,  it  is  essential  that  adequate 
resources  and  well-trained  scientists  be  available  to  focus  on 
skin  disorders. 

Research  is  certain  to  lead  to  further  breakthroughs  in  the 
diagnosis  and  treatment  of  these  diseases  and  offers  hope  for 
even  better  treatments.   NIAMS  research  has  and  will  continue  to 
make  a  difference. 

The  NIAMS  Coalition,  representing  48  organizations, 
including  the  Coalition  of  Patient  Advocates  for  Skin  Disease 
Research,  respectfully  urges  Congress  to  invest  in  conquering 
these  common,  costly  and  crippling  diseases  by  providing  a  17% 
increase  over  the  FY  95  appropriation  for  NIAMS  for  FY  1996. 
This  budget  would  effectively  enable  NIAMS  to  support  more 
meritorious  approved  research  grants  (30%  success  rate),  provide 
more  research  training  and  career  development  for  future 
investigators,  conduct  urgently  needed  new  clinical  trials  and 
expand  the  intramural  research  programs  currently  underway. 

We,  as  a  Coalition-,  support  the  17%  increase  for  the 
National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  (NIAMS)  in  FY  96.   NIAMS  has  a  staggering  mission  for 
addressing  problems  that  affect  all  of  society.   As  an  Institute, 
it  well  deserves  to  be  funded  at  the  same  level  as  the  other 
important  Institutes  of  the  NIH.   This  increase  will  have 
significant  health  and  socioeconomic  benefits  for  the  millions  of 
Americans  who  are  affected  by  diseases  under  NIAMS'  purview. 

All  of  the  member  organizations  of  the  Coalition  join  me  in 
thanking  this  Committee  and  Congress  for  its  continued  support  of 
skin  disease  research.   Thank  you. 
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The  American  Dental  Hygienists'  Association  ("ADHA")  is  pleased  to  submit  its 
recommendations  regarding  FY  1996  appropriations  for  the  Department  of  Health  and 
Human  Services  ("HHS")  and,  in  particular,  the  National  Institute  of  Dental  Research 
("NIDR").   ADHA  is  the  largest  national  organization  representing  the  professional  interests 
of  the  more  than  100,000  registered  dental  hygienists  ("RDH"s)  across  the  country. 

Dental  hygienists  are  preventive  oral  health  professionals,  licensed  in  dental  hygiene, 
who  provide  primary  educational,  clinical  and  therapeutic  services  supporting  total  health 
through  the  promotion  of  optimal  oral  health.   As  contributing  professionals  in  the  delivery 
of  oral  health  care  services,  dental  hygienists  are  involved  in  patient  care  including,  but  not 
limited  to,  prophylaxis,  assessment  of  x-rays,  soft  tissue  health,  periodontal  services,  soft 
tissue  curettage,  root  planing  and  local  anesthesia.    Dental  hygienists  also  plan  and  evaluate 
dental  hygiene  treatment,  provide  patient  education,  take  medical/dental  histories  and 
formulate  health  promotion  activities.    As  leading  prevention-oriented  health  care 
professionals,  dental  hygienists  play  a  vital  and  cost-effective  role  in  the  delivery  of  oral 
health  services. 


THE  NATION'S  ORAL  HEALTH 

Oral  health  is  fundamental  to  total  health.    As  former  Surgeon  General  C.  Everett 
Koop  noted,  "if  you  don't  have  oral  health,  you're  not  healthy."   Despite  recent  advances  in 
preventing  oral  disease  and  maintaining  oral  health,  oral  diseases  are  among  the  most 
common  chronic  health  problems  in  the  United  States.   The  American  Fund  for  Dental 
Health  reports  that  20  million  workdays  and  9  million  school  days  are  lost  annually  because 
of  oral  health  problems. 

The  NIDR  September,  1990  report,  Broadening  the  Scope.  Long-Range  Research 
Plan  for  the  Nineties,  observes  that  "dental  caries  [tooth  decay]  remains  highly  prevalent,  and 
...  is  still  responsible  for  the  loss  of  more  teeth,  at  all  ages,  than  any  dental  disease." 
Gingivitis  and  periodontitis  (gum  and  bone  disorders)  are  the  second  leading  cause  of  tooth 
loss.    If  untreated,  gum  disease  eventually  deteriorates  the  jaw  bone  causing  loss  of  teeth, 
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pain,  bleeding,  loss  of  function,  diminished  appearance,  and  possible  systemic  infections. 
Dental  caries,  gingivitis  and  periodontitis  can  be  prevented  through  regular  preventive  care. 
NIDR's  long  range  plan  reports  that  up  to  30  million  Americans  are  at  high  risk  for  severe 
periodontal  disease  and  resultant  tooth  loss.    Further,  NIDR  reports  that  periodontitis  has 
been  reported  at  various  times  to  affect  more  than  75  million  American  adults.    Dental 
hygienists  are  vitally  concerned  with  people,  their  well  being  and  quality  of  life.    Dental 
hygienists  work  as  primary  care  providers  to  prevent  oral  disease  through  assessment, 
preventive  education,  therapy  and  necessary  referral. 


ACCESS  TO  ORAL  HEALTH  CARE 

Despite  the  known  benefits  of  preventive  oral  health  care,  the  Institute  of  Medicine 
estimates  that  50%  of  Americans  do  not  receive  regular  oral  health  care.   Improved  access  to 
preventive  oral  health  care  services  can  be  achieved  through  the  reduction  of  current  barriers 
which  impede  the  maximum  utilization  of  dental  hygienists.   The  preventive  oral  health  care 
services  provided  by  dental  hygienists  are  now  largely  available  only  in  private  dental 
offices,  which  serve  only  about  50%  of  all  Americans  on  a  regular  basis.    Currently,  direct 
supervision  requirements  exist  in  approximately  half  of  the  states.   These  requirements 
largely  preclude  the  outreach  ability  of  dental  hygienists  to  provide  oral  health  care  to 
populations  such  as  the  elderly  in  long  term  care  facilities,  and  others  whose  access  to  dental 
care  is  limited  by  their  lack  of  mobility. 

Studies  have  shown  that  dental  hygienists  are  capable  of  providing  safe,  efficient  oral 
health  care  services  outside  of  private  dental  offices  without  the  direct  supervision  of  dentists 
and  some  states  do  recognize  that  there  is  simply  no  difference  in  the  quality  of  oral  health 
care  provided  by  dental  hygienists  in  a  private  dental  office  in  the  morning  and  in  a  nursing 
home  that  same  afternoon.   These  states  are  pioneering  less  restrictive  supervision 
requirements  in  an  effort  to  fully  utilize  dental  hygiene  professionals.    We  urge  this 
Subcommittee  and  all  Members  of  Congress  to  recognize  and  facilitate  this  trend.    Inclusion 
of  dental  hygienists  among  the  group  of  providers  eligible  to  receive  initial  direct  referrals 
under  Medicaid's  Early  and  Periodic  Screening,  Diagnosis  and  Treatment  ("EPSDT") 
program  would  be  one  way  of  accomplishing  this. 


COST-SAVINGS  ASSOCIATED  WITH  PREVENTIVE  ORAL  HEALTH  CARE 

Investing  in  America's  oral  health  care  will  translate  directly  into  fiscal  savings.    It  is 
a  known  fact  that  preventive  care  can  reduce  the  need  for  expensive  critical  care.    Studies 
show  that  each  $1  spent  on  preventive  oral  health  care  yields  $8-$50  in  savings.    In  July, 
1992,  NIDR  reported  that  Americans  saved  nearly  $100  billion  in  dental  bills  during  the 
1980s  because  of  improvements  in  oral  health.    Further  investment  now  in  preventive  care 
will  reduce  the  need  for  expensive  critical  care  in  the  future. 
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NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH 

NIDR  is  one  of  the  thirteen  major  biomedical  research  institutions  within  the  National 
Institutes  of  Health  ("NIH").   NIDR  has  helped  to  revolutionize  our  knowledge  of  preventive 
health  care  by  identifying  the  causes  of  preventable  oral  diseases  and  the  appropriate 
strategies  to  combat  them.   It  seems  particularly  fitting  to  support  NIDR  research  this  year  as 
we  celebrate  the  50th  anniversary  of  water  fluoridation.   Water  fluoridation  is  one  of  the 
most  successful  public  health  projects  in  history,  and  it  was  launched  as  a  result  of  research 
conducted  by   NIDR's  very  first  director.    More  recently,  through  NIDR  sponsored  research 
we  have: 

developed  a  new  approach  to  the  treatment  of  tooth  decay  which  emphasizes 
dental  caries  as  a  bacterial  disease; 

made  progress  toward  a  vaccine  against  dental  caries  and  other  oral  infections; 

developed  a  mercury-free  dental  filling; 

improved  adhesive  sealants  to  protect  teeth  from  the  ravages  of  dental  caries; 

discovered  biomarkers  associated  with  tumor  growth  and  tumor  suppression 
associated  with  oral  cancer;  and 

demonstrated  the  importance  of  education  and  promotion  activities  in  assuring 
good  oral  health. 

NIDR's  work  in  dental  research  has  resulted  in  better  oral  health  for  the  nation  and 
has  helped  curb  the  increase  in  oral  health  care  costs.    A  budget  for  fiscal  year  1996  which 
will  allow  NIDR  to  continue  its  mission  is  $215  million.   This  funding  level  will  support  the 
enhancement  of  NIDR's  many  important  projects  and  will  help  hold  the  line  on  increases  in 
oral  health  care. 

ADHA  urges  the  Subcommittee  to  support  certain  of  NIDR's  research  priorities 
including  the  six  Regional  Research  Centers  for  Minority  Oral  Health.   This  research  is 
especially  important  because  the  oral  health  of  minorities  typically  lags  disproportionately 
behind  that  of  other  Americans.    NIDR  research  is  also  breaking  new  ground  in  seeking 
better  treatments  for  certain  systemic  oral  diseases  including  Sjogren's  syndrome.   This 
disease,  which  affects  nine  times  as  many  women  as  men,  is  evidenced  by  a  devastating 
condition  which  causes  salivary  and  tear  glands  to  be  destroyed.    ADHA  also  wishes  to 
highlight  the  National  Oral  Health  Information  Clearinghouse  launched  in  January  of  last 
year.   The  Clearinghouse  assists  patients,  providers  and  others  by  maintaining  a  reference 
database  of  all  oral  health  related  publications  and  producing  educational  materials. 
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TITLE  Vn  OF  THE  PUBLIC  HEALTH  SERVICE  ACT 

ADHA  joins  the  Association  of  Schools  of  Allied  Health  Professions  and  others  (see 
attached  joint  statement)  in  calling  for  $10  million  for  allied  health  project  grants  and  $10 
million  for  allied  health  advanced-level  traineeships.    We  are  concerned  about  the  proposed 
consolidation  of,  and  drastically  reduced  funding  for,  these  and  other  health  professions 
programs.    With  the  acknowledged  need  for  cost-effective  primary  care  providers,  now  is  not 
the  time  to  diminish  funding  for  and  recognition  of  these  important  programs. 


DISADVANTAGED  MINORITY  HEALTH  IMPROVEMENT  ACT 

ADHA  supports  full  funding  of  the  Disadvantaged  Minority  Health  Improvement  Act 
and,  in  particular,  funding  for  grants  to  health  professions  schools  to  assist  in  providing 
scholarships  to  individuals  from  disadvantaged  backgrounds.   This  program  was  created  to 
address  serious  problems  in  the  delivery  of  health  care  to  disadvantaged  minorities.    Full 
funding  is  critical  to  efforts  to  recruit  more  minorities  into  dental  hygiene  and  other  allied 
health  professions. 


CENTERS  FOR  DISEASE  CONTROL 

The  Division  of  Oral  Health  within  the  National  Center  for  Prevention  Services 
funded  through  the  Centers  for  Disease  Control  ("CDC")  is  a  key  support  mechanism  for 
state  dental  health  programs.    As  a  national  leader  in  dental  disease  control  and  prevention, 
the  Division  of  Oral  Health  provides  consultation,  training,  promotional  and  educational 
support,  disease  surveillance,  and  other  technical  services  to  state  and  local  governments  and 
other  professional,  educational  and  citizen  organizations.    ADHA  requests  that  the  CDC 
appropriation  include  funds  adequate  to  allow  the  Director  of  CDC  to  allocate  $6  million  for 
the  Division  of  Oral  Health. 


CONCLUSION 

ADHA  thanks  the  Subcommittee  for  its  commitment  to  improving  the  nation's  oral 
health.   ADHA  encourages  the  Subcommittee  to  continue  its  support  of  preventive  health 
programs  and  preventive  health  professionals  as  the  most  responsible  method  for  long-range 
reductions  in  national  health  care  expenditures.    We  appreciate  the  opportunity  to  submit  our 
views. 
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Allied  Health  Programs 


The  undersigned  organizations,  representing  allied  health  professionals,  strongly  support  reauthorization 
of  Section  767,  the  Allied  Health  Project  Grants,  and  Section  766,  Allied  Health  Advanced  Training,  under 
Title  VII  of  the  Public  Health  Service  Act  (Public  Law  102-408).  As  illustrated  below,  projects  funded  under 
theAlliedHealthProjectGrantprogramhaveachieveddemonstrablesuccessinaccomplishingtheobjectives 
of  the  program,  providing  clear  merit  for  reauthorization  of  Section  767  at  $10  million.  As  for  Section  766, 
despite  the  demonstrated  need  for  expansion  in  post  baccalaureate  allied  health  education,  Section  766  has 
yet  to  receive  funding.  We  urge  reauthorization  of  Section  766  at  $10  million,  a  level  that  would  result  in 
a  significant  increase  in  the  number  of  allied  health  faculty  providing  instruction  in  shortage  professions. 


What  is  Allied  Health? 

According  to  the  February  1993  Report  of  the  PEW  Health 
Professions  Commission,  allied  health  is  the  largest  and 
most  complex  health  professions  constituency  in  the 
United  States,  comprising  more  than  60  percent  of  the 
entire  health  care  work  force.  Allied  health  encompasses 
more  than  200  distinct  disciplinary  groups  including 
medical  technologists,  dieticians,  occupational  thera- 
pists, dental  hygienists,  radiologic  technologists,  respi- 
ratory therapists  and  perfusionists. 

Allied  health  professionals  are  cost-effective  providers 
of  quality  health  care  services.  Numbering  more  than 
three  million  individuals,  allied  health  professionals  are 
involved  in  the  prevention,  identification,  monitoring 
and  evaluation  of  diseases,  disabilities,  and  disorders; 
health  promotion;  rehabilitation;  health  systems  man- 
agement; and  dietary  and  nutritional  services.  The  allied 
health  workforce  provides  services  in  a  wide  range  of 
settings,  including  hospitals,  clinics,  physicians'  offices, 
hospices,  extended-care  facilities,  health  maintenance 
organizations,  community  programs,  and  schools. 

What  is  the  Allied  Health  Project 

drant  Program? 

The  Health  Professions  Education  Extension  Amend- 
ments of  1992  reauthorized  the  Allied  Health  Project 
Grant  program  under  Section  767  of  the  Public  Health 
Service  Act.  The  program  seeks  to  address  critical  short- 
ages of  allied  health  professionals  and  a  corresponding 
crisis  in  access  to  health  care  services  in  many  rural  and 
underserved  areas.  A  few  noteworthy  goals  of  the  Allied 
Health  Grant  Project  program  are  to: 

•  expand  enrollments  in  allied  health  profes- 
sions with  the  greatest  shortages; 

•  expand  or  establish  clinical  training  sites  for 
allied  health  professionals  in  medically  un- 
derserved or  rural  communities;  and 


develop  curricula  that  will  emphasize  knowl- 
edge and  practice  in  the  areas  of  prevention 
and  health  promotion,  geriatrics,  long-term 
care,  home  health  and  hospital  care,  and  eth- 


Examples  of  the  kinds  of  projects  that  have  been 
funded  are: 

•  developing  off-site  training  for  isolated  rural 
areas  to  increase  the  number  of  allied  health 
practitioners  in  those  areas; 

•  enhancing  the  effectiveness  of  allied  health 
p  rachone  rs  in  geriatric  assessment,  health  pro- 
motion, and  rehabilitation  through  an  inter- 
disciplinary program;  and 

•  increasing  the  number  of  minority /disad- 
vantaged students  recruited,  accepted,  and 
graduated  from  allied  health  professions 
programs  and  encouraging  them  to  return 
to  their  communities  to  practice. 

Funding  for  the  Allied  Health  Projects 
C.rznt  Program 

Although  allied  health  disciplines  represent  60%  of  the 
health  care  work  force,  fiscal  year  1994  spending  for 
allied  health  project  grants  equalled  only  $3,467  million, 
or  approximately  .000003%  of  total  federal  health  care 
spending.  Between  60  and  80  applications  for  allied 
health  projects  are  received  annually  by  the  Health  Re- 
sources and  Services  Administration  (HRSA),  yet  only  8- 
1 1  projects  can  be  funded.  Given  the  increasing  empha- 
sis on  improving  primary  care,  increasing  minority  rep- 
resentation in  the  health  professions,  improving  health 
care  in  rural  areas  and  fostering  a  team  approach  to 
health  care,  the  allied  health  professions  and  the  Allied 
Health  Project  Grant  program  assume  even  greater  im- 
portance. 
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Recently,  proposals  have  surfaced  to  consolidate  allied 
health  programs  with  other  non-allied  health  programs. 
The  likely  result  of  such  a  plan  would  be  even  lower 
funding  levels  for  the  allied  health  program.  Safeguards 
must  be  included  in  any  type  of  consolidated  approach 
to  ensure  the  Allied  Health  Project  Grant  program  is  not 
overlooked. 

Accomplishments  of  the 

Allied  Health  Project  Grant  Program 

Since  the  Allied  Health  Project  Grant  program  began  to 
receive  appropriated  monies  in  fiscal  year  1990, 47  projects 
have  been  funded.  Seventeen  of  these  projects  have  been 
completed  while  the  others  are  in  either  the  first,  second, 
or  third  year  of  funding. 

Examples  of  program  successes  include: 

•  Grants  have  been  awarded  to  universities, 
community  colleges,  hospital-based  training 
programs,  and  vocational  schools  with  train- 
ing being  provided  in  33  different  allied  health 
disciplines. 

•  Historically  black  colleges  and  universities 
have  received  14  percent  of  the  grant  awards. 

•  As  of  October  1993,  9,107  students  are  being 
educated  in  an  allied  health  profession  as  a 
result  of  these  grants. 


Education  to  improve  and  strengthen  the  ef- 
fectiveness of  allied  health  academic/clinical 
faculty  has  been  completed  for  an  estimated 
1004  faculty  members.  In  addition,  6, 123  allied 
health  practitioners  and  5,336  patients  have 
been  involved  in  these  projects.  Consortium 
models  and  interdisciplinary  networks  have 
been  formed  in  70%  of  the  grant  programs. 

The  University  of  Maryland  School  of  Medi- 
cine developed  a  national  model  to  assist  in 
recruiting  and  retaining  minority  and  disad- 
vantaged students.  The  retention  rate  of  indi- 
viduals participating  in  the  project  is  92%  to 
100%. 

Indiana  University  graduated  30  students  and 
practitioners  in  occupational  therapy,  physical 
therapy  and  respiratory  therapy  wWi  strength- 
ened skills  in  geriatric  rehabilitation. 

The  Medical  University  of  South  Carolina, 
which  focused  its  project  on  minority  recruit- 
ment, has  established  student-hospital  part- 
nerships, where  the  hospital  pays  the  students' 
tuition  and  expenses  in  return  for  a  specified 
employment  commitment  following  gradua- 


Supporting  Organizations: 


American  Association  for  Respiratory  Care 

American  Dental  Hygienists'  Association 

American  Health  Information  Management  Association 

American  Medical  Technologists 

American  Society  for  Clinical  Laboratory  Science 

American  Society  of  Clinical  Pathologists 

American  Society  of  Extra-Corporeal  Technology 

American  Society  of  Radiologic  Technologists 

Association  of  Schools  of  Allied  Health  Professions 

Association  of  University  Programs  in  Health  Administration 

National  Athletic  Trainers  Association 

Society  of  Nuclear  Medicine  Technologist  Section 
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STATEMENT  OF 

CHARLES  E.  YOUNG 

DIRECTOR 

OREGON  COMMISSION  FOR  THE  BLIND 

BEFORE  THE 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE 

ON  LABOR,  HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION 
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Statement  of  Charles  E.  Young,  Director,  Oregon  Commission  for 

the  Blind  Submitted  to  the  House  Appropriations  Subcommittee 

on  Labor,  Heath  and  Human  Services,  and  Education 


"What  do  you  do  for  a  living?"  is  a  common  question  upon  introduction.  Can  you 
imagine  not  having  a  reply?  Employment  is  how  we  as  adults  define  ourselves.  Our 
occupations  determine  with  whom  we  associate  and  where  and  how  we  live.  Our  jobs  are  our 
major  source  of  identity,  self-worth  and  association.  Yet,  a  recent  Harris  Poll  indicated  that  two 
out  of  every  three  American  adults  with  disabilities  are  unemployed;  this  same  Harris  Poll 
concluded  that  to  have  a  disability  and  be  unable  to  obtain  employment  is  the  true  meaning  of 
being  "handicapped"  in  our  society.  Worse  yet  is  the  needless  institutionalization  of  our  citizens 
because  of  a  lack  of  Independent  Living  training. 

Clearly,  we  have  yet  to  extend  the  American  dream  of  inclusion  and  full  participation  in 
society  to  many  citizens  with  disabilities.  Without  hope  of  employment  or  the  training  to  live 
independently,  disabled  Americans  are  denied  the  opportunity  to  contribute  to  and  fully 
experience  our  nation's  greatness. 

The  U.S.  annually  spends  in  excess  of  $200  billion  on  maintaining  citizens  with 
disabilities  ,  while  allocating  less  than  $2.5  billion  to  rehabilitation  for  employment.  Our 
priorities  are  wrong.  Clearly,  by  allocating  more  funds  to  VR  programs,  we  can  save  hundreds 
of  millions  on  maintenance.  Simply  put,  Vocational  Rehabilitation  can  be  seen  as  a  $2  billion 
response  to  a  $200  billion  problem. 

Together,  state  and  federal  governments  working  in  partnership  with  consumers  of 
rehabilitation  services  can  create  the  climate  in  which  Americans  with  severe  disabilities  can 
accept  the  challenge  of  becoming  participating,  contributing  members  of  society.  The 
opportunity  for  this  new  direction  begins  with  the  critical  Title  I  employment  provisions  and 
extends  through  the  Title  VII  Independent  Living  provisions  of  the  Rehabilitation  Act. 

The  example  of  this  kind  of  empowerment  with  which  I'm  personally  most  familiar  is 
this  country's  rehabilitative  effort  for  older  Americans  who  become  severely  visually  impaired, 
a  cause  championed  by  Senator  Hatfield.  Severe  visual  impairment  is  the  third  most  common 
disabling  condition,  preceded  only  by  arthritis  and  heart  ailments,  for  aging  Americans,  they 
comprise  the  largest  and  fastest  growing  group  of  newly  blinded  Americans.  Nationally,  older 
citizens  who  become  blind  are  IS  times  more  likely  to  be  institutionalized  then  are  their  sighted 
peers.  This  is  a  prime  illustration  of  how,  we  "maintain"  those  citizens  rather  than  rehabilitating 
them.  A  one-time  rehabilitation  cost  of  $340  per  older  citizen  in  Oregon  stands  in  stark  contrast 
to  the  annual  cost  of  $30,000  for  nursing  home  care.  But  presently  states  are  only  able  to  obtain 
federal  grants  to  offer  training  in  critical  life  activities  to  a  small  portion  of  older  blind 
Americans.  Survival  training  in  braille  literacy,  cooking  and  mobility  training  are  the  survival 
skills  required  for  older  blind  Americans  to  remain  self-reliant  in  their  homes  and  avoid  needless 
dependency  or  costly  institutionalization.  In  difficult  financial  times,  our  nation  can  ill  afford 
not  to  formula  fund  grants  for  older  blind  rehabilitation  to  each  state  and  territory. 
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It  is  said  that  what  good  government  does  best  is  invest  in  the  productive  independence 
of  its  citizenry.  The  Rehabilitation  Act  places  unprecedented  faith  in  the  abilities  of  disabled 
Americans  by  investing  in  their  career  choices  while  also  extending  independent  living  services 
to  older  blind  citizens.  Both  elements  of  the  Act  will  enable  Americans  with  disabilities  to 
become  productive,  independent  citizens  and  contributors  to  their  communities.  In  essence,  this 
is  the  best  of  what  America  has  to  offer. 

On  behalf  of  your  partners  in  Rehabilitation,  we  of  the  Council  of  State  Agencies  for  the 
Blind  applaud  Senator  Hatfield  and  the  other  Committee  members  for  your  efforts  to  date,  and 
request  you  to  provide  a  federal  appropriation  of  no  less  than  $2.5  billion  for  FY  1996  for  VR 
programs,  including  no  less  than  $15  million  to  formula  fund  Older  Blind  training  in  every  state. 
Together,  we  can  change  what  it  means  to  be  an  American  with  a  disability  and  enable  this 
population  to  respond  with  dignity  to  the  central  question:  "What  do  you  do  for  a  living?"  We 
can  make  Vocational  Rehabilitation  a  $2.5  billion  response  to  that  $200  billion  problem! 
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PRIMATE  RESEARCH  CENTERS  PROGRAM 

Comparative  Medicine  Program 
National  Center  for  Research  Resources 
National  Institutes  of  Health 


before  the: 


House  of  Representatives 
Committee  on  Appropriations 

Subcommittee  on  Labor,  Health  and  Human  Services,  Education,  and 
Related  Agencies  Appropriations 


Ronald  D.  Hunt,  D.V.M.,  Director 
New  England  Reg  Primate  Res.  Ctr. 


Dr.  Andrew  G.  Hendrickx,  Director 
California  Regional  Primate  Res.  Ctr. 


Dr.  Peter  J.  Gerone,  Director 
Tulane  Regional  Primate  Res.  Ctr. 


Dr.  Thomas  Insel,  Director 
Yerkes  Regional  Primate  Res.  Ctr. 


Dr.  M.  Susan  Smith,  Director 
Oregon  Regional  Primate  Res.  Ctr. 


Dr.  William  Morton,  Acting  Director 
Washington  Regional  Primate  Res.  Ctr. 


Dr.  John  P.  Hearn,  Director 
Wisconsin  Regional  Primate  Res.  Ctr. 


March,  1995 
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Chairman  Porter  and  members  of  the  Committee,  we  the  Directors  of  the  seven 
Regional  Primate  Research  Centers  thank  you  for  the  opportunity  to  submit  written 
testimony  to  be  included  in  the  official  hearing  record.  The  seven  Regional  Primate 
Research  Centers  are  located  across  the  nation,  each  affiliated  with  a  major  university. 
These  are:  The  University  of  California  at  Davis;  Emory  University;  Harvard  University, 
The  University  of  Oregon;  Tulane  University;  The  University  of  Washington;  and  the 
University  of  Wisconsin.  These  Centers,  established  by  Congress  in  1960,  are  supported 
by  the  National  Center  for  Research  Resources  of  the  National  Institutes  of  Health.  They 
are  our  nation's  single  major  resource  for  the  conduct  of  research  which  is  dependent  upon 
the  use  of  nonhuman  primates.  As  such,  they  serve  our  nation's  biomedical  research 
needs  in  an  unique  and  essential  fashion,  as  nonhuman  primates  are  in  many  cases  the 
only  appropriate  species  that  can  contribute  to  the  solution  of  human  health  and  societal 
problems.  Without  the  Regional  Primate  Research  Centers  Program  much  of  the  research 
dependent  upon  nonhuman  primates  simply  could  not  be  done. 

The  Regional  Primate  Research  Centers  serve  as:  1)  research  centers;  2) 
resources  to  the  biomedical  community  at  large:  and  3)  centers  of  primatology. 

As  research  centers,  the  core  Faculties  of  the  Regional  Primate  Research  Centers 
are  conducting  basic  and  applied  research  on  major  health  problems.  These  include 
studies  on:  aging,  cardiovascular  disease,  osteoporosis,  organ  transplantation,  drug 
addiction,  Parkinson's  disease,  schizophrenia,  infertility,  birth  defects,  Lyme  disease, 
tuberculosis,  cancer,  hepatitis,  AIDS,  and  many  other  disorders.  These  research  programs 
address  basic  mechanisms  of  disease,  therapy  and  methods  of  prevention.  A  timely 
example  of  the  unique  ability  of  the  Regional  Primate  Research  Centers  to  respond  and 
contribute  to  our  nation's  health  needs  is  apparent  in  their  research  program  on  AIDS. 
When  AIDS  surfaced  in  the  early  1980's,  our  country  and  indeed  the  world  faced  a  new 
disease  for  which  we  were  largely  unprepared.  Aside  from  a  few  poorly  studied  diseases 
of  sheep  and  horses,  there  was  no  laboratory  model  system  in  place  from  which  to 
extrapolate.  Within  a  year  of  the  emergence  of  AIDS,  the  Regional  Primate  Research 
Centers  identified  a  comparable  disease  in  Asian  monkeys,  and  shortly  after  the  discovery 
of  HIV,  the  virus  which  causes  AIDS,  the  Centers  identified  a  comparable  virus  which  we 
termed  SIV  or  simian  immunodeficiency  virus.  This  virus  produces  a  disease  remarkably 
similar  to  AIDS  and  is  recognized  as  the  best  model  system  to  study  how  these  types  of 
viruses  cause  disease  and  how  we  might  combat  them.  Dr.  William  Paul,  Director  of  the 
Office  of  AIDS  Research,  NIH,  recently  stated,  "Since  no  truly  adequate  small  animal 
model  for  HIV  infection  and  AIDS  exist,  the  macaque  (an  Asian  monkey)  takes  on  a 
particularly  important  role"  and  "Primate  Research  must  play  a  central  role  in 
understanding  pathogenesis"  of  AIDS.  The  Regional  Primate  Research  Centers  are 
crucial  to  this  effort. 

Most  scientific  leaders  have  been  pessimistic  about  the  prospects  of  any  real  cure 
or  means  of  preventing  AIDS  surfacing  in  the  near  future.  Despite  extensive  study  with 
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HIV,  results  of  vaccine  approaches  have  been  disappointing.  None  has  proved  effective. 
Vaccine  development  programs  within  the  Regional  Primate  Research  Program  have, 
however,  provided  a  new  hope.  Using  the  SIV  model  system  a  live  attenuated  vaccine  has 
been  developed  which  appears  to  be  safe  and  100%  effective  in  preventing  infection  in 
monkeys.  It  has  been  described  "as  the  only  bright  light  for  the  future".  Further  studies 
are  required  to  determine  the  efficacy  of  this  vaccine  approach  for  use  in  human  beings, 
but  to  date  it  is  the  only  vaccine  developed  which  appears  to  be  highly  effective,  safe  and 
affordable.  The  nonhuman  primate  model  system  to  study  AIDS  and  the  development  of 
a  potential  vaccine  for  its  prevention  would  very  likely  not  have  occurred  without  the 
Regional  Primate  Research  Centers  Program. 

As  national  resources  the  seven  Regional  Primate  Research  Centers  are 
indispensable  to  over  1200  scientists  from  over  300  different  universities,  research 
institutes  and  laboratories  across  the  country  whose  research  requires  nonhuman 
primates.  The  Centers  provide  these  investigators  essential  elements,  to  include 
nonhuman  primates,  scientific  and  technical  expertise,  materials  and  facilities  necessary 
for  primate  research.  These  scientists,  whose  research  missions  serve  all  of  the 
categorical  institutes  of  the  NIH,  depend  upon  the  Regional  Primate  Research  Centers  to 
conduct  important  biomedical  research  which  otherwise  could  not  be  pursued.  These 
investigators  are  addressing  such  diseases  as  diabetes,  blindness,  multiple  sclerosis, 
hypertension,  menopause,  infertility,  Alzheimer's  and  many  others.  The  scope  and 
diversity  of  their  research  and  the  number  of  institutions  served  stresses  the  importance 
of  the  resources  of  the  Regional  Primate  Research  Centers  to  the  national  biomedical 
research  effort.  In  addition  to  serving  investigators  on-site,  the  Centers'  tissue  distribution 
programs  director  more  than  10,000  specimens  per  year  to  laboratories  throughout  the 
country. 

As  centers  of  primatology  the  Regional  Primate  Research  Centers  house  the 
largest  and  most  diverse  collection  of  nonhuman  primates  in  the  world.  The  Centers 
provide  access  to  some  16,000  nonhuman  primates  representing  21  species,  that  have 
been  found  valuable  for  basic  biological  and  medical  research.  Many  of  the  species  are 
threatened  with  extinction,  embargoed  from  importation,  of  unique  genetic  background  or 
possess  other  distinctive  biologic  characteristics  which  makes  them  irreplaceable.  This 
resource  will  never  be  duplicated.  The  Centers  also  maintain  breeding  colonies  for  which 
much  of  the  biomedical  research  community  is  dependent.  The  Regional  Primate 
Research  Centers'  primatology  programs  also  contribute  to  our  understanding  of  these 
extraordinary  animals  with  respect  to  their  biology,  diseases  and  husbandry  requirements; 
knowledge  that  is  essential  for  their  preservation  and  judicious  use  in  biomedical  research. 

The  operating  budget  for  the  Regional  Primate  Research  Centers  has,  over  the 
past  few  years,  grown  meagerly,  not  grown  at  all,  and  in  some  years  actually  decreased. 
In  absolute  dollars,  the  budget  has  steadily  declined.  The  Centers  are  presently  operating 
on  a  budget  that  is  about  12  million  dollars  below  the  NIH-peer-reviewed  and  approved 
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recommended  level  of  funding.  This  amounts  to  twenty  percent  below  recommended 
levels.  Budgetary  restrictions  has  led  each  of  the  Centers  to  reduce  the  scope  of  their 
research  programs,  eliminate  professional  and  support  staff,  and  abolish  some  colonies 
of  monkeys.  These  will  be  very  difficult,  if  not  impossible,  to  replace. 

America  cannot  afford  to  lose  the  opportunity  to  develop  methods  to  prevent  and 
treat  such  diseases  as  AIDS,  hepatitic  C  or  heart  failure.  We,  therefore,  urge  this 
Committee  to  carefully  review  funding  for  the  Regional  Primate  Research  Centers 
Program.  Without  increased  support  we  run  the  risk  of  loosing  this  opportunity.  We  also 
stress  to  this  committee  the  continued  need  for  new  construction  funds  for  the  Regional 
Primate  Research  Centers.  Construction  funds  have  not  been  awarded  to  any  of  the 
seven  Regional  Centers  since  their  creation,  over  thirty  years  ago.  Such  funds  are  critical 
if  the  Centers  are  going  to  stay  current  as  biomedical  research  institutions. 
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The  American  College  of  Preventive  Medicine  (ACPM)  and  the  Association  of  Teachers 
of  Preventive  Medicine  (ATPM)  are  pleased  to  submit  jointly  this  statement  concerning 
appropriations  for  federal  activities  in  disease  prevention  and  health  promotion.  ACPM  is  the 
national  medical  specialty  society  of  physicians  whose  primary  interest  and  expertise  are  in 
preventive  medicine.  ATPM  is  the  professional  organization  of  academic  departments,  faculty 
and  others  concerned  with  undergraduate  and  postgraduate  medical  education  in  preventive 
medicine.  Together,  these  organizations  are  proud  to  offer  the  public  a  high  degree  of 
knowledge  and  skill  in  disease  prevention  and  health  promotion. 

ACPM  and  ATPM  urge  the  Subcommittee  to  maintain  federal  support  for  prevention. 
In  particular,  we  urge  at  the  minimum  continued  funding  at  Fiscal  Year  1994  levels  for 
preventive  medicine  training  and  for  training  other  public  health  professionals.  We  urge 
increases  for  the  activities  of  the  Centers  for  Disease  Control  and  Prevention  and  for  the 
invaluable  work  of  the  Office  of  Disease  Prevention  and  Health  Promotion  in  the  Office  of  the 
Assistant  Secretary  for  Health. 

We  are  well  aware  of  the  fiscal  constraints  that  this  Subcommittee  faces  and  we  do  not 
make  these  recommendations  lightly.  However,  we  are  deeply  concerned  that  weakening  our 
nation's  efforts  in  disease  prevention  and  health  promotion  will  become  an  unintended 
consequence  of  necessary  reductions  in  discretionary  appropriations.  At  a  time  when  the  private 
sector  is  struggling  mightily  to  contain  medical  care  costs,  the  nation  can  ill  afford  a  diminution 
in  public  health  efforts  to  prevent  disease  that  only  the  government  can  conduct. 

Training  in  Preventive  Medicine  and  Public  Health 

Prevention,  in  its  broadest  sense,  is  practiced  by  all  physicians  and  other  health 
professionals  who  help  their  patients  stay  healthy.  It  also  is  the  principal  goal  of  our  nation's 
state  and  local  health  departments,  who  perform  core  functions  in  health  protection  and 
promotion  that  no  single  private  institution  or  health  provider  can  fulfill.  The  specialty  of 
preventive  medicine  bridges  the  gap  between  the  perspectives  of  clinical  medicine  and  public 
health. 

The  tools  of  preventive  medicine  are  the  population-based  health  sciences,  including 
epidemiology,  biostatistics,  environmental  and  occupational  health,  planning,  management  and 
evaluation  of  health  services,  and  the  social  and  behavioral  aspects  of  health  and  disease.  These 
are  the  classic  tools  of  practice  in  public  health  agencies,  but  they  have  grown  in  importance  in 
other  health  care  settings  where  there  is  increasing  recognition  that  improving  the  health  of  a 
patient  population  and  reducing  the  costs  of  medical  care  also  require  application  of  the 
population-based  health  sciences. 

Departments  of  preventive  medicine,  community  medicine,  or  social  medicine  in  medical 
schools,  schools  of  public  health,  and  preventive  medicine  residency  programs  (which  are 
located  in  medical  schools,  schools  of  public  health,  and  a  few  health  departments),  are  the  loci 
of  expertise  in  the  population-based  health  sciences.   Federal  support  for  preventive  medicine 
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training  and  public  health  training  is  essential  to  help  meet  the  workforce  needs  not  only  of 
public  health  departments,  but  also  of  a  rapidly-evolving  health  care  system  that  must  be  cost- 
effective  and  accountable. 

The  small  sums  appropriated  for  preventive  medicine  residency  training  under  Title  VH 
have  been  the  exclusive  federal  support  for  programs  training  physicians  in  general  preventive 
medicine  and  public  health  (other  than  the  residency  programs  conducted  by  the  Centers  for 
Disease  Control  and  Prevention  and  the  military).  Medicare  graduate  medical  education  funds 
have  been  largely  unavailable  to  these  programs  because  they  are  based  not  in  hospitals  but  in 
community  outpatient  and  public  health  settings.  Because  preventive  medicine  programs  derive 
little  or  no  revenue  from  one-on-one  patient  care,  this  common  source  of  funds  for  physician 
training  also  is  unavailable. 

Currently,  residency  programs  scramble  to  patch  together  funding  packages  for  their 
residents.  Funding  from  any  source  is  available  for  only  60%  of  preventive  medicine  residency 
positions.  The  remainder  of  the  openings  go  unfilled  due  to  lack  of  funds,  and  potential 
applicants  must  be  turned  away. 

A  1991  survey  of  all  1070  graduates  of  general  preventive  medicine/public  health 
residency  programs  from  1979  to  1989  conducted  by  Battelle,  an  independent  consultant  under 
contract  to  the  Centers  for  Disease  Control  and  Prevention  and  the  Health  Resources  and 
Services  Administration  provided  a  clear  picture  of  the  accomplishments  of  the  training  programs 
and  the  impact  of  these  federal  funds.  A  majority  of  the  graduates  have  initiated  or  managed 
major  programs  in  prevention  and  control  of  infectious  disease,  chronic  disease,  sexually 
transmitted  diseases,  or  maternal  and  child  health.  In  addition  to  creating  and  running 
community  health  programs  such  as  these,  60%  of  the  graduates  engage  in  research  in  disease 
prevention  and  health  promotion,  and  70%  also  take  care  of  individual  patients. 

This  survey  also  documented  that  funds  invested  in  training  these  physicians  have  a 
lasting  impact.  Ninety  percent  of  preventive  medicine  graduates  remain  involved  in  public 
health  or  preventive  medicine.  Moreover,  Title  VII  funds  were  shown  to  be  directly  related 
to  the  viability  of  preventive  medicine  residency  programs.  In  programs  that  have  received 
federal  grants,  the  number  of  graduates  has  more  than  doubled  since  1983.  Conversely,  the 
number  of  graduates  of  programs  that  no  longer  receive  federal  funds  has  decreased 
significantly. 

The  training  of  public  health  professionals  is  closely  linked  to  preventive  medicine,  the 
nation's  25  schools  of  public  health  provide  training  for  physician  specialists  in  preventive 
medicine  as  well  as  for  many  other  health  professionals  who  comprise  our  public  health 
workforce.  In  addition  to  the  shortage  of  physicians  trained  in  preventive  medicine,  there  are 
shortages  of  epidemiologists,  biostatisticians,  environmental  and  occupational  health  specialists, 
public  health  nutritionists  and  public  health  nurses.  Title  VH  also  supports  public  health 
training,  and  maintenance  of  funding  for  health  professions  education  will  enable  efforts  to  build 
the  nation's  cadre  of  prevention  professionals  to  continue. 
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Centers  for  Disease  Control  and  Prevention 

Physicians  working  in  preventive  medicine  and  public  health  rely  heavily  on  the  expertise 
and  activities  of  the  Centers  for  Disease  Control  and  Prevention,  the  nation's  premier  agency 
for  disease  prevention  and  health  promotion.  Therefore,  we  support,  alongside  many  other 
organizations  with  a  concern  for  prevention,  a  total  CDC  appropriation  of  $2.5  billion. 

Through  funding  of  state  and  local  prevention  programs,  research,  training  and 
surveillance,  CDC  has  a  major  impact  on  every  important  issue  in  prevention.  Compared  to  the 
billions  that  are  spent  on  acute  health  care,  our  national  investment  in  prevention  continues  to 
lag.  The  increases  in  health  care  costs  we  have  witnessed  are  not  a  reason  to  cut  back  on  funds 
appropriated  for  prevention.  They  are  a  reason  to  make  a  large  investment  now.  Given  the 
resources,  CDC  can  play  a  critical  role  in  revitalizing  programs  and  services  of  proven 
effectiveness  in  reducing  death  and  disability  in  this  country.  Reducing  CDC  funds  would  be 
an  act  of  extraordinary  short-sightedness.  Time  and  again  we  have  seen,  as  in  the  cases  of 
tuberculosis  and  measles,  when  public  health  efforts  falter,  the  nation  pays  a  high  price  later  in 
the  costs  of  preventable  disease. 

Office  of  Disease  Prevention  and  Health  Promotion 

The  Office  of  Disease  Prevention  and  Health  Promotion  stands  out  among  federal 
agencies  for  its  ability  to  leverage  small  amounts  of  funding  into  large  accomplishments  in  highly 
innovative  ways.  ODPHP  manages  the  Healthy  People  2000  initiative,  the  national  prevention 
strategy  used  by  health  agencies  across  the  nation  to  set  measurable  objectives  for  health 
improvement.  ODPHP  provides  guidance  and  prototype  materials  to  health  practitioners  through 
the  Put  Prevention  Into  Practice  project.  It  is  conducting  groundbreaking  research  concerning 
the  cost-effectiveness  of  preventive  services.  We  urge  the  Subcommittee  to  appropriate  $6.8 
million  for  this  office,  an  amount  that  reflects  increased  responsibilities  in  the  Public  Health 
Service's  ongoing  efforts  to  improve  the  accountability  and  efficiency  of  federal  health  activities 
in  light  of  a  rapidly  changing  health  system. 
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Dear  Mr.  Chairman: 

Thank  you  for  the  opportunity  to  present  the  views  and 
recommendations  of  the  Federal  Labor  Managers  Association  (FLMA)  on 
the  FY  96  budget  request  of  the  Department  of  Labor. 

Mr.  Chairman,  I  am  Glenn  A.  Fierst,  President  of  the  Federal 
Labor  Managers  Association,  a  chapter  of  the  Federal  Managers 
Association,  our  national  organization  located  in  Alexandria,  VA. 
Our  association  represents  three-hundred  fifty  members  and  all  of 
the  managers  within  the  Department  of  Labor  in  field  offices  around 
the  country  and  the  national  office  in  Washington,  D.  C.  These 
individuals  manage  and  supervise  a  wide  range  of  front-line 
operations  within  the  Department,  including  the  enforcement  of 
Federal  laws  governing  the  fair  and  timely  payment  of  compensation, 
the  protection  of  mine  and  work  place  health  and  safety, 
enforcement  of  affirmative  action  programs,  and  assurance  of 
pension  fund  protection,  and  the  promotion  of  apprenticeship 
opportunities. 

My  full  time  job  is  not  a  representative  of  this  organization, 
but  as  District  Director  for  the  Wage  and  Hour  Division  in 
Cincinnati,  OH,  so  my  testimony  is  based  on  my  direct  observations 
and  contact  with  my  fellow  managers.  I  am  testifying  solely  in  my 
association  capacity. 

In  recent  years,  the  leadership  of  the  Department  of  Labor  has 
shown  increased  interest  in  making  the  Department's  operation  more 
"customer  focused"  in  spite  of  the  tremendous  downsizing  undertaken 
in  recent  years.  This  has  involved  efforts  to  assure  that  the 
Department  identifies  and  serves  the  foremost  needs  of  the  American 
works  and  the  work  place.  A  continued  insistence  on  quality  and 
the  application  of  total  quality  management  principles,  highlighted 
by  the  emphasis  on  employee  empowerment,  along  with  the  current 
Reinvention  II  program  has  been  part  of  this  approach. 

The  Department  must  continue  to  "be  there"  for  the  115 
million  working  men  and  women  in  this  country.  It  must  remain 
committed  to  the  long-standing  mission  of  the  Department: 
advancing,  protecting  and  promoting  the  interest  of  the  American 
work  place  and  the  American  worker.  The  pursuit  of  the  mission 
still  requires  adequate  funding  and  superior  management,  assuring 
that  the  Department  serves  the  public  and  guarantees  that  taxpayer 
dollars  continue  to  be  well-spent. 

Summary  of  FLMA's  Recommendations 

This  is  the  most  interesting  of  the  four  years  for  which  FLMA 
has  presented  testimony.  The  continued  theme  from  the 
Administration  and  the  Department  of  Labor  appears  to  be  "you  have 
to  better  with  less".  This  administration's  aim  is  to  "focus  on 
results,  not  process  and  punishment." 

The  continued  emphasis  by  Congress  and  the  Administration  will 
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be  on  the  elimination  of  the  obtrusiveness  of  government, 
especially  the  Federal  government,  in  individuals  lives.  FLMA  's 
contention  is  that  a  lot  of  "big  government"  is  actually  in  our  own 
back  yard  with  State  and  local  governments  outnumbering  Federal 
workers  five  times  over.  We  recognize  that  these  numbers  shouldn't 
ease  the  pressure  from  the  Federal  government  to  reduce  its  size 
and  mission,  but  only  to  put  the  issue  in  perspective. 

FLMA  would  hope  that  the  new  Congressional  Labor  Committees 
would  take  a  look  at  what  has  been  happening  within  DOL  before 
wielding  the  axe  to  employees  and  programs.  We  recognize  that 
downsizing  (12  percent  over  the  next  five  year) , reinvention  and 
change  will  continue.  We  are  also  aware  that  resources  will  remain 
scarce  and  the  focus  of  the  Department's  agencies  must  be  quality 
rather  than  quantity.  Our  members  feel  that  the  "doing  more  with 
less"  concept  is  probably  their  biggest  concern.  To  achieve  this 
mandate,  the  Congress  must  be  instrumental  in  reducing  the  amount 
of  work  we  do,  not  just  the  number  of  people  who  do  it.  Private 
businesses  have  learned  they  can't  remain  competitive  simply  by 
reducing  their  head  count  and  that  goes  for  government,  as  well. 
Often  the  organization  that  remains  after  downsizing  "has  been 
wounded  to  the  point  of  being  dysfunctional"  and  takes  years  to 
recover,  if  it  ever  does.  Hopefully,  Congress  won't  make  the  same 
mistake  as  has  private  industry. 

Regardless  of  who  controls  Congress  or  the  Administration,  for 
our  managers,  the  immediate  question  is  "what  are  we  and  where  do 
we  fit  in".  The  Administration  and  Congress  will  have  to  work 
through  the  sea  change  and  provide  the  assurance  needed  by  managers 
and  workers  at  this  critical  juncture.  We  believe  that  middle 
managers  shape  the  work  of  government.  Top  officials  can  make 
policy  and  set  priorities,  but  those  priorities  take  hold  only  if 
the  managers  responsible  for  meeting  them  produce  results. 

Budget  Overview 

The  Department's  FY  1996  budget  request  equally  emphasized  the- 
training  and  enforcement  segments  of  the  Department.  Recently 
introduced  legislation  by  Congress  on  regulatory  reform,  risk 
assessment,  FY  1995  budget  rescissions  on  the  Department's  training 
programs,  Davis-Bacon/Service  Contract  Act  repeal  and  hearings  on 
employer  sanctions,  etc.  would  appear  to  make  budget  statements 
such  as  this  totally  inadequate  to  address  current  concerns. 

In  spite  of  the  fluidity  of  the  legislative  movement,  in  most 
agencies  within  the  Department,  especially  those  engaged  in 
enforcement  and  apprenticeship  activities,  it  still  takes  employees 
to  get  the  overall  job  done,  in  spite  of  the  greater  access  to 
communication  technology.  Staffing  of  agencies  remains  uneven  with 
the  Administration  attempting  to  make  up  in  some  programs.  Under 
staffing  of  a  number  of  agencies  in  the  past  has  led  to  a  multitude 
of  problems  which  need  be  addressed. 

We  know  that  the  current  view  among  Congress  may  be  to  eliminate 
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certain  agencies  rather  than  continue  to  fund  or  increase  their 
funding.  Nevertheless,  FLMA  feels  that  it  is  important  to  state 
our  position  on  various  agencies  funding  requests  as  follows. 

Enforcement  Agencies 

The  Secretary  of  Labor  has  continued  to  emphasize  that  the 
Department  use  its  limited  resources  to  protect  vulnerable 
populations,  target  the  worst  actors/worst  offenses,  deter 
violations  with  significant  penalties  including  criminal  penalties 
and  take  the  steps  necessary  to  get  results  swiftly  and 
efficiently.  This  testimony  will  provide  a  brief  synopsis  and  some 
anecdotal  information  as  to  how  each  of  the  enforcement  agencies 
represented  by  our  association  is  functioning  in  relation  to  its 
current  resources. 

ESA  -  Wage  and  Hour  Division 

From  underage  and  underpaid  migrant  workers  in  the  Georgia  onion 
fields  to  the  San  Francisco-Oakland  bay  area  janitorial  industry 
known  for  its  subculture  of  non-compliance  with  the  minimum  wage 
and  overtime  provisions,  to  the  sub-minimum  wage  plagued  sweatshop 
garment  industry  of  New  York  City,  the  Wage  and  Hour  Division  has 
changed  its  way  of  doing  business.  The  Division,  which  has  been  in 
a  basic  hiring  freeze  since  1990,  has  redefined  its  priorities 
along  lines  of  the  enforcement  strategy  set  by  the  Secretary. 
Recognizing  that  it  simply  cant'  take  all  complaints  and  help 
everyone,  the  Division  now  concentrates  on  the  "four  enforcement 
prongs"  of  the  Department,  and  it  is  working. 

Unfortunately,  a  FY  1995  rescission  recently  introduced  in  the 
House  of  Representatives,  would  cut  funds  used  to  target  labor 
standards  enforcement  under  all  of  the  current  programs,  including 
the  employer  sanction  program  where  an  increase  in  jobs  was 
targeted  in  the  FY  1996  budget.  This  rescission,  if  enacted  would 
allow  the  completion  of  about  15  percent  fewer  compliance  actions 
this  fiscal  year  in  those  industries  most  likely  to  be  employing 
illegal  aliens,  for  example.  This  is  just  the  opposite  of  what  we 
should  be  doing:  increasing  the  resources  devoted  to  these  efforts. 
Hopefully,  Congress  will  allow  the  additional  resources  requested 
to  enforce  the  Fair  Labor  Standards  Act  in  sub-standard  business 
establ ishment s . 

Occupational  Safety  and  Health  Administration 

OSHA,  among  all  of  the  Department's  agency,  is  involved  in  the  most 
fundamental  changes  in  doing  their  business.  This  agency,  mandated 
to  protect  the  working  people  in  order  to  maintain  our  economy  in 
the  forefront  of  all  industrialized  nations,  is  arguably  setting 
the  standard  for  reinvention  in  government.  The  agency  will  begin 
spending  more  of  its  resources  in  education  and  outreach,  ie: 
promoting  compliance  rather  than  in  the  strict  safety  and  health 
enforcement  which  has  characterized  the  agency  during  the  past  two 
years. 


1831 


Nevertheless,  the  recent  story  of  the  violations  which  permeated 
the  mid-Ohio  maker  of  exhaust  pipes,  with  $100  million  in  annual 
sales,  makes  you  wonder  what  the  state  of  safety  and  health  would 
be  without  the  agency.  This  manufacturer  was  called  to  the 
attention  of  OSHA  by  a  hospital  in  the  area  as  up  to  six  workers  a 
day  were  being  admitted  with  injuries.  Between  January  1993  and 
December  1994,  there  were  nine  cases  of  amputated  fingers,  54 
instances  of  smashed  fingers  and  hands,  56  cases  of  flash  burns 
from  welding,  16  cases  of  broken  bones  and  37  instances  of  back 
injuries.  Over  85  percent  of  the  regular  work  force  of  400  were 
temporary  employees. 

Maybe  regulations  can  be  rewritten  or  repealed  and  enforcement  can 
be  "softened",  but  I  would  find  it  hard  to  believe  that  safety  and 
health  compliance  for  the  nation's  workers  could  be  better  achieved 
without  a  strong  enforcement  agency. 

ESA  -  Office  of  Federal  Contract  Compliance  Programs 

This  agency  has  already  gone  through  the  period  when  the  luxury  of 
easy  findings  and  simple  answers  were  the  rule  rather  than  the 
exception.  Still,  in  spite  of  reduced  staff  and  resources,  OfCCP 
had  significant  recoveries  for  a  large  number  of  victims  of  work 
place  discrimination  in  1994.  This  is  an  agency  which  adheres  to 
flexible  goals  and  reasonable  targets  for  employers  who  wish  to 
conform  to  to  an  affirmative  action  plan.  Substantial  inroads  have 
been  made  toward  eliminating  a  case  backlog,  developing  an  agency 
training  academy  and  working  with  other  government  agencies.  The 
agency  has  been  "downsized  out"  and  needs  adequate  funding  to  hold 
its  own.   Don't  throw  the  baby  out  with  the  bath  water. 

Pension  and  Welfare  Benefits  Administration 

This  agency  which  administers  and  enforces  the  provisions  of  Title 
I  of  the  Employee  Retirement  Income  Security  Act  of  1974  which 
established  fiduciary  and  other  standards  for  employee  benefit 
plans  sponsored  by  private  sector  employer  has  seen  its  workload 
expand  in  both  the  civil  and  criminal  programs.  The  Administration 
has  shown  a  recognition  of  this  agency's  increasing  workload  by 
requesting  additional  funding  for  computer  equipment.  Congress 
should  also  be  extremely  concerned  about  protecting  the  rights  and 
financial  security  of  more  than  50  million  employee  benefit  plan 
participants  and  beneficiaries  and  with  assuring  the  integrity  and 
effective  management  of  the  private  pension  and  welfare  benefit 
plan  system. 

Office  of  the  American  Workplace 
Office  of  Labor  Management  Standards 

OLMS,  an  agency  which  basically  investigates  criminal  activity  in 
unions,  will  be  expected  to  conduct  more  investigations  in  FY  1996 
with  a  somewhat  smaller  staff.  As  the  agency's  cases  become  more 
complex,  it  is  sometimes  impossible  to  increase  the  number  of 
actions  while  even  slightly  reducing  the  staff. 
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Office  of  Workers  Compensation  Programs 

If  for  no  other  reason,  the  requested  increase  in  funding  for  this 
agency  is  justified  based  on  the  results  of  the  Periodic  Roll 
Management  (PRM)  project.  This  project  was  conceived  as  a  one-time 
100  percent  review  of  FECA's  long-term  disability  cases,  staffed 
with  four-year  term  employees  in  FECA's  twelve  district  offices. 
By  FY1995,  the  project  had  been  expanded  to  nine  district  offices. 
The  FY  1996  budget  submission  proposes  to  expand  the  project 
further  to  the  remaining  district  offices.  Project  savings 
produced  by  the  hoped  for  12  office  PRM  project  is  estimated  to  be 
$370  million  through  FY2000.  The  cost  effectiveness  of  the  project 
is  tremendous,  with  return  on  investment  at  eight  dollars  saved  for 
each  dollar  spent.  This  is  double  the  savings  claimed  by  IRS  when 
hiring  new  collection  agents.  Requested  funds  for  expansion  of  the 
project  for  FY  1996  would  appear  to  be  an  excellent  investment. 

Mine  Safety  and  Health  Administration 

This  agency  was  able  to  upgrade  their  inspection  equipment  as  a 
result  of  FY  1995  funding.  The  agency  will  be  apparently  be 
operating  on  a  status  quo  for  FY  1996  without  additional  funds. 

Training 

Employment  Training  Administration 

Bureau  of  Apprenticeship  and  Training 

This  agency,  with  a  national  staffing  infrastructure  of  120 
offices  throughout  the  United  States  and  a  cadre  of  experienced 
apprenticeship  technicians,  stands  ready  to  perform  any  necessary 
role  for  the  Department.  In  1995,  the  need  for  quality 
apprenticeship  programs  remains  strong.  With  a  shortage  of 
skilled  workers  in  crafts  and  service  oriented  industries,  BAT's 
modern  apprenticeship  programs  provides  the  placement  of  qualified 
applicants  in  training  programs  for  high-demand  occupations. 

The  retention  of  America's  leadership  in  research  and 
development  and  economic  growth  will  not  be  achieved  without  the 
aid  of  apprenticeship  training  and  other  productive  educational 
programs.  The  current  BAT  staff  simply  need  to  become  more  of  an 
integral  part  of  the  Department's  long  term  training  strategy. 
The  transition  from  the  continued  drop  in  the  American  worker's 
real  earnings  to  a  high  wage  job  gained  by  an  apprenticeship 
training  experience  can  be  lead  by  this  agency.  The  Department 
must  give  BAT  a  much  deserved  higher  profile  and  allow  the  worker 
to  benefit. 

In  conclusion,  Mr.  Chairman,  we  are  requesting  that  your 
Subcommittee  continue  to  be  aware  of  the  tremendous 
responsibilities  which  have  been  mandated  to  the  enforcement  side 
of  the  Department  and  the  enormous  potential  of  the  apprentice 
agency  to  assist  the  American  worker.  Let  us  hope  that  this  upturn 
in  resources  is  the  beginning  of  better  things  to  come. 
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Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the 
opportunity  to  submit  testimony  to  you  regarding  the  federal 
government's  response  to  and  funding  of  Sudden  Infant  Death 
Syndrome  (SIDS) . 

SIDS  is  a  frightening  disease  that  knows  no  economic  or  cultural 
boundaries;  it  can  strike  an  infant  from  any  country,  culture,  or 
socio-economic  background.  In  the  typical,  but  always  tragic  SIDS 
case,  an  apparently  healthy  child  is  put  to  bed  without  any 
indication  that  something  is  wrong.  Sometime  later,  the  infant  is 
found  dead.  The  infant's  prior  medical  history,  a  complete 
postmortem  examination,  and  a  thorough  investigation  of  the  death 
scene  provide  no  explanation  for  the  cause  of  death. 

In  this  country  approximately  7,000  infants  die  each  year  as  a 
result  of  SIDS  —  nearly  one  baby  every  hour,  every  day.  SIDS  is 
the  leading  cause  of  death  for  infants  one  week  to  one  year  of  age. 
It  is  a  major  component  of  the  high  rate  of  infant  mortality  in  the 
United  States,  yet  we  still  do  not  know  what  causes  SIDS  nor  how  to 
prevent  it  from  claiming  so  many  young  lives. 

Although  cases  of  the  syndrome  have  been  noted  since  biblical 
times,  organized  scientific  research  into  the  cause  of  SIDS  is 
recent,  dating  to  the  mid-1970 's.  The  primary  federal  agency 
responsible  for  conducting  research  into  SIDS  is  the  National 
Institute  of  Child  Health  and  Human  Development  at  the  National 
Institutes  of  Health. 

In  addition  to  federal  funding  of  SIDS  research,  there  are  other 
agencies  involved  in  SIDS  efforts.  The  Centers  for  Disease  Control 
are  working  on  establishing  a  standardized  death  scene 
investigation  protocol  for  SIDS  incidents;  and  the  Maternal  and 
Child  Health  Bureau  of  the  Health  Resources  and  Services 
Administration  is  moving  forward  with  implementing  SIDS  service 
initiative  recommended  by  the  federally  funded  national  needs 
assessment.  An  Interagency  Panel  on  SIDS,  which  includes  the 
Health  Resources  and  Services  Administration,  National  Institutes 
of  Health,  Centers  for  Disease  Control  and  Prevention,  Indian 
Health  Services,  Food  and  Drug  Administration,  Substance  Abuse  and 
Mental  Health  Service  Administration,  US  Consumer  Product  Safety 
Commission,  Department  of  Defense,  Administration  for  Children  and 
Families,  and  the  Department  of  Justice  help  coordinate  SIDS 
activities  between  government  agencies. 

National  Institute  of  Child  Health  and  Human  Development 

Mr.  Chairman,  thanks  to  the  funding  which  has  been  provided  by  this 
Subcommittee,  researchers  supported  by  the  NICHD  SIDS  Program  have 
been  making  real  progress  in  the  fight  against  SIDS.  In  1988,  at 
the  request  of  Congress,  the  NICHD  assembled  a  group  of  scientists 
to  examine  the  current  state  of  knowledge  about  SIDS  and  articulate 
future  SIDS  research  needs.  The  result  of  this  effort  was  the  SIDS 
Five  Year  Research  Plan.  The  Five  Year  Plan  was  so  successful  and 
productive  that  a  second  SIDS  Five  Year  Plan  was  initiated  in  FY95. 
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Through  research  projects  sponsored  by  NICHD,  scientists  are 
expanding  our  base  knowledge  of  SIDS  and  our  understanding  of  the 
causes  and  underlying  mechanisms  of  the  syndrome.  Research 
objectives  have  focused  on:  identifying  infants  at  risk  for 
becoming  victims  of  SIDS  including  developing  markers  to  detect 
which  babies  are  most  vulnerable;  clarifying  the  relationship 
between  high-risk  pregnancy,  high-risk  infancy,  and  SIDS; 
investigating  factors  which  place  babies  at  higher  risk  and 
stresses  that  may  trigger  a  SIDS  occurrence;  and  exploring 
mechanisms  and  interventions  that  may  prevent  SIDS  deaths. 

Provided  below  are  a  few  highlights  of  the  accomplishments  of  the 
first  SIDS  Five  Year  Research  Plan,  as  well  as  some  indications  of 
the  direction  of  future  research  concentrations  outlined  in  the 
second  SIDS  Five  Year  Research  Plan: 

FY90  and  FY91  -  NICHD  funded  the  establishment  of  a  repository  for 
brain  and  tissue  specimens  from  infants  and  children  with  various 
neurodevelopmental  disorders.  Greatly  enhancing  the  resources 
available  for  SIDS  investigation,  the  accessibility  of  brain  and 
tissue  samples  have  lead  to  an  improved  understanding  of  the  causes 
of  SIDS  and  the  abnormalities  of  SIDS  infants.  One  theory  that  has 
emerged  is  that  SIDS  infants  may  be  born  with  a  brain  deficit  that 
makes  them  vulnerable  because  they  do  not  respond  appropriately  to 
decreased  oxygen  or  increased  carbon  dioxide  during  sleep. 
Another  study,  focused  on  the  effectiveness  of  apnea  monitors  in 
identifying  and  describing  life  threatening  events,  was  also 
initiated  in  FY91.  The  hope  is  that  information  gained  from  this 
research  will  aid  in  the  development  of  home  monitoring  systems 
that  will  be  simples,  more  specific,  and  have  greater  potential  to 
identify  infants  poised  to  have  a  life-threatening  episode  in  time 
to  save  the  infant. 

FY92  -  NICHD  carried  out  a  multi-disciplinary  project  on  the 
maturation  of  sleep  states  in  the  infant  and  the  maturation  of  life 
sustaining  mechanisms  during  sleep.  It  is  hypothesized  that  the 
rapid  developmental  changes  in  these  mechanisms  and  their 
interactions  may  make  an  infant  vulnerable  to  sudden  death  during 
a  sleep  period.  Also  during  FY92  NICHD  conducted  a  study,  in 
cooperation  with  the  Indian  Health  Service  and  the  Centers  for 
Disease  Control  and  Prevention,  that  investigated  the  causes  of  and 
risk  factors  for  the  high  rate  of  SIDS  incidents  in  the  Native 
American  population  in  the  Aberdeen  area. 

FY93  -  NICHD-sponsored  researchers  investigated  reports  of  studies 
performed  in  Australia,  New  Zealand  and  the  United  Kingdom  which 
suggested  a  significantly  increased  incidence  of  SIDS  for  infants 
put  to  sleep  in  the  prone  (stomach-down)  position.  The  initial 
reports  from  abroad  resulted  in  a  recommendations  by  the  American 
Academy  of  Pediatrics  to  place  infants  on  their  backs  or  sides  to 
sleep.  Based  upon  research  needs  identified  in  FY91  regarding  the 
effectiveness  of  home  monitoring,  NICHD  provided  research  grants  to 
establish  a  clinical  network  of  investigators  to  conduct  a  standard 
protocol  for  high  risk  infants  and  develop  centralized  data 
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collection  and  analysis.  This  research  has  added  to  our 
understanding  about  the  maturation  of  heart  and  respiratory 
functions  in  sleeping  infants  and  has  also  assisted  in  the 
development  of  new  monitoring  technology.  The  ultimate  goal  is  to 
establish  specific  variables  (such  as  the  infant's  cry, 
cardiorespiration  and  sleep  characteristics)  which  may  be  used  to 
predict,  singly  or  in  combination,  life  threatening  events  in  high 
risk  infants. 

FY94  -  NICHD  sponsored  a  SIDS  conference  where  over  30  scientist 
from  around  the  world  presented  data  on  the  effects  of  reducing 
SIDS  risk  factors  —  particularly  infant  sleep  position  —  on  the 
SIDS  rates.  An  overwhelming  consensus  was  achieved  that  there  is 
convincing  evidence  that  side  or  back  sleeping  has  been  responsible 
for  declines  in  SIDS  rates  of  as  much  as  50-70%  in  other  countries. 
As  a  result,  in  May  1994,  the  NICHD  and  other  members  of  the  U.S. 
Public  Health  Service,  along  with  the  American  Academy  of 
Pediatrics,  the  SIDS  Alliance,  and  the  Association  of  SIDS  Program 
Professionals  launched  the  "Back  to  Sleep"  campaign  in  the  U.S.  to 
encourage  parents  to  put  healthy  babies  to  sleep  on  their  backs  or 
sides.  Although  a  few  states  have  begun  to  report  reductions  in 
their  SIDS  rates,  overall  U.S.  data  is  too  preliminary  to  provide 
nationwide  conclusions.  Additional  research  and  public  awareness 
efforts  are  needed  to  accomplish  the  results  achieved  abroad,  but 
perhaps  over  the  next  several  years  the  U.S.  will  be  able  to  report 
similar  progress  in  the  fight  against  SIDS. 

FY95  and  Future  Efforts  -  Beginning  in  FY95,  thanks  to  the  funding 
generously  provided  by  this  Subcommittee,  the  second  SIDS  Five  Year 
Research  Plan  is  being  initiated,  enabling  NICHD  to  expand 
activities  in  several  key  areas.  Crucial  research  efforts  to  be 
conducted  include:  studies  of  event  recording  of  high  risk 
infants;  expanding  the  infant  mortality  study  in  the  Aberdeen  area; 
conducting  a  longitudinal  study  to  correlate  prevalence  of  infant 
care  practices  with  SIDS  rates  over  time;  and  utilizing  diagnostic 
methods  to  assess  neurologic  integrity  in  neonates.  In  addition, 
the  NICHD  would  like  to  initiate  two  new  programs  if  adequate 
funding  is  available.  The  first  is  a  prospective  study  designed  to 
validate  potential  predictive  biologic  tests  for  SIDS  risk  in  the 
general  population.  The  second  are  studies  to  increase  our 
knowledge  of  the  immune  response  of  the  infant  as  it  pertains  to 
the  interaction  between  infectious  processes,  the  immune  system, 
and  their  effect  on  the  nervous  system.  This  will  facilitate  the 
understanding  of  how  high  risk  infants  may  become  vulnerable  to 
SIDS  upon  infection. 

The  SIDS  Alliance  is  grateful  for  the  Subcommittee's  past  support. 
We  urge  you  to  again  provide  full  funding  in  the  amount  of 
$15,300,000  for  the  second  year  of  the  second  Five  Year  SIDS 
Research  Plan  so  that  NICHD  can  complete  these  critical 
initiatives.  Further  research  is  essential  to  find  the  reasons 
for,  and  means  of  preventing,  the  tragedy  of  Sudden  Infant  Death 
Syndrome . 
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Centers  for  Disease  Control 

Due  to  inconsistencies  from  state  to  state  at  the  scene  of  an 
unexplained  infant  death,  in  1993  Congress  recommended  that  a 
standard  death  scene  protocol  be  established.  The  hope  was  that 
the  death  scene  protocol  would  be  adopted  by  states  as  a  means  of 
developing  a  better  statistical  grasp  on  SIDS  cases,  and  would  help 
to  avoid  awkward  and  sometimes  emotionally  charged 
misunderstandings  at  the  scene.  In  July  199  3,  the  Centers  for 
Disease  Control  and  Prevention  and  the  National  Institute  of  Child 
Health  and  Human  Development  held  a  workshop  on  "Guidelines  for 
Scene  Investigation  of  Sudden  Unexplained  Infant  Deaths".  The 
proceedings  of  the  workshop  were  published  in  the  American  Journal 
of  Forensic  Sciences.  These  guidelines  are  now  going  to  be 
discussed  at  an  interagency  panel  meeting  this  month.  The  long 
term  goal  of  the  Alliance  is  to  encourage  state's  adoption  of  the 
guidelines. 

Maternal  and  Child  Health  Bureau 

In  1992  at  the  request  of  Congress,  the  Maternal  and  Child  Health 
Bureau  funded  a  national  assessment  of  SIDS  Services.  The  goals  of 
the  assessment  were  to:  1)  identify  the  numbers  and  incidence  of 
SIDS  in  each  state,  district  and  territory;  2)  identify  the  case 
referral  and  case  management  system  for  SIDS  deaths  in  each  state, 
district  and  territory;  3)  characterize  patterns  of  utilization  of 
existing  SIDS  services  in  each  state,  district  and  territory;  and 
4)  identify  the  training  of  individuals  responding  to  a  SIDS  death 
in  the  community. 

As  a  result  of  the  responses  to  the  survey,  the  MCHB  indicated  that 
a  coordinated  federal  effort  to  standardize  procedures  and  criteria 
for  SIDS  diagnosis  is  needed.  In  addition,  they  recommended  that 
Medical  Examiner/Coroners  be  educated  regarding  SIDS  diagnosis  and 
referral  to  local  resources,  and  that  MCHB  should  support  regional 
training  programs  for  health  professionals  in  case  management  of 
families  experiencing  an  infant/child  death. 

One  of  the  recommendations  in  the  Nationwide  Survey  is  that  the 
MCHB  support  regional  training  programs  for  health  professionals  in 
case  management  of  families  experiencing  an  infant/ child  death,  and 
suggested  regional  "train  the  trainer"  programs  as  the  most  cost 
effective  strategy  to  accomplish  this  recommendation.  In  response, 
the  MCHB  began  working  in  conjunction  with  SIDS  organizations  in 
Maryland,  Minnesota  and  New  Mexico  to  develop  a  core  curriculum  for 
multiple  disciplines  who  come  into  contact  with  SIDS  families.  The 
curriculum  includes  bereavement  support  following  an  infant  death 
as  well  as  ways  to  reduce  SIDS  deaths  in  the  future.  Once  the 
curriculum  is  completed,  training  conferences  will  be  held  in  the 
East,  Midwest  and  Western  regions.  Those  trained  at  the 
conferences  will  then  go  on  to  train  others  at  the  state  and  local 
levels. 


The  MCHB  continues  to  fund  the  National  SIDS  Resource  Center,  a 
major  source  of  current  information  about  SIDS.  MCHB  is  also 
funding  four  demonstration  grants  focusing  on  reducing  the  risk  of 
infant  deaths  following  pregnancies.  Utilizing  the  past  successes 
of  the  SIDS  information  and  counseling  service  programs,  the  MCHB 
is  encouraging  the  expansion  of  this  model  to  encompass  all  infant 
deaths,  especially  in  smaller  urban  and  rural  areas. 

MCHB  is  also  collaborating  with  various  public  and  private  groups 
who  provide  infant  loss  counseling  and  who  strive  to  reduce  or 
prevent  infant  mortality.  For  instance,  one  specific  effort 
supported  by  the  MCHB,  along  with  the  American  College  of 
Obstetrics  and  Gynecologists,  is  the  National  Fetal  and  Infant 
Mortality  Review  Projects. 

As  we  are  all  too  painfully  aware,  Sudden  Infant  Death  Syndrome  has 
historically  been  a  mystery,  leaving  in  its  wake  devastated 
families  and  bewildered  physicians.  In  the  past  there  have  been  no 
answers  to  why  a  baby  dies  of  SIDS.  For  new  and  expectant  parents 
there  have  been  no  answers  on  how  to  prevent  SIDS  from  claiming 
their  child.  But  today,  we  are  beginning  to  find  some  of  the 
answers  such  as  factors  that  increase  the  risk  for  SIDS  and  actions 
parents  can  take  to  reduce  the  risks.  Recent  research  has  provided 
us  with  an  unprecedented  opportunity  to  decrease  the  number  of  SIDS 
deaths  by  alerting  new  parents  about  a  few  simple  steps  that  they 
can  take.  It  is  important  to  realize  however,  that  while  following 
the  recommendations  presented  may  help  to  prevent  some  SIDS  deaths, 
it  will  not  save  all  babies;  we  still  do  not  know  what  causes  SIDS 
nor  do  we  know  how  to  predict  which  babies  are  vulnerable. 

There  is  still  a  great  deal  more  that  needs  to  be  done  in  the  fight 
against  SIDS.  It  would  truly  be  a  tragedy  if  research  efforts  were 
halted  or  delayed  at  the  point  when  so  much  progress  can  be  made. 
Research  capability  and  technology  are  available  to  conduct 
additional  studies  that  will  advance  our  abilities  to  eliminate 
SIDS.  Now  is  the  time  for  us  to  do  something  about  SIDS  and 
prevent  babies  from  dying  of  SIDS  in  the  future. 

We  urge  the  subcommittee  to  support  SIDS  research  by  funding  the 
National  Institutes  of  Health  at  a  level  of  $12,694,000,000  for  FY 
96  and  the  NICHD  at  a  level  of  $575,018,000,  a  12%  increase  for 
both.  Earmarking  $15,300,000  for  SIDS  research  in  FY96  is  a 
critical  factor  in  our  continued  progress. 

On  behalf  of  the  thousands  of  families  who  have  been  devastated  by 
the  loss  of  a  baby  to  SIDS,  and  the  millions  of  concerned  and 
frightened  new  parents  each  year,  we  thank  you  for  your  past 
support  and  for  enabling  the  Sudden  Infant  Death  Syndrome  Alliance 
to  provide  this  testimony.  If  you  have  any  questions,  please  do 
not  hesitate  to  contact  us. 
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Associated  Gas  Distributors  (AGD)  is  a  trade  association  of  44  local  natural  gas 
distribution  utilities  that  provide  gas  service  to  tens  of  millions  of  consumers  across 
the  country.  AGD  and  its  members  have  long  supported  the  Low  Income  Home 
Energy  Assistance  Program  (LIHEAP)  and  respectfully  urge  the  continuation  of  it. 

AGD  recognizes  that  federal  government  funding  of  numerous  programs  is  being 
very  carefully  reviewed  by  Congress  and  the  Administration.  Just  as  many  businesses 
in  the  private  sector  are  "re-engineering"  and  rethinking  established  operating  and 
management  systems  to  obtain  further  efficiencies  and  become  more  competitive,  so 
too  is  the  federal  government  "reinventing"  itself  and  trying  to  "do  more  with  less." 

LIHEAP  is  a  well-regarded  and  established  social  assistance  program  that  helps 
those  with  less  do  more.  It  has  led  by  example  and  facilitated  the  growth  of  many 
and  substantial  complementary  private  sector  energy  assistance  programs.  For 
example,  natural  gas  utilities  have  well-established  programs  to  assist  customers  in 
meeting  their  energy  needs.  These  programs  often  include  fuel  assistance  funds 
supported  by  private  contributions  and  utility  shareholders.  Fuel  funds  have  grown  in 
large  part  from  the  federal  LIHEAP  example,  and,  although  they  are  now  an  important 
contributor  to  the  mix  of  assistance  provided  to  low  income  consumers,  they  remain 
small  in  relation  to  the  federal  LIHEAP  contribution  and  would  not  be  able  to  make  up 
for  significant  reductions  in  LIHEAP  funding. 

-1- 
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It  is  also  an  inadequate  response  to  the  energy  assistance  needs  of  low  income 
people  to  say  that  social  welfare  costs  of  the  magnitude  of  LIHEAP  can  be  borne  by 
utilities  or  their  other  ratepayers.  State  utility  rate  regulation  restrains  utility  returns, 
and  service  regulation  simultaneously  requires  utilities  to  serve  customers  in  the  public 
interest.  Moreover,  the  competitive  environment  for  energy  services  has  become 
particularly  intense  in  recent  years.  While  utilities  may  be  required  to  serve  customers, 
the  simple  fact  is  that  customers  are  not  required  to  purchase  utility  services.  Thus, 
if  and  when  social  welfare  costs  embedded  in  utility  rates  increase  to  offset  LIHEAP 
funding  reductions,  utility  customers  will  be  driven  to  competitive  energy  suppliers 
that  are  not  burdened  with  such  costs. 

LIHEAP  has  been  a  model  of  effectiveness  in  block  grant  programs  and  has 
provided  assistance  in  a  direct,  tangible,  and  targeted  way  which  routinely  helps  those 
who  need  help  most  when  they  need  it  most.  It  is,  in  short,  a  good  federal  program 
that  is  necessary  for  public  welfare  and  because  private  relief  efforts  cannot  meet 
those  welfare  needs.    It  should  be  continued. 

The  obvious  success  of  LIHEAP  is  laudable  and  should  be  viewed  as  a  sound 
foundation  to  improve  and  enhance  the  program  further.  LIHEAP  costs  could,  perhaps, 
be  reduced  in  a  number  of  ways.  For  example,  program  administration  efficiencies 
through    streamlining    may   be    available   given   the   many   years   of   established 
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implementation  of  LIHEAP.  Second,  it  may  be  possible  to  gain  efficiencies  through 
cooperative  or  "piggyback"  ventures  with  existing  utility  fuel  fund  programs.  Third, 
enhanced  use  of  "leveraging"  may  draw  more  private  or  state  and  local  funding  to 
energy  assistance  by  rewarding  successful  private  or  state  and  local  efforts  with  a 
larger  proportion  of  the  federal  funds  available.  Finally,  the  fifty  creative  state 
"laboratories"  could  be  allowed  more  discretion  and  flexibility  in  their  use  of  available 
federal  funds.  Some  states  may  well  adhere  to  the  slams  gup.,  but  others  will 
invariably  invent  new  and  imaginative  techniques  for  more  efficient  and  effective 
distribution  of  funds.  The  federal  program  should  encourage  these  kinds  of  initiatives 
and  be  the  "clearinghouse"  for  communicating  to  all  state  program  administration 
offices  any  novel  developments  from  which  all  could  benefit. 


AGD  appreciates  this  opportunity  to  comment  on  the  FY  '96  LIHEAP 
appropriations  and  respectfully  urges  the  Subcommittee  to  continue  this  much-needed 
and  model  federal  energy  assistance  program. 
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STATEMENT 


of  the 


AMERICAN  ASSOCIATION  OF  NURSE  ANESTHETISTS 


before  the 


US  HOUSE  OF  REPRESENTATIVES 

COMMITTEE  ON  APPROPRIATIONS 

LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION  SUBCOMMITTEE 


regarding 

FISCAL  YEAR  1996  HEALTH  APPROPRIATIONS 

on 

JANUARY  26,  1995 


RECOMMENDATION 

The  AANA  recommends  that  $4  million  be  appropriated  in  Fiscal  Year  1996  for  nurse 
anesthesia  programs  under  the  Nurse  Education  Act.  In  addition,  AANA  opposes  the  proposal 
for  consolidation  of  the  Title  VII  and  Tide  VIII  programs  under  the  Public  Health  Service, 
Health  Resources  and  Services  Administration. 


AMERICAN  ASSOCIATION  OF  NURSE  ANESTHETISTS  -  FEDERAL  GOVERNMENT  AFFAIRS  OFFICE 

777  North  Capitol  Street.  N.E..  Suite  803.  Washington.  O.C.  20002  ■  Phone:  (202)  6S2-1267  ■  Fax:  (202)  682-1269 
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The  AANA  appreciates  the  opportunity  to  testify  regarding  continued  federal  funding  for  nurse 
anesthesia  educational  programs  under  Tide  VHI,  the  Nurse  Education  Act  (NEA). 

The  AANA  requests  that  the  nurse  anesthetist  program  under  the  NEA  be  funded  at  $4 
million  for  Fiscal  Year  1996  (FY96).  This  level  of  funding  is  equal  to  the  authorized  amount 
for  FY94,  which  is  the  most  current  authorization  for  this  program.  Monies  would  be  utilized 
to  accomplish  the  following  objectives: 

•  To  provide  funding  for  the  expansion  and  start-up  costs  of  new  nurse  anesthesia 
educational  programs  ($1.5  million). 

•  To  continue  traineeship  support  for  nurse  anesthesia  students  ($2  million). 

•  To  increase  the  number  of  nurse  anesthetist  faculty  with  advanced  degrees  ($0.5 


The  AANA  opposes  the  proposal  for  consolidation  of  Title  VII  and  Title  VIII  programs. 
Consolidation  would  reduce  funding  for  the  aggregated  programs,  create  competition  between 
nursing  priorities  and  dilute  program  goals,  and  would  limit  congressional  authority  over 
programs. 


BACKGROUND  OF  CURRENT  CRNA  SHORTAGE 

Congressional  support  for  nurse  anesthesia  education  has  had  a  tremendous  positive  effect  on 
the  CRNA  shortage.  The  shortage  was  documented  through  a  February,  1990  Health 
Economics  Research  (HER)  manpower  study,  mandated  by  the  congressional  appropriations 
committees.  The  study  reported  the  need  for  30,000  CRNAs  by  the  year  2000,  and  over 
35,000  CRNAs  by  the  year  2010.  In  1995,  AANA  estimates  that  there  will  be  1,000  nurse 
anesthetists  graduates,  far  short  of  the  1,800  recommended  by  the  HER  manpower  study. 

Funding  appropriated  to  nurse  anesthesia  education  through  Title  VHI  has  helped  develop  new 
nurse  anesthesia  education  programs.  Twelve  new  nurse  anesthesia  education  programs  were 
funded  through  FY94  appropriations.  In  meeting  the  challenge  presented  by  the  CRNA 
shortage,  the  current  nurse  anesthesia  education  programs  have  become  flexible  in  design  and 
creative  in  working  with  local  resources.  Over  the  past  five  years,  the  average  enrollment  per 
program  has  increased  60%  as  programs  strive  to  expand  student  slots.  Funds  provided 
through  Title  VIII  for  nurse  anesthesia  traineeships  have  been  a  critical  assistance  to  students  in 
both  new  and  continuing  programs. 
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CRNAS  INCREASE  ACCESS  TQ  HEALTH  CARE,  INCLUDING  PRIMARY  CARE 

CRNAs  increase  access  to  health  care  by  administering  more  than  65%  of  the  26  million 
anesthetics  given  to  patients  each  year  in  the  U.S.  CRNAs  are  the  sole  anesthesia  provider  in 
85%  of  rural  hospitals,  affording  these  medical  facilities  obstetrical,  surgical  and  trauma 
stabilization  capabilities.  CRNA  services  are  supportive  to  primary  care  services,  e.g.  by 
administering  epidural  anesthetics  to  obstetrics  patients.  Because  of  the  interdependence 
between  primary  care  and  anesthesia  care,  continued  federal  support  for  nurse  anesthesia 
education  should  be  an  element  of  any  proposal  to  increase  primary  care  providers. 

CRNAS  ARE  COST-EFFECTIVE  HEALTH  CARE  PROVIDERS 

The  1990  HER  manpower  study  found  that  increased  use  of  CRNAs  to  deliver  anesthesia 
could  save  the  nation  $1  billion  annually  by  the  year  2010.  CRNAs  save  Medicare 
beneficiaries  money  by  accepting  mandatory  assignment,  whereas  anesthesiologists  can  balance 
bill  Medicare  beneficiaries. 

In  addition,  the  educational  costs  of  preparing  CRNAs  are  less  than  those  of  preparing 
anesthesiologists.  The  average  annual  program  cost  per  student  nurse  anesthetist  is  $11,741. 
With  the  average  length  of  a  nurse  anesthesia  program  being  27  months,  the  total  cost  per 
student  is  $26,417  ($11,741  per  year  x  2.25  years).  In  contrast,  according  to  data  from  the 
Health  Care  Financing  Administration,  the  average  annual  cost  per  medical  resident  in  a 
residency  program  was  $84,837  in  1990.  Therefore,  the  total  cost  per  student  for  a  four  year 
anesthesiologist  residency  is  $339,400  ($84,837  per  year  x  4  years).  The  conclusion  to  be 
drawn  is  that  for  the  same  cost  of  preparing  one  anesthesiologist,  vou  can  prepare  at  least  10 
CRNAs.  Even  more  important  in  light  of  the  shortage  of  anesthesia  providers,  those  10 
CRNAs  will  have  entered  the  work  force  and  cumulatively  provided  at  least  40  years  of 
anesthesia  services  by  the  time  the  one  anesthesiology  resident  graduates  and  is  ready  to 
practice. 


RECENT  HISTORY  OF  NURSE  ANESTHESIA  FEDERAL  FUNDING 

Total  Funds  in  *  Traineeships/  #  Faculty/  New  Education 

Fiscal  Year  Funds  Funds  Programs/Funds 

(in  millions)  (in  millions)  (in  millions)  (in  millions) 

1991 -$1,430  789  ($0,706)  56  ($0,153)  4  ($0,555) 

1992 -$1,930  779  ($0,913)  48  ($0,153)  6  ($0,839) 

1993 -$2,728  873  ($0,800)  32  ($0,159)  13  ($1,735) 

1994 -$2,724  N/ A  ($0,825)  13($0r100)  12  ($1,768) 

1995 -$2,724  (in  process)  (in  process)  (in  process) 
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OPPOSITION  TQ  CONSOLIDATING  TITLE  VH  AND  TITLE  Vffl  PRQQRAMg 

AANA  appreciates  the  need  to  reshape  the  existing  federal  programs  to  allow  administrative 
cost  savings  and  greater  flexibility  in  responding  to  health  care  reform  needs.  However,  each 
of  these  programs  meets  a  unique  need  in  preparing  nurses  to  meet  the  health  care  needs  of  the 
country.   Our  concerns  regarding  the  consolidation  include: 

1.  Aggregate  reductions  in  funding  through  the  consolidation  will  not  be 
obtained  via  administrative  streamlining.  Cuts  will  come  directly  from  student 
traineeships  and  program  development.  Only  1.2%  of  monies  appropriated  to  the 
nurse  anesthesia  education  program  under  Title  vm  have  been  used  for  administering 
the  grants.  The  majority  of  monies  are  utilized  for  their  stated  purpose  of  student 
traineeships,  program  expansion,  and  faculty  development.  Administrative  monies  for 
the  Division  of  Nursing  which  currently  administers  the  Tide  Vm  programs  are 
allocated  from  the  Health  Resources  and  Services  Administration  budget.  Thus,  any 
cuts  in  funding  for  the  aggregated  programs  will  come  directly  from  the  program  itself 
rather  than  from  any  administrative  savings.  Any  reductions  to  the  aggregated  account 
will  impact  the  student  traineeships  and  new  program  development  which  have  been 
proven  as  successful  strategies  to  meet  workforce  projections. 

2.  Dilution  of  nursing  programs  goals  resulting  from  forcing  programs  into 
large  pools  which  must  compete  for  reduced  funds.  Consolidation  of  programs 
would  risk  the  possibility  of  a  decrease  or  possible  elimination  of  funding  for  specific 
programs  which  Congress  had  prioritized  under  NEA.  Any  decrease  in  Title  Vm 
funding  for  nurse  anesthetists  would  dramatically  hamper  initiatives  to  alleviate  the 
national  CRNA  shortage.  All  past  appropriations  have  been  fully  utilized,  which 
underscores  the  need  for  continued  funding,  and  for  continued  efforts  to  reach  the  goal 
as  stated  in  the  congressionally  mandated  1990  HER  manpower  study. 

3.  Lack  of  congressional  oversight  for  specific  program  priorities.  Nurse 
anesthesia  education  support  has  been  based  on  congressional  studies  of  workforce 
needs.  AANA  believes  that  individual  line  items  for  prioritized  programs,  such  as 
CRNA  education,  should  continue.  This  will  allow  for  continued  Congressional 
oversight,  as  originally  intended  by  the  creation  of  individual  and  separate  funding 
streams. 


The  AANA  recommends  that  $4  million  be  appropriated  for  Fiscal  Year  1996  for  nurse 
anesthesia  programs  under  the  Nurse  Education  Act.  In  addition,  the  AANA  opposes  the 
proposed  consolidation  of  the  Title  VII  and  Title  vm  programs  as  outlined  in  the  President's 
budget. 
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STATEMENT  OF 

IRSHAD  ABDAL-HAQQ,  ESQ. 

Executive  Director 

on  behalf  of  the 
COUNCIL  ON  LEGAL  EDUCATION  OPPORTUNITY 

before  the 
UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON 

LABOR,  HEALTH  AND  HUMAN  SERVICES, 

EDUCATION,  AND  RELATED  AGENCD2S 

pertaining  to  the 

FISCAL  YEAR  1996  APPROPRIATIONS  RECOMMENDATION 

for 

ASSISTANCE  FOR  TRAINING  IN  THE  LEGAL  PROFESSION 

TITLE  IX,  GRADUATE  PROGRAMS,  PART  F-FELLOWSHIPS  FOR  OTHER  PURPOSES 

HIGHER  EDUCATION  ACT  OF  1965,  AS  AMENDED 


January  25,  1995 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

The  Council  on  Legal  Education  Opportunity  (CLEO)  is  the  only 
nationwide  program  providing  self-help  and  self- improvement 
opportunities  for  low-income,  and  minority  individuals  desiring  to 
enter  the  legal  profession.  While  much  has  been  said  regarding  the 
number  of  legal  professionals  in  the  U.S.,  there  remains  an 
alarming  dearth  of  such  persons  from  minority  and  low- income 
backgrounds  who  are  willing  to  provide  legal  services  to  their 
respective  communities. 

CLEO  is  funded  through  the  Assistance  for  Training  in  the 
Legal  Profession  (ATLP)  program  (see  Title  IX,  Part  F,  Higher 
Education  Act  of  1965,  as  amended),  administered  by  the  U.S. 
Department  of  Education.  While  it  is  a  relatively  modest  program, 
typically  receiving  less  than  $3  million  per  year,  its  impact  has 
been  exceptional.  The  program  has  been  a  major  factor  in  spurring 
America's  law  schools  to  admit  a  more  diverse  student  population. 
It  has  been  the  subject  of  law  review  articles  encouraging 
diversification  in  legal  education,  and  serves  as  the  hallmark  of 
self-help  and  diversification  efforts  in  law  school  admissions. 
Since  its  inception  in  1968,  CLEO  has  assisted  more  than  5,500 
students  in  gaining  admission  to  law  school. 

Despite  these  gains,  the  American  Bar  Association  reported  in 
1992,  that  the  disparity  between  the  number  of  minority  law 
professionals  and  the  greater  population  remains  immense  and 
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requires  far  more  proactive  attention.   (See  The  Belated  Opening  to 

Minorities      and     Diversity,      Legal Education   and   Professional 

Development-  An  Educational  Continuum.  [Report  of  the  Task  Force  on 
Law  Schools  and  Profession:  Narrowing  the  Gap,  published  by  the 
American  Bar  Association  Section  of  Legal  Education  and  Admissions 
to  the  Bar  (1992)],  pages  23-27). 

Equality  of  opportunity  in  the  legal  profession  has  not  been 
realized,  but  CLEO  has  gone  a  long  way  in  inspiring  the  law  school 
community  to  reach  this  goal.  This  effort  must  be  sustained  if  we 
are  ever  to  achieve  true  equity  in  legal  education. 

Currently  there  are  over  450  CLEO-sponsored  law  students 
enrolled  in  ABA-approved  (accredited)  law  schools  across  this 
nation.  CLEO  provides  them  scholarship  aid  and  academic  support. 
To  abruptly  eliminate  this  program  now  would  not  only  leave 
hundreds  of  low-income  students  stranded  without  the  scholarships 
they  need  to  complete  law  school,  it  also  would  result  in  a 
slowdown  in  this  nation's  effort  to  give  all  persons  an  equal 
opportunity  to  realize  their  full  potential. 

Upon  completion  of  law  school,  CLEO  Fellows  are  able  to 
realize  financial  security  and  provide  for  themselves,  their 
families  and  communities.  They  pursue  a  wide  array  of  legal- 
related  careers  and  many  have  become  law  professors,  law  school 
deans,  politicians,  business  leaders  and  judges.  Their 
achievements  attest  to  the  effectiveness  of  the  program  and 
soundness  of  the  concepts  upon  which  it  is  based.  Jointly 
sponsored  by  the  American  Bar  Association,  Law  School  Admission 
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Council,  Association  of  American  Law  Schools,  National  Bar 
Association,  Hispanic  National  Bar  Association,  and  National  Asian 
Pacific  Bar  Association,  CLEO  works  together  with  over  150  law 
schools  to  recruit  students,  conduct  summer  institutes,  and  counsel 
students  throughout  their  law  school  careers. 

CLEO,  through  ATLP,  assists  individuals  in  helping  themselves 
to  improve  their  lives.  CLEO  provides  training  and  opportunities 
for  the  poor,  and  through  this  effort  the  poor  improve  their 
condition  —  permanently.  They  become  professionals  who  are  free 
to  aid  others. 

If  ever  there  was  a  federally  funded  program  that  epitomizes 
the  principle  of  assisting  the  poor  into  becoming  self-sufficient 
contributors  to  the  economy  and  society-at-large,   CLBO  is  it. 

For  the  reasons  set  out  above,  CLEO  respectfully  recommends 
that  full  funding  for  ATLP  be  included  in  the  FY  1996 
appropriation.  While  the  cost  of  a  law  school  education 
continually  rises,  ATLP  funding  has  been  level  or  reduced  for  the 
past  several  years.  CLEO  recommends  that,  at  a  minimum,  the  level 
of  funding  for  ATLP  be  routinely  adjusted  to  match  the  ever- 
increasing  cost  of  a  legal  education. 

Thank  you  for  your  consideration  in  this  matter. 
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The  American  Speech-Language-Hearing  Association  (ASHA)  appreciates  the 
opportunity  to  provide  testimony  to  the  House  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies  Appropriations.   Our 
statement  focuses  on  funding  needs  in  fiscal  year  1995  for  the  National 
Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD) . 

ASHA  is  the  national  professional  and  scientific  and  accrediting 
association  for  over  80,000  speech- language  pathologists,  audiologists,  and 
researchers  serving  the  needs  of  children,  adults,  and  senior  citizens 
throughout  the  United  States  who  have  communication  and  related  disorders. 
The  ability  to  communicate  effectively  is  fundamental  to  other  life 
activities,  e.g.,  learning,  interpersonal  relationships,  and  vocational 
pursuits.   A  loss  of  or  limitation  in  communication  ability  can  be  detrimental 
to  an  individual's  development,  accomplishments,  and  overall  quality  of  life. 

Communication  impairment  is  the  nation's  most  prevalent  disability: 
approximately  42  million  Americans  of  all  ages  have  some  kind  of  communication 
disorder.   These  disorders  have  been  estimated  to  cost  the  economy  $30  billion 
a  year  in  lost  productivity,  special  education  costs,  and  health  care  costs. 
These  costs  are  expected  to  grow,  due  to  several  factors: 

First,  increasing  numbers  of  infants  and  small  children  have  or  are  at 
risk  of  developing  communication  disorders.   As  more  infants  survive  because 
of  medical  technological  advances,  there  are  more  children  with  severe 
disabilities,  often  including  speech,  language,  and  hearing  disabilities. 
With  higher  incidence  of  poverty,  substance  and  alcohol  abuse,  and  lead 
poisoning,  there  are  more  disadvantaged  children  with  disorders  of 
communication.   Accidents,  particularly  those  involving  motor  vehicles  and 
firearms,  also  have  increased  the  number  of  communicatively  impaired 
individuals  as  a  result  of  traumatic  brian  injury,  especially  among  teenagers 
and  young  adults.   Noise-related  hearing  loss  is  still  another  increasingly 
prevalent  phenomenon. 

Secondly,  the  frequency  of  communication  disorders  will  increase 
dramatically  as  the  population  ages.   Impairment  in  the  ability  to  speak, 
hear,  or  process  language  is  often  associated  with  diseases  and  conditions 
that  occur  among  adults  as  they  get  older:   Alzheimer  disease,  resulting  in 
cognitive  and  language  dysfunction;  Parkinson  disease  and  other  progressive 
neurological  disorders  resulting  in  oral -motor  dysfunction;  stroke,  resulting 
in  aphasia;  cancer  of  the  larynx,  resulting  in  laryngectomy  and  voice  loss; 
and  presbycusis,  or  degeneration  of  auditory  function  associated  with  the 
aging  process,  resulting  in  hearing  impairment. 

Many  of  the  costs  relating  to  these  conditions  are  borne  by  federal  and 
state  governments.   The  populations  targeted  by  research  through  NIDCD  are 
many  of  the  same  populations  which  receive  services  through  the  Individuals 
with  Disabilities  Education  Act  (IDEA),  the  Rehabilitation  Act,  Medicare, 
Medicaid,  Social  Security  Disability  Income  and  other  public  programs. 
Research  that  leads  to  the  amelioration  of  communication  disorders  through 
prevention  and  treatment  should  result  in  a  reduction  of  the  need  for  special 
education,  rehabilitation,  and  other  services. 

NIDCD  is  a  key  institution  for  speech- language-hearing  researchers  which 
coordinates  research  efforts  on  a  disability  population  that  will  continue  to 
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The  American  Speech- Language -Hearing  Association  (ASHA)  appreciates  the 
opportunity  to  provide  testimony  to  the  House  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies  Appropriations.   Our 
statement  focuses  on  funding  needs  In  fiscal  year  1995  for  the  National 
Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD) . 

ASHA  is  the  national  professional  and  scientific  and  accrediting 
association  for  over  80,000  speech- language  pathologists,  audiologists ,  and 
researchers  serving  the  needs  of  children,  adults,  and  senior  citizens 
throughout  the  United  States  who  have  communication  and  related  disorders. 
The  ability  to  communicate  effectively  Is  fundamental  to  other  life 
activities,  e.g.,  learning,  interpersonal  relationships,  and  vocational 
pursuits.   A  loss  of  or  limitation  in  communication  ability  can  be  detrimental 
to  an  individual's  development,  accomplishments,  and  overall  quality  of  life. 

Communication  impairment  is  the  nation's  most  prevalent  disability: 
approximately  42  million  Americans  of  all  ages  have  some  kind  of  communication 
disorder.   These  disorders  have  been  estimated  to  cost  the  economy  $30  billion 
a  year  in  lost  productivity,  special  education  costs,  and  health  care  costs. 
These  costs  are  expected  to  grow,  due  to  several  factors: 

First,  increasing  numbers  of  infants  and  small  children  have  or  are  at 
risk  of  developing  communication  disorders.  As  more  infants  survive  because 
of  medical  technological  advances,  there  are  more  children  with  severe 
disabilities,  often  including  speech,  language,  and  hearing  disabilities. 
With  higher  incidence  of  poverty,  substance  and  alcohol  abuse,  and  lead 
poisoning,  there  are  more  disadvantaged  children  with  disorders  of 
communication.  Accidents,  particularly  those  involving  motor  vehicles  and 
firearms,  also  have  increased  the  number  of  communicatively  impaired 
individuals  as  a  result  of  traumatic  brian  Injury,  especially  among  teenagers 
and  young  adults.   Noise-related  hearing  loss  is  still  another  increasingly 
prevalent  phenomenon. 

Secondly,  the  frequency  of  communication  disorders  will  increase 
dramatically  as  the  population  ages.   Impairment  in  the  ability  to  speak, 
hear,  or  process  language  is  often  associated  with  diseases  and  conditions 
that  occur  among  adults  as  they  get  older:  Alzheimer  disease,  resulting  in 
cognitive  and  language  dysfunction;  Parkinson  disease  and  other  progressive 
neurological  disorders  resulting  in  oral -motor  dysfunction;  stroke,  resulting 
in  aphasia;  cancer  of  the  larynx,  resulting  in  laryngectomy  and  voice  loss; 
and  presbycusis,  or  degeneration  of  auditory  function  associated  with  the 
aging  process,  resulting  in  hearing  impairment. 

Many  of  the  costs  relating  to  these  conditions  are  borne  by  federal  and 
state  governments.   The  populations  targeted  by  research  through  NIDCD  are 
many  of  the  same  populations  which  receive  services  through  the  Individuals 
with  Disabilities  Education  Act  (IDEA),  the  Rehabilitation  Act,  Medicare, 
Medicaid,  Social  Security  Disability  Income  and  other  public  programs. 
Research  that  leads  to  the  amelioration  of  communication  disorders  through 
prevention  and  treatment  should  result  in  a  reduction  of  the  need  for  special 
education,  rehabilitation,  and  other  services. 

NIDCD  is  a  key  institution  for  speech- language -hearing  researchers  which 
coordinates  research  efforts  on  a  disability  population  that  will  continue  to 
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The  American  Speech-Language -Hearing  Association  (ASHA)  appreciates  the 
opportunity  to  provide  testimony  to  the  House  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies  Appropriations.   Our 
statement  focuses  on  funding  needs  in  fiscal  year  1995  for  the  National 
Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD) . 

ASHA  is  the  national  professional  and  scientific  and  accrediting 
association  for  over  80,000  speech- language  pathologists,  audiologists ,  and 
researchers  serving  the  needs  of  children,  adults,  and  senior  citizens 
throughout  the  United  States  who  have  communication  and  related  disorders. 
The  ability  to  communicate  effectively  Is  fundamental  to  other  life 
activities,  e.g.,  learning,  Interpersonal  relationships,  and  vocational 
pursuits.   A  loss  of  or  limitation  in  communication  ability  can  be  detrimental 
to  an  individual's  development,  accomplishments,  and  overall  quality  of  life. 

Communication  impairment  is  the  nation's  most  prevalent  disability: 
approximately  42  million  Americans  of  all  ages  have  some  kind  of  communication 
disorder.   These  disorders  have  been  estimated  to  cost  the  economy  $30  billion 
a  year  in  lost  productivity,  special  education  costs,  and  health  care  costs. 
These  costs  are  expected  to  grow,  due  to  several  factors: 

First,  increasing  numbers  of  infants  and  small  children  have  or  are  at 
risk  of  developing  communication  disorders.   As  more  infants  survive  because 
of  medical  technological  advances,  there  are  more  children  with  severe 
disabilities,  often  including  speech,  language,  and  hearing  disabilities. 
With  higher  incidence  of  poverty,  substance  and  alcohol  abuse,  and  lead 
poisoning,  there  are  more  disadvantaged  children  with  disorders  of 
communication.   Accidents,  particularly  those  involving  motor  vehicles  and 
firearms,  also  have  increased  the  number  of  communicatively  impaired 
individuals  as  a  result  of  traumatic  brian  injury,  especially  among  teenagers 
and  young  adults.   Noise-related  hearing  loss  is  still  another  increasingly 
prevalent  phenomenon. 

Secondly,  the  frequency  of  communication  disorders  will  increase 
dramatically  as  the  population  ages.   Impairment  in  the  ability  to  speak, 
hear,  or  process  language  is  often  associated  with  diseases  and  conditions 
that  occur  among  adults  as  they  get  older:   Alzheimer  disease,  resulting  in 
cognitive  and  language  dysfunction;  Parkinson  disease  and  other  progressive 
neurological  disorders  resulting  in  oral -motor  dysfunction;  stroke,  resulting 
In  aphasia;  cancer  of  the  larynx,  resulting  in  laryngectomy  and  voice  loss; 
and  presbycusis,  or  degeneration  of  auditory  function  associated  with  the 
aging  process,  resulting  in  hearing  impairment. 

Many  of  the  costs  relating  to  these  conditions  are  borne  by  federal  and 
state  governments.   The  populations  targeted  by  research  through  NIDCD  are 
many  of  the  same  populations  which  receive  services  through  the  Individuals 
with  Disabilities  Education  Act  (IDEA),  the  Rehabilitation  Act,  Medicare, 
Medicaid,  Social  Security  Disability  Income  and  other  public  programs. 
Research  that  leads  to  the  amelioration  of  communication  disorders  through 
prevention  and  treatment  should  result  in  a  reduction  of  the  need  for  special 
education,  rehabilitation,  and  other  services. 

NIDCD  is  a  key  institution  for  speech- language -hearing  researchers  which 
coordinates  research  efforts  on  a  disability  population  that  will  continue  to 
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The  American  Speech-Language-Hearing  Association  (ASHA)  appreciates  the 
opportunity  to  provide  testimony  to  the  House  Subcommittee  on  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies  Appropriations.   Our 
statement  focuses  on  funding  needs  in  fiscal  year  1995  for  the  National 
Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD) . 

ASHA  is  the  national  professional  and  scientific  and  accrediting 
association  for  over  80,000  speech- language  pathologists,  audiologists ,  and 
researchers  serving  the  needs  of  children,  adults,  and  senior  citizens 
throughout  the  United  States  who  have  communication  and  related  disorders. 
The  ability  to  communicate  effectively  is  fundamental  to  other  life 
activities,  e.g.,  learning,  interpersonal  relationships,  and  vocational 
pursuits.   A  loss  of  or  limitation  in  communication  ability  can  be  detrimental 
to  an  individual's  development,  accomplishments,  and  overall  quality  of  life. 

Communication  impairment  is  the  nation's  most  prevalent  disability: 
approximately  42  million  Americans  of  all  ages  have  some  kind  of  communication 
disorder.   These  disorders  have  been  estimated  to  cost  the  economy  $30  billion 
a  year  in  lost  productivity,  special  education  costs,  and  health  care  costs. 
These  costs  are  expected  to  grow,  due  to  several  factors: 

First,  increasing  numbers  of  infants  and  small  children  have  or  are  at 
risk  of  developing  communication  disorders.   As  more  infants  survive  because 
of  medical  technological  advances,  there  are  more  children  with  severe 
disabilities,  often  including  speech,  language,  and  hearing  disabilities. 
With  higher  incidence  of  poverty,  substance  and  alcohol  abuse,  and  lead 
poisoning,  there  are  more  disadvantaged  children  with  disorders  of 
communication.   Accidents,  particularly  those  involving  motor  vehicles  and 
firearms,  also  have  increased  the  number  of  communicatively  impaired 
individuals  as  a  result  of  traumatic  brian  injury,  especially  among  teenagers 
and  young  adults.   Noise -related  hearing  loss  is  still  another  increasingly 
prevalent  phenomenon. 

Secondly,  the  frequency  of  communication  disorders  will  increase 
dramatically  as  the  population  ages.   Impairment  in  the  ability  to  speak, 
hear,  or  process  language  is  often  associated  with  diseases  and  conditions 
that  occur  among  adults  as  they  get  older:   Alzheimer  disease,  resulting  in 
cognitive  and  language  dysfunction;  Parkinson  disease  and  other  progressive 
neurological  disorders  resulting  in  oral-motor  dysfunction;  stroke,  resulting 
in  aphasia;  cancer  of  the  larynx,  resulting  in  laryngectomy  and  voice  loss; 
and  presbycusis,  or  degeneration  of  auditory  function  associated  with  the 
aging  process,  resulting  in  hearing  impairment. 

Many  of  the  costs  relating  to  these  conditions  are  borne  by  federal  and 
state  governments.   The  populations  targeted  by  research  through  NIDCD  are 
many  of  the  same  populations  which  receive  services  through  the  Individuals 
with  Disabilities  Education  Act  (IDEA),  the  Rehabilitation  Act,  Medicare, 
Medicaid,  Social  Security  Disability  Income  and  other  public  programs. 
Research  that  leads  to  the  amelioration  of  communication  disorders  through 
prevention  and  treatment  should  result  in  a  reduction  of  the  need  for  special 
education,  rehabilitation,  and  other  services. 

NIDCD  is  a  key  institution  for  speech-language-hearing  researchers  which 
coordinates  research  efforts  on  a  disability  population  that  will  continue  to 
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AMERICAN  SOCIETY  for  MICROBIOLOGY 


Public  and  Scientific  Affairs  Board 
1325  Massachusetts  Ave..  N.W. 
Washington.  D.C.  20005-4171 
Tel  (202)  737-3600 
Fax  (202)  942-9335 


March  31,  1995 

The  Honorable  John  E.  Porter 

Chairman 

Appropriation  Subcommittee  on  Labor,  Health  and 

Human  Services,  Education  and  Related  Agencies 

2358  Rayburn  House  Office  Building 

Washington,  DC  20510 

Dear  Chairman  Porter: 

The  American  Society  for  Microbiology  (ASM)  would  like  to  submit  the  following 
statement  for  the  record  on  the  Fiscal  Year  1996  (FY96)  budget  for  the  Centers  for 
Disease  Control  and  Prevention  (CDC).  The  ASM  is  the  largest,  and  oldest  life  science 
society  in  the  world,  with  an  active  membership  of  over  40,000.  Our  members  are 
involved  in  basic  and  applied  research  and  work  in  clinical  and  public  health  laboratories, 
academia,  industry,  and  government  service.  The  ASM  recognizes  the  severe  budget 
constraints  Congress  faces  this  year  and  understands  the  difficult  decisions  and  choices 
which  will  need  to  be  made.  However,  the  ASM  believes  the  budget  for  the  CDC,  the 
agency  charged  with  safeguarding  the  public  health  of  the  nation,  should  be  a  high 
priority,  and  recommends  that  Congress  adopt  the  FY  1996  budget  proposal  developed 
by  the  CDC  Coalition.  The  CDC  Coalition  member  organizations  are  committed  to 
improving  the  public's  health  with  cost-effective  prevention  and  control  strategies  and 
base  their  recommendations  on  expert  assessments  of  public  health  needs  in  the 
country.  For  FY  1996,  the  ASM  and  the  CDC  Coalition  are  recommending  Congress 
appropriate  $2.5  billion  for  the  CDC.  Specifically,  the  ASM  recommends  Congress 
increase  funding  for  infectious  disease  activities  at  CDC  by  $10  million,  which  is  the 
Administration's  request,  from  $56.5  million  in  FY95,  to  $66.5  million  in  FY96. 

The  Problem  of  New  and  Emerging  Infectious  Diseases 

Infectious  and  parasitic  diseases  are  still  the  leading  cause  of  death  worldwide 
(World  Health  Organization).  In  the  United  States,  mortality  from  infectious  diseases  has 
increased  50  percent  in  the  past  decade  and  accounts  for  $120  billion  in  health  care 
costs.  More  than  20  new  infectious  agents  or  diseases  have  been  identified  within  the 
last  20  years  (e.g.  Legionnaires  disease,  toxic  shock  syndrome,  Lyme  disease, 
HIV/AIDS,  and  hantaviruses).  Due  to  population,  climate,  ecological,  and  social 
changes,  international  travel  and  commerce,  and  many  other  still  yet  unknown  causes, 
bacteria,  viruses  and  parasites  continue  to  proliferate,  mutate  and  cause  increasing 
levels  of  disease  and  death. 
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For  example,  between  the  years  1950  and  1990,  passengers  on  international 
flights  increased  from  2  million  to  280  million.  This  poses  a  significant  increase  in 
exposure  to  both  foodbome  and  airborne  transmission  of  microorganisms  in  flight. 
There  have  been  reported  cases  of  tuberculosis  (airborne)  transmission  on  board  airline 
flights.  This  level  of  international  travel  also  increases  the  introduction  of  new  diseases 
into  countries  where  they  are  not  endemic.  Cholera,  a  food  and  water  borne  disease  has 
been  introduced  into  the  United  States  a  number  of  times  in  the  last  decade. 

Individuals  in  Washington  State,  California  and  in  many  other  locations  were 
exposed  to  bacterially  contaminated  hamburger  meat  (E.coli  0157.H7)  which  produced 
countless  illnesses  and  was  responsible  for  the  deaths  of  over  a  dozen  children. 
Recently,  56  people  in  Arkansas  became  infected  with  infectious  hepatitis  after  eating  at 
another  fast  food  establishment.  A  water  supply  contaminated  with  Cryptosporidium  in 
Milwaukee,  Wisconsin  incapacitated  an  entire  metropolitan  area  (approx.  370,000)  with 
severe  diarrhea,  and  caused  some  4,100  hospitalizations.  An  emerging  pathogen, 
hantavirus  has  been  implicated  in  the  deaths  of  over  42  individuals.  First  identified  in  the 
southwestern  United  States,  it  has  now  been  detected  in  16  states.  Publicized  by  the 
press  as  "flesh  eating"  bacteria,  a  virulent  strain  of  a  common  bacterium,  Group  A 
Streptococcus,  is  rare  but  appears  to  be  on  the  rise. 

Costs  associated  with  infectious  diseases  could  be  reduced  by  early  detection  and 
control.  For  example,  pneumococcus  bacteria  alone  cause  hundreds  of  thousands  of 
cases  of  pneumonia  in  the  United  States  each  year.  These  bacteria  are  also  responsible 
for  half  of  the  30  million  annual  office  visits  to  American  pediatricians  for  treatment  of 
earaches,  resulting  in  20  million  prescriptions  for  antibiotics  and  $1  billion  in  direct 
medical  expenses.  Salmonella,  just  one  of  many  foodbome  organisms  also  increased, 
doubling  since  1960's,  with  over  4  million  cases,  1,000  deaths  and  at  a  cost  of  $1  billion 
a  year. 

Microbial  drug  resistance  also  represents  a  public  health  crisis  which  is  causing 
treatment  failure  and  much  higher  health  care  costs.  New  drug  resistant  bacterial 
infections  include  staph,  pneumonia,  strep,  tuberculosis,  dysentery,  and  other  diseases 
that  are  costly  and  difficult,  if  not  impossible  to  treat.  Some  strains  of  tuberculosis  (TB) 
and  a  few  hospital  acquired  infections  have  emerged  that  are  highly  resistant  and  do  not 
respond  to  commercially  available  antibiotics.  It  is  estimated  that  resistant  infections 
caused  19,000  deaths  in  the  United  States  in  1993  and  contributed  to  another  58,000 
more.  Medical  costs  associated  with  treating  patients  with  drug  resistant  infections  is 
estimated  to  be  over  $4  billion  annually.  This  extremely  serious  problem  is  not  being 
adequately  addressed  by  the  CDC  because  of  inadequate  funds.  In  fact,  because 
surveillance  information  is  not  collected  on  a  national  basis,  the  problem  could  be  much 
worse  than  estimated. 
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Strategies  to  Prevent  New  and  Emerging  Infectious  Diseases 

During  this  period  of  increased  microbial  activity,  CDC  s  workforce  and  its  budget 
for  infectious  diseases,  unrelated  to  AIDS  and  TB,  has  actually  declined  about  20 
percent  since  1980  despite  these  growing  problems.  Last  year,  CDC  formulated  a  plan 
to  begin  focusing  on  combating  new  and  emerging  diseases  and  published  "Addressing 
Emerging  Infectious  Disease  Threats:  A  Prevention  Strategy  for  the  United  States."  This 
blueprint  for  the  nation  has  four  main  goals  which  link  together  to  enable  the  CDC  to  be 
better  prepared  and  equipped  to  prevent  the  spread  of  infectious  diseases.  With 
adequate  resources,  implementing  this  strategic  plan  will  help  defend  the  nation  against 
emerging  infectious  diseases. 

I  -  Surveillance  and  Response 

CDC  is  on  the  'front  line'  of  infectious  disease  outbreaks  and  epidemics. 
Surveillance  is  the  single  most  important  tool  for  detecting  infectious  disease 
outbreaks  and  determining  which  intervention  strategy  will  work.  Monitoring  and 
identifying  incidences  of  disease  acts  as  an  "early  warning"  system  for  the 
country.  Surveillance  provides  answers  to  questions  of  mortality,  morbidity,  costs, 
success  and  failure  of  particular  intervention  strategies.  Without  adequate 
resources  for  surveillance,  the  spread  of  infectious  diseases  continues  unabated, 
causing  additional  resources  to  be  expended  treating  infectious  diseases,  rather 
than  on  prevention. 

II  -  Applied  Research 

CDC  has  the  important  and  unique  role  of  researching  and  applying  laboratory 
and  epidemiological  tools  to  public  health  problems.  The  laboratory  research 
conducted  at  CDC  is  essential  and  used  to  improve  the  public  health  response  in 
future  outbreaks. 

III  -  Prevention  and  Control 

CDC  needs  to  improve  critical  public  health  information  about  emerging  infectious 
diseases  to  health  professionals  both  in  the  public  and  private  sector  to  ensure 
prompt  intervention  strategies  are  implemented.  Often,  if  detected  early  by  health 
professionals  and  reported  to  the  CDC,  the  spread  of  infectious  disease  can  be 
halted. 

IV  -  Infrastructure 

CDC,  state  and  local  laboratories  and  facilities  need  to  be  improved  and 
maintained  to  support  surveillance  and  prevention  efforts.  Continued  training  of 
personnel  in  the  diagnosis,  surveillance,  and  control  of  emerging  infectious 
diseases  is  also  critical. 

Adequate  resources  will  enable  the  CDC  to  move  towards  these  four  goals  and 
establish  a  national  surveillance  system  equipped  to  respond  to  new  and  emerging 
infectious  diseases. 
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Funding  Necessary  to  Prevent  and  Control  Emerging  Infectious  Diseases 

CDC's  ability  to  prevent  the  spread  of  infectious  disease  will  erode  without  the 
continued  support  and  resources  provided  by  Congress.  The  ASM  was  very  pleased 
last  year  when  Congress  recognized  the  growing  problem  and  appropriated  an  additional 
$6.0  million  for  new  and  emerging  infectious  diseases  for  a  total  of  $56.5  million  in  FY95. 
This  year  the  Administration  highlighted  emerging  infectious  diseases  as  a  leading  public 
health  threat  and  recommended  an  additional  $10  million  be  appropriated  for  this 
initiative  in  FY96. 

It  is  estimated  that  the  full  cost  to  implement  the  CDC  strategic  plan  and  have  an 
adequate  national  surveillance  system  is  $100  million.  The  ASM  supports  the 
Administration's  down  payment  for  this  program  and  recommends  Congress  fund  CDC's 
infectious  disease  activities  at  a  level  of  $66.6  million  to  continue  its  implementation. 

ASM  Recommendation 

Prevention  of  infectious  diseases  is  possible,  necessary  and  proves  to  be  cost- 
effective.  A  lack  of  funds  threatens  to  reduce  the  vigilance  and  abilities  of  the  CDC, 
leaving  the  nation  vulnerable  to  a  wide  array  of  new,  imported  and  emerging  infectious 
diseases. 

According  to  an  Institute  of  Medicine  Report  in  1992, 

"Pathogenic  microbes  can  be  resilient  foes.  Although  it  is  impossible  to 
predict  their  individual  emergence  in  time  and  place,  we  can  be  confident 
that  new  microbial  diseases  will  emerge." 

Increased  funding  of  infectious  disease  activities  at  the  CDC  will  enable  the  CDC  to  be 
prepared  for  the  seemingly  inevitable  emergence  of  infectious  diseases  and  be  able  to 
respond  effectively. 

A  greatly  strengthened  domestic  and  global  surveillance  system  at  the  CDC  would 
increase  the  current  ability  to  track  the  prevalence  of  infectious  diseases,  facilitate 
laboratory  and  epidemiological  research,  document  disease  outbreaks,  and  provide 
timely  and  urgent  intervention  activities. 

Funding  the  CDC  infectious  disease  activities  at  $66.5  million,  a  $10  million 
increase  over  FY95,  is  appropriate  and  necessary.  The  ASM  recommends  an 
investment  in  infectious  disease  prevention  as  a  far  less  costly  activity,  compared  to 
treatment,  in  both  human  suffering  and  health  care  dollars.  Expensive  treatments  or 
containment  measures  are  reactive  responses  to  infectious  agents.  However, 
surveillance,  laboratory  research  and  training,  epidemiologic  investigations  and 
integrated  prevention  and  control  strategies  can  ensure  the  public  health  system  is 
prepared  to  respond  to  new  and  re-emerging  infectious  diseases. 
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Thank  you  very  much  for  giving  the  ASM  this  opportunity  to  alert  you  to  the 
growing  public  health  problem  of  new  and  re-emerging  infectious  diseases  and  the 
funding  situation  at  the  CDC.  If  the  ASM  can  assist  you  in  any  way  as  the  Appropriations 
Committee  continues  its  deliberations,  please  let  us  know  by  calling  Amy  Melnick  at 
ASM,  202-942-9296. 


Sincerely, 


^2»^r 


David  Schlessinger,  Ph.D. 
President,  ASM 


-M 

Kenneth 


■iwc£  «£'#»•*«_ 


I.  Berns,  M.D., 
Chair,  Public  and  Scientific  Affairs  Board, 
PSAB.  ASM 


Mary  (l/V  Gilchrist,  Ph.D. 

Chair,  Committee  on  Laboratory  Practice, 

PSAB,  ASM 
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Mr.  Chairman  and  Members  of  the  subcommittee,  the  American  Association  of  Neurological 
Surgeons  (AANS)  and  the  Congress  of  Neurological  Surgeons  (CNS),  which  represent  more  than 
4,000  neurosurgeons  in  the  United  States,  are  pleased  to  have  the  opportunity  to  discuss  the 
research  programs  of  the  National  Institutes  of  Health,  and  in  particular  those  of  the  National  Institute 
of  Neurological  Disorders  and  Stroke. 

For  fiscal  year  1996,  we  urge  the  subcommittee  to  turn  its  funding  attention  to  three  areas  of 
research:  (1)  Spinal  Disorders,  (2)  Gene  therapy  in  the  treatment  of  diseases  of  the  nervous  system, 
and  (3)  Stroke.    We  are  pleased  that  the  president  has  recommended  an  increase  in  funding  for 
biomedical  research  in  these  areas,  and  urge  the  subcommittee  to  do  likewise. 

Research  into  Spinal  Disorders 

Diseases  and  injuries  affecting  the  spine  are  among  the  most  common  reasons  for  patients  in 
the  United  States  to  consult  their  physician.    Many  patients  with  spinal  diseases  suffer  serious 
disability,  and  many  undergo  complex  programs  of  treatment.  They  are  some  of  the  most  costly 
medical  disorders.    For  example,  the  direct  and  indirect  costs  of  spinal  cord  injury  are  estimated  to 
be  over  $7  billion  annually.   Back  pain  is  a  major  health  issue,  with  chronic  low  back  pain  costing 
nearly  $100  billion  annually.    The  incidence  of  degenerative  disc  diseases  in  the  Medicare  population 
alone  has  increased  8-fold.    As  the  aging  population  increases,  there  is  a  critical  need  for  increased 
basic  and  clinical  research  into  spinal  disorders.   Neurosurgeons  are  essential  participants  in  this 
arena,  and  the  AANS  and  CNS  are  determined  to  improve  efforts  for  the  prevention  and  treatment  of 
spinal  disorders. 

Basic  research  in  neuroscience  holds  out  great  promise  for  us  to  better  understand  diseases 
of  the  spine.   Increasingly,  neuroscientists  have  leaned  how  the  various  cells  of  the  nervous  system 
respond  to  a  variety  of  injuries.    We  know  many  of  the  precise  molecular  events  that  mediate  the 
response  of  neuronal  and  glial  cells  to  injury.  We  need  to  extend  this  type  of  research  to  better 
understand  the  mechanisms  of  acute  spinal  cord  injury.   An  NIH  funded  study  recently  demonstrated 
that  methylprednisolone  reduces  the  degree  of  paralysis  after  spinal  cord  injury.   Now,  new  drugs  and 
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combinations  of  drugs  have  been  developed  to  prevent  excitotoxic  and  free  radical-induced  injury.   By 
understanding  the  basic  mechanisms  of  how  these  agents  protect  the  injured  and  vulnerable  spinal 
cord  we  should  be  able  to  lessen  the  devastating  consequences  of  these  injuries.    Another  possible 
treatment  for  correcting  the  loss  of  function  in  the  spinal  cord  is  to  transplant  myelin  forming  cells. 
Schwann  cells  have  been  shown  to  be  capable  of  remyelinating  demyelinated  central  nervous  system 
axons  and  restore  the  conduction  of  these  cells.   Because  Schwann  cells  can  be  isolated  from  the 
adult  human  nerve  and  their  numbers  expand  in  tissue  culture,  the  possibility  for  allotransplantation 
exists.   The  role  of  demyelination  in  human  spinal  cord  injury  and  study  of  the  biology  of  the  human 
Schwann  cell  and  development  of  effective  methods  of  cell  transplantation  in  spinal  cord  injury  are 
essential  avenues  for  study  in  the  immediate  future. 

Spinal  arthritis  and  degenerative  disc  disease  account  for  enormous  pain,  disability  and  health 
care  spending.   Yet  little  research  has  been  done  on  how  the  discs,  thickened  ligaments  and  bone 
spurs  of  degenerative  spine  diseases  cause  a  more  chronic  form  of  injury  manifest  by  pain  and 
paralysis.   Successes  in  the  investigation  of  brain  degenerative  disease  at  the  cellular  and  molecular 
levels  must  be  extended  to  the  tissues  of  the  spinal  cord  and  nerve  roots,  so  that  effective  regimens 
of  prevention  and  treatment  can  be  designed.  The  pharmacological  strategies  which  appear  to  be 
effective  in  brain  injury  should  be  extended  to  spinal  disorders. 

Basic  research  also  needs  to  be  accomplished  on  the  biomechanics  of  spinal  instability  which 
occurs  as  a  result  of  trauma  or  degenerative  disease  in  the  cervical,  thoracic,  and  lumbar  spine. 
Such  a  basic  understanding  should  help  us  more  rationally  apply  the  principles  of  spinal 
reconstruction  using  fusion  techniques  and  implants.  The  unstable  spine  may  clearly  cause  pain  and 
neurological  deficit.  Why  instability  develops  and  how  its  different  forms  can  be  treated  surgically  are 
crucial  questions  to  be  addressed  by  basic  research. 

Finally,  much  more  clinical  research  needs  to  be  done  on  the  optimal  treatment  for  spinal 
disorders.  Because  of  the  complexity  and  individual  variation  in  many  patients  with  degenerative 
disease  of  the  spine,  it  is  often  very  difficult  to  provide  a  scientific  basis  for  individual  patient  care 
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decisions  in  this  area.  We  need  to  determine  the  most  effective  paths  of  care  for  patients  who 
present  with  the  most  common  spinal  problems,  such  as  herniated  discs.  We  also  need  studies  to 
help  us  determine  which  patients  with  deformities  of  the  spine,  caused  by  trauma  or  degeneration, 
need  instrumentation  and  fusion.   Compression  of  the  spinal  cord  by  degenerative  processes  in  the 
neck  (cervical  spondylosis)  continues  to  be  a  major  problem  and  should  be  the  subject  of  more 
extensive  basic  and  clinical  research.   New  imaging  techniques  should  allow  us  to  better  understand 
how  swelling,  blood  flow  abnormalities  and  atrophy  occur  in  the  spinal  cord.   Multi-center  clinical  trials 
to  determine  the  appropriate  timing  and  technical  approaches  for  surgical  decompression  of  these 
lesions  needs  to  be  accomplished. 

You  may  be  interested  to  know  that  our  head  and  spinal  cord  injury  prevention  program  called 
THINK  FIRST  has  been  very  effective  at  communicating  with  children  and  young  adults  who  are  often 
the  victims  of  injuries  in  motor  vehicle  accidents,  sports,  and  violence.  This  innovative  program  uses 
school-based  education,  reinforcement  activities,  general  public  education,  and  public  policy 
initiatives  to  prevent  these  devastating  injuries.  Our  award  winning  film  "Harms  Way"  and  our  new 
film,  "On  the  Edge,"  feature  the  stories  of  young  people  who  have  suffered  head  and  spinal  cord 
injury  as  a  result  of  vehicular  and  sports  injuries.  New  material  has  been  added  to  address  the 
epidemic  of  urban  violence  among  young  people. 

Gene  Therapy  In  the  Treatment  of  Diseases  of  the  Nervous  System 

Recently  significant  progress  has  been  made  in  our  understanding  of  the  genetic  basis  of 
diseases  of  the  brain  and  spinal  cord.  Great  potential  exists  for  gene  therapy  to  be  effectively  used 
in  treating  fatal  brain  tumors  such  as  glioblastoma-multiforme  and  a  variety  of  degenerative  diseases 
of  the  brain  including  Parkinson's  diseases,  Huntington's  disease,  and  Alzheimer's  disease  -  which 
affect  millions  of  Americans  at  an  annual  cost  of  approximately  $100  billion.  Because  brain  tumors 
are  relatively  localized  and  accessible  by  stereotactic  neurosurgical  techniques,  it  is  very  likely  that 
delivery  of  the  important  genes  to  cells  whose  function  must  be  altered  will  be  successful.  A  variety 


1865 


of  different  strategies  look  to  be  very  promising  at  the  present  time.  Some  genes  can  be  instilled  into 
rapidly  dividing  cells  to  induce  the  death  of  the  cell.  Another  group  of  genes  could  attract  important 
immunological  cells  and  molecules  to  affect  tumor  growth.   Other  genes  can  be  chosen  for  their  direct 
effect  on  growth  regulation. 

Recently  portions  of  a  gene  to  produce  the  deficient  neurotransmitter  in  Parkinson's  disease, 
dopamine,  have  been  implanted  into  animals  using  viral  vectors,  and  have  significantly  reduced  signs 
of  experimentally  produced  Parkinson's  diseases.  This  type  of  therapy  holds  great  promise  for  a 
variety  of  important  diseases  of  the  brain  and  spinal  cord.  Active  basic  and  applied  research  in  this 
area  should  be  supported. 

Genes  and  other  large  molecular  assemblies  can  only  be  effective  in  disease  treatment  if  they 
can  be  delivered  to  brain  cells.   The  blood  brain  barrier  prevents  many  systemically  administered 
agents  from  reaching  their  targeted  cells  in  the  brain.  Neurosurgeons  have  conducted  research  on 
CSF  and  interstitial  drug  infusion  techniques  and  have  significantly  added  to  our  knowledge  of  these 
promising  treatment  approaches.  Much  more  research  must  be  done  however  on  stereotactic 
targeting  of  specific  brain  areas  for  drug  delivery  so  that  the  promise  of  molecular  neurobiology  can 
be  delivered  as  diseases  treatments  in  the  next  few  years. 

Brain  Attack:   Strategies  for  Effectively  Treating  Strofce 

Stroke  is  the  third  most  common  cause  of  death,  and  is  a  leading  cause  of  disability  in  the 
United  States.  In  the  United  States  there  are  about  500.000  new  cases  each  year  and  almost  3 
million  survivors  of  stroke,  most  of  whom  are  disabled.  Stroke  is  very  common  in  African  Americans 
and  there  is  a  high  incidence  of  stroke  in  the  Southeastern  United  States.  In  1093,  the  direct  medical 
cost  and  the  cost  in  loss  of  employment  in  the  United  States  of  stroke  was  approximately  $30  bNion. 
Despite  the  prevalence  and  importance  of  this  disabling  disorder,  patients  are  often  unaware  of  the 
symptoms  which  herald  the  onset  of  a  stroke. 
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Great  progress  has  recently  been  made  in  terms  of  our  understanding  of  the  cellular  and 
molecular  mechanisms  of  stroke.   It  has  become  clear  that  there  is  a  "window  of  opportunity"  of 
several  hours  duration  during  which  time  restoration  of  blood  flow  could  markedly  improve 
neurological  outcome  after  stroke.   For  neurologists  and  neurosurgeons  to  extend  and  work  within 
this  "window,"  more  specific  information  is  needed  on  the  processes  which  initiates  neuronal  death 
and  leads  to  microcirculatory  failure.   Important  new  pharmacological,  radiological,  and  surgical 
strategies  will  directly  follow  from  this  research.   More  basic  and  clinical  research  needs  to  be 
conducted  in  order  to  improve  outcome  from  stroke. 

Significant  efforts  also  need  to  be  made  to  alert  patients  to  the  early  warning  symptoms  of 
stroke  so  that  disability  can  be  prevented  before  it  happens.  To  that  end,  the  AANS  has  developed  a 
series  of  programs  to  emphasize  the  importance  of  early  recognition  of  a  "brain  attack".   More 
epidemiological  and  clinical  research  needs  to  be  funded  to  facilitate  the  early  treatment  of  stroke 
victims. 

In  summary,  we  propose  you  give  consideration  to  funding: 

1.  Spinal  Research.  (1)  Basic  research  on  spinal  cord  injury,  (2)  basic  research  on  spinal 
arthritis  and  generative  disc  disease,  (3)  basic  research  on  the  biomechanics  of  spinal 
instability,  (4)  basic  and  conical  research  on  cervical  spondylosis,  and  (5)  clinical  research  on 
the  appropriate  methods  for  spinal  stabilization. 

2.  Gene  Therapy  in  the  Treatment  of  Diseases  of  the  Nervous  System.  (1)  Training  programs 
for  young  Investigators  to  learn  the  pioneering  techniques  of  gene  therapy,  (2)  research  to 
identify  genes  responsible  for  certain  brain  diseases,  (3)  research  Into  gene  transfer  and 
disease  models,  and  (4)  Centers  of  Excellence  to  develop  this  research. 

3.  Stroke  Research.    Expansion  of  existing  stroke  centers. 

Thank  you  for  the  opportunity  to  present  our  recommendations  for  Fiscal  Year  1996  for 
neuroscience  research  at  the  National  Institutes  of  Health. 
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Statement  of  M.  Susan  Smith  Ph.D. 

President,  The  Endocrine  Society 

on  FY  1996  Appropriations 

The  Endocrine  Society,  an  organization  which  represents  more  than  7900  physicians  and  scientists 
who  specialize  in  the  treatment  and  study  of  the  body's  glands,  hormones  and  the  functions  they 
regulate,  is  pleased  to  have  this  opportunity  to  address  appropriations  for  the  National  Institutes 
of  Health  in  the  1996  budget.  The  Endocrine  Society  is  the  world's  largest  and  most  active 
organization  devoted  to  research  on  hormones  and  the  clinical  practice  of  endocrinology.  Since 
our  founding  in  1916,  the  Society  has  had  a  distinguished  tradition  of  achievement  in  biomedical 
research  in  endocrinology.  Included  in  our  membership  are  Nobel  Laureates,  members  of  the 
National  Academy  of  Sciences,  as  well  as  the  Institute  of  Medicine,  and  a  former  Surgeon 
General  of  the  United  States. 

Endocrinology  is  the  field  of  science  concerned  with  hormones  and  the  endocrine  system,  which 
includes  the  hormone  secreting  glands  such  as  the  pituitary,  thyroid,  adrenal,  pancreas, 
parathyroid,  ovary  and  testis,  and  the  cells  of  most  organs,  including  the  brain,  heart,  lungs,  and 
digestive  tract,  which  produce  hormones.  The  hormones  produced  by  the  endocrine  system  are 
the  chemical  messengers  that  regulate  the  functions  of  all  tissues  and  cells.  Thus,  the  science  of 
endocrinology  is  fundamental  to  the  basic  functioning  of  the  human  body  and  integral  to  the 
practice  of  medicine  for  infants,  children,  adolescents,  and  adults.  Through  research,  we  know 
that  hormones  play  an  important  role  in  how  we  reproduce,  develop,  mature,  and  age. 
Fundamental  research  on  the  actions  of  hormones  have  explained  some  of  the  essential  functions 
of  life  itself-  how  we  think,  resist  infections,  regulate  blood  pressure,  utilize  the  energy  derived 
from  food,  and  cope  with  stress. 

Since  hormones  have  effects  on  almost  all  organs  of  the  body,  they  also  influence  the  onset  and 
course  of  many  diseases.  Thus,  the  field  of  endocrinology  encompasses  disorders  that  are  among 
the  most  common  in  medicine  and  that  have  an  enormous  impact  on  human  health  and  medical 
care  costs.  Hormones  can  not  only  be  used  to  treat  endocrine  disorders  that  are  difficult  and 
debilitating,  but  they  also  play  a  unique  role  in  the  causation,  manifestation  and  treatment  of 
diseases  that  are  attributed  to  other  organ  systems,  and  that  are  major  causes  of  death  and 
disability.  As  a  consequence,  endocrinology  research  holds  hope  for  the  tens  of  millions  of 
Americans  with  diabetes,  osteoporosis,  cardiovascular  disease,  cancer,  arthritis,  infertility, 
depression  and  birth  defects. 

There  is  a  long  list  of  N1H  supported  research  breakthroughs  which  have  extended  the  length  and 
improved  the  quality  of  the  lives  of  our  citizens.  The  federal  investment  in  biomedical  research 
is  one  of  the  most  important  reasons  that,  American  health  care,  despite  its  well  documented 
problems,  is  the  best  in  the  world.  In  endocrinology,  research  has  led  to  the  discovery  of 
hormones  and  the  use  of  these  hormonal  messengers  for  the  treatment  and  prevention  of  disease. 
This  testimony  will  focus  on  how  major  advances  in  endocrinology  have  improved  the  quality 
of  human  life,  reduced  the  costs  of  medical  care,  led  to  the  development  of  successful  products, 
and  contributed  to  the  economic  competitiveness  of  the  United  States. 
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Just  as  the  endocrine  system's  impact  is  spread  throughout  the  body,  endocrine  research  is  spread 
throughout  all  of  the  NIH  Institutes.  The  majority  of  research  in  endocrinology,  however,  is 
conducted  by  the  National  Institute  for  Child  Health  and  Human  Development  (N1CHD),  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  and  the  National 
Center  for  Research  Resources  (NCRR). 

N1CHD 

Families  are  at  the  center  of  our  society,  and  ensuring  their  welfare  is  a  crucial  task  for  all  of  us. 
Research  funded  by  the  National  Institute  of  Child  Health  and  Human  Development  provides  the 
scientific  basis  to  provide  support  to  families  and  children.  The  outcome  of  this  research  benefits 
a  significant  part  of  the  population  of  the  United  States. 

Fundamental  research  on  reproduction  has  provided  the  knowledge  base  necessary  to  provide 
contraception  and  treat  infertility,  as  well  as  other  disorders  of  the  reproductive  systems  such  as 
precocious  puberty  and  premature  labor. 

Nearly  one  in  five  American  couples  will  seek  treatment  for  infertility  and  85%  of  women  and 
men  will  use  contraception  during  some  portion  of  their  reproductive  lives.  The  use  of  modem 
contraceptives  has  provided  women  control  over  their  reproductive  lives  for  the  first  time  in 
history;  allowing  them  to  choose  when  to  have  children.  In  addition,  hormonal  contraceptives 
provide  important  health  benefits  such  as  reducing  risk  for  uterine  and  ovarian  cancer. 

Despite  these  advances,  10%  of  adolescent  females  become  pregnant  each  year,  and  a  major 
portion  of  pregnancies  in  the  U.S.  are  unplanned.  New  research  on  contraceptives  to  address 
these  needs  is  required.  NICHD's  contraceptive  research  centers  and  reproductive  medicine 
network  can  make  valuable  contributions  in  research  and  the  treatment  of  reproductive  problems, 
but  so  far  have  not  done  all  that  they  could  due  to  inadequate  funding. 

Of  particular  importance  at  this  time  are  NICHD  supported  research  programs  investigating 
exciting  new  work  on  female  barrier  methods  that  will  not  only  protect  women  against  unwanted 
pregnancy,  but  against  sexually  transmitted  diseases,  (STD's)  including  HIV.  Important  advances 
have  been  made  towards  the  development  of  a  post-coital  or  "morning  after"  pill.  Such  methods 
could  prevent  up  to  50%  of  the  unplanned  pregnancies,  too  many  of  which  would  otherwise  result 
in  abortion. 

To  support  this  important  research,  The  Endocrine  Society  is  pleased  to  join  with  its  colleagues 
in  the  Friends  of  NICHD  coalition  in  recommending  an  FY  1996  appropriation  of  $608  million 
dollars. 

NIDDK 

Recent  work  supported  by  NIDDK  points  out  the  sometimes  unexpected  role  of  endocrinology 
in  a  variety  of  disease  conditions.  Endocrine  treatments,  specifically  those  of  human  growth 
hormone  and  insulin  like  growth  factors,  have  been  shown  to  have  a  salutary  effect  on  AIDS 
patients.  These  hormone  treatments  can  ameliorate  weight  loss  and  other  wasting  problems 
which  contribute  to  morbidity  and  mortality  in  patients  with  AIDS. 
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Another  exciting  area  of  research,  and  one  in  which  continued  work  is  vital,  is  on  the  endocrine 
aspects  of  cancer.  NIDDK  supported  scientists  are  exploring  linkages  between  the  endocrine 
system  and  prevention  and  treatment  of  breast  and  prostate  cancer.  This  research  should  result 
in  ways  to  reduce  the  incidence  of  these  cancers  just  as  hormonal  contraception  has  reduced 
ovarian  and  uterine  cancer. 

Osteoporosis  affects  as  many  as  25  million  Americans  each  year.  Hip  fractures  related  to 
osteoporosis  alone  cost  the  nation  more  than  $10  billion  each  year.  Additional  billions  are  spent 
to  help  patients  with  osteoporosis  forced  into  nursing  homes  because  the  disease  has  immobilized 
them.  Research  to  identify  patients  at  risk  for  osteoporosis  and  better  hormone  treatments  will 
markedly  reduce  the  cost  of  caring  for  patients  with  this  disorder. 

Another  recent  example  of  how  research  reduces  loss  of  life,  pain  and  expense  was  provided  by 
the  Diabetes  Control  and  Complications  Trial  (DCCT).  This  study  indicates  that  careful  control 
of  blood  sugar  levels  in  diabetics  reduces  the  risk  of  life  threatening  complications  by  as  much 
as  75%.  Research  to  help  develop  more  effective  means  of  achieving  control  of  blood  sugar  will 
dramatically  reduce  the  cost  of  managing  the  complications  of  diabetes.  Health  care  expenditures 
for  people  with  diabetes  exceeded  $105  billion  dollars  in  1992,  so  it  is  easy  to  see  that  reducing 
complications  from  diabetes  will  have  an  enormous  economic  reward. 

To  maintain  the  excellent  record  of  the  NIDDK,  The  Endocrine  Society  recommends  an 
appropriation  of  $827  million. 

NCRR 

The  National  Center  for  Research  Resources  is  crucial  to  all  areas  of  biomedical  research, 
providing  assistance  to  investigators  and  their  institutions  in  obtaining  the  necessary  equipment 
and  infrastructure  to  do  their  research.  Of  particular  interest  to  endocrinology  are  two 
components  of  NCRR,  the  General  Clinical  Research  Centers  (GCRC)  and  the  Regional  Primate 
Research  Centers. 


Research  involving  human  patients,  clinical  research,  is  a  vital  step  in  the  research  continuum. 
The  General  Clinical  Research  Centers  provide  an  important  outlet  for  this  type  of  research.  The 
GCRC  program  puts  research  in  the  control  of  the  scientists  at  individual  institutions,  they  review 
proposals,  and  manage  resources  to  support  only  the  best  clinical  science. 

Recent  studies  have  identified  a  pending  shortage  of  trained  clinical  investigators.  The  physician- 
scientist  taking  the  initial  steps  to  translate  the  findings  of  bench  research  to  clinical  applications 
is  a  crucial  link  in  the  biomedical  research  chain,  and  one  that  is  threatened.  The  crushing  debt 
load  incurred  by  most  medical  students,  and  lack  of  financial  reward  and  stable  research  support 
make  pursuing  a  research  career  unattractive  to  many  new  graduates  of  medial  schools. 

The  7  Primate  Research  Centers  supported  by  NCRR  provide  a  critical  resource  for  investigators: 
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access  to  primate  research  models  and  the  expertise  and  support  to  maintain  them.  The  primate 
centers  provide  important  economies  of  scale  to  the  research  community.  Humane  care  of  all 
research  animals  is  vital,  but  particularly  with  high  order  primates,  can  get  expensive.  If  every 
research  institution  in  the  country  had  to  maintain  their  own  primate  facilities,  the  costs  would 
be  prohibitive.   In  addition,  the  centers  provide  a  crucial  scientific  synergy  to  occur. 

In  order  to  support  the  crucial  research,  training  and  infrastructure  programs  of  NCRR,  The 
Endocrine  Society  supports  an  appropriation  of  $497  million.  Because  the  mission  of  NCRR  is 
less  visible  than  other  parts  of  NIH,  it  can  become  an  attractive  place  to  cut  spending.  The 
programs  of  NCRR  are  the  foundation  of  all  the  other  areas  of  NIH.  It  is  literally  true  that 
research  cannot  occur  without  a  proper  infrastructure,  and  NCRR  is  essential  in  supplying  that 
infrastructure. 

NIH 

NIH  provides  resources  for  cutting-edge  research  and  funds  for  training  the  next  generation  of 
researchers.  Its  investigations  will  continue  to  identify  the  mechanisms  of  disease  and  improve 
treatment  options.  Development  of  new  technologies  will  result  in  new  opportunities  for  industry, 
provide  jobs  and  improve  the  competitiveness  of  the  United  States. 

In  order  to  preserve  and  advance  our  nation's  outstanding  record  of  achievement  in  biomedical 
research,  we  are  recommending  $12.45  billion  for  NIH.  In  this  recommendation  we  join  the 
members  of  the  Coalition  of  Bio-medical  scientists. 

Finally,  let  me  note  that  the  members  of  The  Endocrine  Society,  and  the  biomedical  research 
community  in  general  understand  the  importance  of  reducing  our  national  debt,  and  appreciate 
the  wrenching  decisions  that  must  be  made.  NIH  research  is  not  just  another  government 
expenditure,  it  is  truly  an  investment  in  the  future  of  our  country.  NIH  is  the  reason  the  United 
States  leads  the  world  in  the  medical,  pharmaceutical  and  bio-technology  industries.  Yet  these 
industries  are  not  capable  of  stepping  in  to  do  the  basic  research,  the  long  term  view  required  to 
conduct  such  research  makes  it  a  role  only  government  can  play. 

NIH  is  not  a  top  down  bureaucracy,  it  is  an  organization  where  scientific  decisions  are  made  by 
scientists,  not  bureaucrats.  Indeed,  NIH  grants  can  be  seen  as  the  quintessential  block  grant 
program.   Through  peer  review,  the  best  science  is  funded,  based  on  merit 

I  urge  you  to  support  these  efforts  and  if  the  members  of  The  Endocrine  Society  can  be  of 
assistance,  we  are  prepared  to  do  so. 
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STATEMENT  OF  DANIEL  PEREZ,  PRESIDENT 

FACIOSCAPULOHUMERAL  SOCIETY  (THE  FSH  SOCIETY) 

BEFORE 

HOUSE  OF  REPRESENTATIVES 

COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION  AND 

RELATED  AGENCIES 

REGARDING  APPROPRIATIONS  FOR  THE 

NATIONAL  INSTITUTES  OF  HEALTH 

MARCH  27,  1995 


Mr.  Chairman,  it  is  a  great  pleasure  to  submit  this  testimony  to  you  today. 

My  name  is  Daniel  Paul  Perez,  of  Lexington,  Massachusetts  and  I  am  testifying  today  as 
President  of  the  FacioScapuloHumeral  Society  and  as  an  individual  who  has  this  rare  disorder. 


The  Need  For  NIH  Funding  For  FSHD. 

My  testimony  is  about  the  profound  and  devastating  effects  of  a  disease  known  as 
Facioscapulohumeral  Disease  which  is  also  known  as  FSH  Muscular  Dystrophy  or  FSHD  and  the  urgent 
need  for  NIH  funding  for  research  on  this  disorder.  According  to  our  research,  only  a  small  amount  of 
work  is  going  on  in  either  the  National  Institute  of  Neurological  Disorders  and  Stroke  (  NINDS  )  or  the 
National  Institute  of  Arthritis,  MusculoSkelatal  and  Skin  Diseases  (  NIAMS  ).  Currently,  the  level  of 
funding  from  NINDS  and  NIAMS  for  FSHD  research  is  approximately  four  hundred  and  twenty-five 
thousand  dollars  per  year  or  seventeen  dollars  per  person  with  FSHD. 

In  1994,  I  submitted  testimony  before  both  House  and  Senate  Appropriations  Committees' 
subcommittees  on  Labor,  Health  and  Human  Services  and  Education  and  Related  Agencies  which  stated 
that  NIH  and  Congress  could  help  bring  about  a  significant  research  and  scientific  opportunity  which 
would  benefit  tens  of  thousands  of  people  worldwide  with  modest  investments. 

More  than  one  year  later,  I  re-appear  before  Congress  older,  wiser  and  having  better 
perspective.  Once  again,  I  am  asking  the  Congress  of  the  United  States  of  America  to  consider  the  value 
and  merit  in  supporting  FSHD  research.  As  President  of  the  FSH  Society  and  as  the  chief  activist  for  the 
tens  of  thousands  of  individuals  living  with  FSHD  in  the  United  States  and  worldwide,  I  will  continue  to 
testify  year  after  year  arguing  the  case  of  wanting  to  live  life  free  from  disease. 

FSHD  is  a  series  of  errors.  The  defect  in  the  gene  is  the  first  error;  the  protein  for  which  it 
encodes  is  the  second;  and  this  primary  error  is  repeated  without  end.  This  primary  error  is  the  lowest 
common  denominator  of  the  FSHD  community.  The  people  living  with  and  involved  with  FSHD  all 
their  lifetime  deal  with  resolving  the  copious  manifestations  of  this  first  error.  Our  lives  are  a  testament 
to  fact  that  from  this  primary  error,  more  complex  errors  will  arise;  and  that  there  is  no  end  to  the  error 
leading  to  complexity  and  complexity  leading  to  further  progression  of  this  debilitating  disease  and 
constant  loss  of  physical  ability. 

The  race  to  find  the  gene  is  an  enormous  undertaking  which  traces  backward  through  this  series 
of  errors  to  the  starting  point.  It  is  a  complex  race  with  high  expectations  and  rewards.  It  is  a  race  in 
which  intellects  and  creative  minds  strive  to  win  despite  operating  on  severely  reduced  research  budgets. 
It  is  a  race  that  America  could  win  within  the  next  two  years  if  it  does  not  make  the  error  of  oversight, 
omission  or  of  apathy.  America  could  make  significant  gains  in  understanding  the  mechanism  of  the 
FSH  neuromuscular  disorder  by  investing  in  new  methods  and  techniques  of  research.    America  should 
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realize  that  now  is  the  time  to  stop  the  cascading  series  of  errors.    Now  is  the  time  to  understand  the 
complexity  of  the  situation  and,  in  turn,  respond  by  funding  new  FSHD  research  programs. 

The  United  States  of  America  should  not  miss  this  tremendous  opportunity  that  would  allow  the 
current  generation  of  people  with  neuromuscular  disorders  and  their  future  generations  to  live  life  free 
from  disease.  The  FSHD  community  has  been  caught  in  this  never  ending  circle  of  error  leading  to 
complexity  and  complexity  leading  to  constant  loss  of  skeletal  muscle  and  functioning.  Time  is  of  the 
essence  here.  Lives  are  in  the  balance  and  the  race  against  this  disease  is  ongoing.  The  FSHD 
community  believes  that  now  is  the  time  to  move  to  action  and  it  demands  bold  and  persistent 
experimentation. 

Today,  I  am  asking  Congress  to  communicate  to  the  Public  Health  Service  and  National 
Institutes  of  Health  the  need  for  research  funding  on  the  FSHD  disorder  at  a  level  of  $3,000,000 
annually. 


The  FSH  Society. 

A  little  over  five  years  ago,  several  of  us  with  FSH  disorder  began  the  task  of  organizing  a 
society  of  patients.  The  purposes  of  our  organization  which  represents  over  650  families  that  have  been 
diagnosed  with  FSHD  are: 

1 .  to  encourage  and  promote  scientific  and  clinical  research  and  development  through  education  of 
the  general  public,  governmental  bodies  and  the  medical  profession, 

2.  to  support  such  research  and  development, 

3.  to  accumulate  and  disseminate  information  about  FSHD, 

4.  to  actively  cooperate  with  related  organizations,  and 

5.  to  represent  individuals  and  families  with  FSHD. 

To  assist  with  this  effort,  we  have  assembled  a  prestigious  national  Scientific  Advisory  Board 
comprised  of  the  leading  researchers  and  medical  professionals  in  the  field  of  major  inherited 
neuromuscular  disorders.   Serving  on  this  board  are  Dr.  Theodore  Munsat,  who  is  past  president  of  the 
American  Academy  of  Neurology  and  a  neurologist  with  many  years  of  experience  in  diagnosing  FSHD; 
Dr.  Robert  Brown,  who  discovered  the  gene  for  Familial  ALS;  Dr.  Louis  Kunkel,  who  discovered  the 
gene  for  Duchenne  Muscular  Dystrophy  and  is  currently  searching  for  the  gene  for  Spinal  Muscular 
Atrophy;   Dr.  Barbara  Weiffenbach,  who  is  a  molecular  geneticist  working  on  the  chromosome  4  FSHD 
gene;  Dr.  Robert  Griggs,  who  is  a  clinician  specializing  in  the  FSHD  disorder  and  natural  history  studies 
on  FSHD;  and  Dr.  Stephen  Jacobsen,  who  is  a  research  scientist  with  FSHD  who  has  worked  on  FSHD. 

Mr.  Chairman,  it  may  interest  you  to  know  that  Dr.  Kunkel  was  the  first  recipient  of  the  Annual 
Silvio  O.  Conte  Decade  of  the  Brain  Award,  so  named  by  the  National  Foundation  for  Brain  Research 
after  your  late  colleague  on  this  committee  and  great  friend  of  research  on  neurological  disorders,  Silvio 
O.  Conte. 


The  Clinical  Picture  of  FSH  Muscular  Dystrophy. 

The  FSH  Disorder,  otherwise  known  as  FacioScapuloHumeral  muscular  dystrophy  or  FSHD,  is 
a  neuromuscular  disorder  that  is  inherited  in  an  autosomal  dominant  fashion  and  has  an  estimated 
frequency  of  between  5  to  10  out  of  100,000.   The  range  could  be  several  times  greater  due  to  an 
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undetermined  number  of  sub-clinical  cases.  The  disorder  is  characterized  by  a  progressive  atrophy  of 
specific  muscles  of  the  face  (  facio  ),  shoulder  (  scapulo  ),  girdle  and  upper  arms  (  humeral ).  Often, 
other  trunk  and  limb  muscles  are  affected.  The  age  of  onset  and  the  severity  of  clinical  symptoms  are 
variable  within  and  between  families. 

The  major  consequence  of  inheriting  this  disease  is  that  of  a  progressive  loss  of  skeletal  muscle, 
with  a  usual  pattern  of  initial  noticeable  weakness  of  facial,  scapular  and  upper  arm  muscles  and 
subsequent  developing  weaknesses  of  other  muscles  of  the  torso  and  lower  limbs. 

The  age  of  onset  is  variable  as  is  the  eventual  extent  and  degree  of  muscle  loss,  but  noticeable 
muscle  weaknesses  are  usually  present  by  the  age  of  twenty.  The  progression  of  FSHD  usually  begins 
between  the  first  and  second  decades  of  life  for  men  and  between  the  second  and  third  decades  of  life  for 
women.   Life  expectancy  is  normal  in  many,  but  many  if  not  most  patients  become  significantly 
incapacitated  in  the  prime  of  life.   Approximately  twenty  percent  (  20%  )  of  individuals  with  FSHD  are 
wheelchair-bound  by  the  fourth  decade  of  life.   FSHD  affects  both  males  and  females  and  appears  to 
show  no  racial  bias. 

There  are  families  where  the  parents  are  clinically  normal  but  they  have  children,  one  or  more, 
with  FSHD.  Sporadic  cases  of  FSHD  can  be  caused  by  mutations  and  germline  mosaicism. 

Lastly,  a  rare,  early  onset,  infantile  form  of  FSHD  exists  where  the  symptoms  are  more  severe 
than  that  of  the  typical  FSHD.  Children  with  infantile  FSHD  are  wheelchair  bound  at  a  very  early  age. 
Additionally,  the  infantile  form  FSHD  is  extremely  severe  and  may  result  in  an  early  death.  Thus, 
infantile  FSHD  resembles  Duchenne  muscular  dystrophy  in  its  clinical  course  and  prognosis. 

Stated  clearly,  FSHD  can  be  extremely  severe  and  in  some  forms  can  lead  to  an  early  death. 
FSHD  can  happen  to  anyone  of  us. 


Living  with  FSHD. 

The  prognosis  of  FSHD  includes  both  a  loss  of  muscular  strength  that  limits  personal  and 
occupational  activities  and  a  total  loss  of  mobility  in  perhaps  twenty  percent  of  the  cases.   Hearing  loss 
and  retinal  abnormalities  have  been  associated  with  FSHD. 

In  fact,  I  was  born  to  a  family  that  already  experienced  the  extraordinary  difficulty  of  receiving 
a  proper  diagnosis  for  FSHD.  In  the  first  few  years  my  life  I  had  been  diagnosed  as  having  FSHD  and  a 
severe  hearing  loss,  which  in  the  past  4  years  I  have  come  to  find  out  is  part  of  FSHD. 

At  32  years  of  age  I  consider  myself  a  life  long  survivor  of  the  severe  trauma  and  tension  of 
FSHD,  and  I  do  not  say  this  lightly.  I  have  dealt  with  the  continuing,  unrelenting  and  unending  loss 
caused  by  FSHD  from  the  first  second,  into  the  first  minute,  hour,  day,  week,  over  the  months  and 
through  the  years.  Not  for  a  moment  is  there  a  reprieve  from  continual  loss  of  my  physical  ability;  not 
for  a  moment  is  there  a  time  for  me  to  mourn;  not  for  a  moment  is  there  relief  from  the  physical  and 
mental  pain  that  is  a  result  of  this  disease.  There  is  no  known  treatment  and  no  known  cause  for  this 
disease. 

FSHD  has  insidiously  and  systematically  deprived  me  of  my  childhood,  my  adolescence,  and  the 
full  range  of  choices  in  life.  FSHD  affects  the  way  you  walk,  the  way  you  dress,  the  way  you  work,  the 
way  you  wash,  the  way  you  sleep,  the  way  you  relate,  the  way  you  parent,  the  way  you  love;  the  way 
and  where  you  live  and  they  way  people  perceive  and  treat  you.  I  can  not  smile,  I  can  no  longer  hold  a 
baby  in  my  arms,  I  can  not  close  my  eyes  to  sleep,  I  can  no  longer  run  or  walk  on  the  beach  or  climb 
stairs.  Every  day  I  am  aware  of  the  things  that  I  may  not  be  able  to  do  tomorrow.  This  is  the  reality  for 
the  ten  to  twenty-five  thousand  people  living  with  FSHD  in  the  United  States. 
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The  men,  women  and  children  who  live  with  the  daily  consequences  of  this  devastating  disease 
are  your  friends,  neighbors,  fellow  taxpayers  and  contributors  to  the  American  way  of  life.    With  an 
historical  88%  employment  rate  and  an  average  educational  achievement  level  of  14  years  (  source: 
Impairment  and  Disability  Profiles  on  Neuromuscular  Diseases:  Facioscapulohumeral  Muscular 
Dystrophy,  Research  and  Training  Center  on  Neuromuscular  Disease,  Department  of  Physical  Medicine 
&  Rehabilitation,  University  of  California,  Davis  and  The  National  Institute  on  Disability  & 
Rehabilitation  Research,  1994  ),  we  personally  bear  our  burden  of  the  health  care  costs  and  training 
expenses  to  prepare  for  and  maintain  financial  and  personal  independence. 

With  quiet  dignity,  we  live  our  lives  as  productively  as  possible  with  FSHD. 


The  Molecular  Genetics  of  FSHD. 

The  biochemical  basis  of  FSHD  is  unknown.   However,  it  is  unlikely  that  the  gene  for  FSHD 
codes  for  a  major  protein  component  of  muscle,  since  the  obvious  candidate  genes  are  not  linked  to  the 
FSHD  locus  and  FSHD  affects  a  variety  of  tissues  (  ear  and  eye  as  well  as  muscle  ).   The  delayed  age  of 
onset  and  the  selective  muscle  involvement  suggest  that  the  FSHD  gene  is  spatially  and  developmentally 
regulated. 

Without  any  candidate  genes  for  FSHD,  efforts  to  identify  the  gene  for  FSHD  began  by 
searching  for  its  chromosomal  location.    Families  were  recruited  in  which  FSHD  was  inherited  and 
several  research  groups  searched  for  correlations  between  the  inheritance  of  genetic  tags  and  the  disease. 
Researchers  in  the  Netherlands  mapped  the  causative  gene  for  FSHD  to  chromosome  4.  However,  one 
group  has  found  that  there  is  another  gene  that  causes  FSHD;  that  gene's  chromosomal  location  has  not 
been  identified.   Since  the  chromosomal  location  of  the  major  gene  that  causes  FSHD  was  determined, 
research  has  been  focused  on  fine  tuning  its  location.   Currently,  most  of  the  DN A  in  the  FSHD  gene 
region  has  been  isolated  or  cloned  and  the  DNA  differences  between  FSHD  and  unaffected  individuals 
have  been  detected.   Efforts  are  now  being  focused  on  finding  genes  that  reside  in  this  region.  These 
"candidate"  genes  are  being  screened  for  the  presence  of  DNA  differences  in  affected  individuals  that  are 
not  present  in  unaffected  individuals.    A  candidate  gene  that  displays  such  differences  is  likely  to  be  the 
FSHD  gene. 


Current  Funding  Sources  For  FSHD  Research. 

Although  FSHD  research  has  benefited  from  NIH  funding  of  the  genome  research,  direct 
funding  of  FSHD  research  by  NIH  has  been  minimal.  The  National  Institute  of  Neurological  Disorders 
and  Stroke  (  NINDS  )  has  two  (2)  projects  that  deal  directly  with  FSHD  titled:  "Identification  of  the 
Facioscapulohumeral  Dystrophy  Gene"  and  "Center  for  Genetic  Studies  in  Neurological  Disorders".  The 
National  Institute  of  Arthritis,  MusculoSkelatal  and  Skin  Diseases  (  NIAMS  )  has  one  (1)  project  that 
deals  directly  with  FSHD  titled:  "Cloning  the  Gene  responsible  for  FSH  Muscular  Dystrophy". 

The  total  NIH  funding  for  directly  titled  FSHD  research  for  the  fiscal  year  1995  (  FY95  )  is 
approximately  four  hundred  and  twenty-five  thousand  dollars  (  $425,000  )  or  $17  per  affected  person. 

FSH  Muscular  Dystrophy  has  a  prevalence  of  5-10  /  100,000  persons  and  has  received  $425,000 
or  $17  dollars  per  affected  person  from  NIH  funding  sources  in  the  fiscal  year  1995  to  date.  ALS,  also 
known  as  Lou  Gehrig's  disease,  has  a  prevalence  of  1-2  /  100,000  persons  and  received  $10,104,000  or 
$1943  per  affected  person  from  NIH  funding  sources  in  the  fiscal  year  1994.  Charcot-Marie-Tooth  ( 
Type  1,  2,  3  )  has  a  prevalence  of  1  /  15,000  persons  and  received  $1,212,000  or  $70  per  affected 
person  from  NIH  funding  sources  in  the  fiscal  year  1994.  Even  though  FSHD  has  a  greater  prevalence 
in  the  population  than  either  ALS  or  CMT,  it  receives  significantly  less  from  NTH  funding  sources. 
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Mr.  Chairman,  there  presently  is  very  modest  funding  of  FSHD  from  NIH  ~  perhaps  four 
hundred  and  twenty-five  thousand  dollars.   I  re-iterate,  this  is  clearly  insufficient  given  the  recent 
advances  and  the  high  likelihood  of  making  significant  progress  in  the  very  near  future. 


FSHD  Research  Needs. 

As  stated  above  the  FSHD  community  is  a  very  high  functioning  population  and  does  not 
demand  much  from  our  overall  national  budget  and  in  some  cases  is  too  proud  to  ask  for  help.   The 
FSHD  community  appeals  to  the  Congress  of  the  United  States  of  America  to  take  action  on  the  one  item 
that  this  community  can  not  do  for  itself  —  fund  research  on  FSHD.   We  are  asking  today  for  a  contract 
with  people  living  with  FSHD  which  commits  to  funding  FSHD  research  in  the  following  areas: 

1 .  Cloning  the  gene,  characterizing  the  nature  of  mutations  in  the  gene. 

2.  Launching  a  major  effort  to  understand  the  normal  function  of  the  FSHD  gene  and  how  its 
alteration  causes  the  disease. 

3.  Conducting  natural  history  studies  to  provide  a  baseline  for  future  therapeutic  techniques. 

4.  Developing  therapies  based  on  information  in  1,  2,  and  3. 


Conclusion. 

We  appeal  to  you  today  to  take  our  hard  earned  tax  dollars  commensurate  with  our  numbers  and 
valuable  contributions  to  American  Society.   We  urge  the  United  Sates  government  to  allocate  a 
proportion  of  our  tax  burden  in  the  amount  of  one  hundred  and  twenty  dollars  (  $120  )  per  person  per 
year  living  with  FSHD.   The  current  amount  of  seventeen  dollars  (  $17  )  per  person  per  year  living  with 
FSHD  is  unacceptable.   We  ask  for  an  overall  research  budget  of  three  million  dollars. 

This  is  the  United  States  of  America,  and  in  a  country  as  great  as  ours  with  all  of  its  technical 
means  and  ability  it  should  be  absolutely  clear,  if  not  completely  black  and  white,  that  the  number  one 
priority  for  individuals  with  FSHD  and  the  one  absolutely  commanding  imperative  for  the  Federal 
Government  is  to  initiate  and  accelerate  in  any  way  possible,  research  on  FSHD.  With  modest  funding 
and  a  clear  direction  from  Congress  to  the  NIH  to  support  research  at  an  annualized  level  of  three  million 
dollars  (  $3,000,000  ),  significant  progress  can  be  made  in  conquering  and  eliminating  this  and  other 
devastating  diseases. 

Mr.  Chairman,  again,  thank  you  for  providing  this  opportunity  to  testify  before  your 
subcommittee. 


03/27/95  5:04  PM 


1877 

Amp 

Bringing  lifetimes  of  experience  and  leadership  to  serve  all  generations. 

Hearing  Record 

STATEMENT 

OF  THE 

AMERICAN  ASSOCIATION  OF  RETIRED  PERSONS 

ON 

FY  1996  APPROPRIATIONS  FOR  THE 


DEPARTMENTS  OF  LABOR  AND  HEALTH  AND  HUMAN 
SERVICES 


BEFORE  THE 


SUBCOMMITTEE  ON  LABOR-HEALTH  AND  HUMAN  SERVICES- 
EDUCATION  AND  RELATED  AGENCIES 


OF  THE 
COMMITTEE  ON  APPROPRIATIONS 

UNITED  STATES  SENATE 

American  Association  of  Retired  Persons      601  E  Street,  N.W.,      Washington,  DC.     20049(202)434-2277 
Eugene  I.  Lehrmann    President  Horace  B.  Deets    Executive  Director 


1878 

The  American  Association  of  Retired  Persons  appreciates  mis 
opportunity  to  comment  on  funding  next  year  for  programs  which  affect  the 
lives  of  many  older  Americans.  We  also  want  to  express  our  appreciation  for 
the  Subcommittee's  efforts  over  the  years  on  behalf  of  all  programs  which 
assist  older  Americans,  particularly  those  which  benefit  low-income  families . 
Our  recommendations  are  reflected  below. 

A.       Older  Americans  Act/Administration  on  Aging 

The  Association  supports  the  President's  recommendations  for  Older 
Americans  Act  programs  administered  by  the  Administration  on  Aging. 
While  most  programs  would  be  frozen  at  the  current  levels,  increases  are 
proposed  for  Indian/Tribal  Grants,  Prevention  of  Elder  Abuse,  and  Research, 
Training  and  Demonstrations.  To  the  extent  additional  resources  may 
become  available,  AARP  urges  an  increase  in  the  Title  III  nutrition 
programs,  with  particular  emphasis  on  home-delivered  meals.  The  numbers 
of  frail  elderly  are  growing  rapidly,  yet  the  bulk  of  the  federal  appropriation  is 
made  available  for  congregate  meals.  AARP  believes  that  local  area  agencies 
on  aging  should  be  given  more  flexibility  in  distributing  Title  m  nutrition 
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funds  in  order  that  the  specific  needs  of  local  communities  may  be  taken  into 
account. 

The  Older  Americans  Act  continues  to  be  a  vital  vehicle  for  focusing 
on  the  needs  of  older  persons  and  helping  to  meet  those  needs. 

B.       Community  Service  Employment  for  Older  Americans 

The  Association  also  supports  the  President's  budget  request  for 
Community  Service  Employment  for  Older  Americans  which  is  part  of  the 
Older  Americans  Act  and  administered  by  the  Department  of  Labor.  This 
program  makes  a  real  difference  in  the  lives  of  many  older  Americans  who 
would  otherwise  have  a  difficult  time  finding  employment,  if  at  all. 
Compared  with  younger  workers,  once  out  of  work,  older  workers  tend  to  be 
jobless  longer  and  are  more  likely  to  earn  less.  It  is  the  major  federal  jobs 
program  designed  specifically  for  low  income  older  persons. 

As  one  of  the  grantees,  the  Association  has  first-hand  knowledge 
regarding  this  highly  successful  program  which  provides  more  than  65,000 
part-time  minimum  wage  jobs  for  older  adults.  Seventy-one  percent  of 
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program  participants  are  female,  41  percent  have  less  than  a  high  school 
education,  32  percent  are  at  least  70  years  old,  and  minority  individuals 
comprise  over  33  percent. 

C.       Low  Income  Home  Energy  Assistance  (LIHEAP) 

The  Association  supports  the  President's  budget  request  of  over  $1.3 
billion  for  this  critical  activity.  The  $600  million  contingency  fund 
established  in  the  FY  1995  appropriation  would  also  remain  available  next 
year  for  severe  weather  emergencies.  LIHEAP  assistance  has  been  important 
to  all  of  its  recipients,  but  none  more  so  than  low  income  older  persons. 
Housing,  health  care,  energy  costs  —  all  of  these  factors  combine  to  make  an 
already  trying  period  of  life  even  more  stressful.  For  many,  the  question  of 
how  to  heat  their  homes  is  actually  a  matter  of  life  or  death.  LIHEAP  is  a 
vital,  and  sometimes  solitary,  measure  of  last  resort  for  these  individuals. 
Because  they  are  more  likely  to  live  in  older,  poorly  insulated  homes,  older 
persons  have  a  heightened  risk  of  hypothermia.  Elderly  households  overall 
spend  8.1  percent  of  their  income  on  residential  energy  compared  to  5.3 
percent  for  average  households.  Among  low  income  households,  the 
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proportion  of  income  expended  for  energy  consistently  amounts  to  3-4  times 
the  proportion  spent  by  households  across  the  board. 

During  last  year's  unusually  severe  winter,  a  91 -year-old  woman  in 
Chicago  was  found  frozen  to  her  floor  —  kneeling  as  if  in  prayer  —  where 
broken  water  pipes  had  left  a  coating  of  ice.  Her  knees  and  feet  were  trapped 
in  more  than  an  inch  of  ice  as  temperatures  outside  fell  to  16  below. 

During  that  same  period,  many  families  resorted  to  inefficient  and 
hazardous  means  of  keeping  warm  while  temperatures  repeatedly  fell  into 
single  digits.  A  family  of  seven  children  and  two  adults  perished  in  a  fire  in 
Baltimore  during  this  period,  caused  by  overturned  candles  which  had  been 
used  by  the  family  because  the  electricity  had  been  shut  off. 

Funding  for  LIHEAP  has  declined  dramatically  over  the  past  several 
years.  Only  one  out  of  five  eligible  elderly  households  is  now  able  to  receive 
assistance.  Any  reduction  next  year  below  the  President's  budget  request 
would  have  a  devastating  impact  on  countless  needy  families  for  whom  the 
program  has  become  a  lifeline. 
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D.       Agency  for  Health  Care  Policy  and  Research:  Medical 

Effectiveness,  Outcomes  Research  and  Practice  Guidelines 

The  Association  urges  adequate  funding  for  the  Agency  for  Health 

Care  Policy  and  Research,  and  in  particular  the  Medical  Treatment 

Effectiveness  Program  (MEDTEP).  If  we  are  to  find  ways  to  lower  the 

growth  in  the  cost  of  health  care  without  jeopardizing  quality  of  care,  the 

treatment  guidelines  and  outcomes  research  undertaken  by  this  Agency  will 

be  critical. 

E.       Medicare  Contractor  Funding 

AARP  urges  the  Subcommittee  to  provide  funding  for  Medicare 
contractors  at  levels  that  take  into  account  the  contractor's  efficiency  as  well 
as  the  effectiveness  of  the  delivery  of  services  to  beneficiaries.  Contractors 
are  responsible  for  reimbursing  Medicare  beneficiaries  and  providers,  and 
providing  technical  assistance  and  information  about  changes  in  the  Medicare 
program.  To  this  end,  we  believe  contractors  should  have  the  appropriate 
resources  to  conduct  beneficiary  outreach  activities.  Without  reasonable 
funding,  critical  reimbursement  problems  for  beneficiaries  and  providers  alike 
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would  be  the  result,  as  well  as  further  delays  and  errors  in  processing 
payments. 

F.  Nursing  Home  Inspections 

AARP  urges  the  Subcommittee  to  provide  sufficient  funds  to  support 
survey  and  certification  activities.  Any  reduction  in  this  area  would  have  a 
significant  adverse  impact  on  the  quality  of  nursing  home  care,  particularly 
given  most  states'  current  budget  problems  and  their  inability  to  make  up  for 
reductions  in  the  Federal  match.  New  enforcement  regulations  were  just 
issued  in  December  and  significant  inspection  revisions  and  improvements  in 
the  inspection  process  currently  are  being  made.  The  Association  strongly 
urges  that  funding  for  FY  1996  at  least  be  sufficient  to  maintain  current  levels 
of  services  for  survey  and  certification  functions. 

G.  National  Institutes  of  Health 

AARP  supports  adequate  funding  -  though  we  recognize  that  this  will 
need  to  be  modest  -  for  research  conducted  by  the  National  Institutes  of 
Health  (Nffl).  Research  focused  both  on  treatment  of  disease  and  on 
prevention  of  disease  and  disability  is  critical  to  lowering  health  care  costs 
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and  assuring  quality.  As  the  population  ages,  crucial  policy  decisions  will 
have  to  be  made  in  every  sector.  It  is  essential  that  these  decisions  be 
grounded  in  solid  research. 

H.       Displaced  Homemaker  Program 

AARP  supports  providing  sufficient  funds  to  begin  implementing  the 
Displaced  Homemakers  Self-Sufficiency  Assistance  Act.  For  many  older 
women  who  have  been  homemakers  their  entire  lives  or  have  been  outside  the 
workplace  for  decades,  workforce  re-entry  is  extremely  difficult.  As  the 
workforce  ages,  and  the  older  workforce  becomes  increasingly  female,  the 
services  provided  by  the  Act  and  similar  programs  will  assume 
correspondingly  greater  importance. 

I.        Social  Security  Administration  (SSA)  Staffing  Levels 

We  remain  concerned  that  inadequate  funds  for  SSA  will  continue  to 
hamper  the  agency's  ability  to  deliver  quality  service.  The  most  noticeable 
evidence  of  deteriorating  service  is  the  mounting  backlog  of  disability 
applications,  which  continue  despite  agency  initiatives.  The  agency  must 
receive  sufficient  funding  to  meet  its  current  workload  without  further 
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erosion.  AARP  urges  the  Subcommittee  to  provide  sufficient  funds  next  year 
for  this  and  other  critical  activities. 

Mr.  Chairman,  the  programs  mentioned  in  our  testimony  and  others 
such  as  Foster  Grandparents,  Senior  Companions  and  Retired  Senior 
Volunteers  continue  to  have  a  profound  impact  on  older  Americans 
throughout  the  nation.  Thank  you  again  for  this  opportunity  to  express  our 
support  of  these  critical  activities. 
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